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Abstract 

This thesis explores the choices ordinary people make about the use of medical, genetic 

technologies against the background of professional, principle-based ethics. I compare 

the moral questions that ordinary social actors raise when they encounter these 

technologies with the concerns that bioethicists raise about their use. Excerpts from an 

Internet forum about the medical applications of genetic technologies provide the data for 

my analysis. M y goal is to explore the differences between the "textually mediated" 

accounts of bioethics and the ordinary accounts that emerge from the everyday world of 

lived experience. Throughout, I draw on the perspectives of Ulrich Beck, Zygmunt 

Bauman and Dorothy Smith to frame my discussion of moral decisionmaking, the risks 

genetic technologies pose, and the moral dilemmas they present. 



Preface 

M y thesis explores the ways medical experts (including bioethicists) and family 

members (primarily mothers) differently understand the moral issues surrounding the use 

of genetic technologies. I refer to the way medical experts discuss these issues as the 

"expert voice". 

M y interest in the expert voice in part stems from my own experience. Through 

my work at the Graduate Students' Association (GSA), I became attentive to the features 

that underlie the expert voice (where the "experts" here were often members of the 

university administration and the Board of Governors). These features include: the belief 

that detachment is necessary, that objectivity is possible, and that context, emotion and 

experience taint a "reasoned" perspective. Through my experience, I came to realize that 

the expert voice carries legitimacy in institutional decision making. What also became 

apparent is that the expert standpoint marginalizes and often displaces the problems of 

the "insider" (the students). Thus, the expert is often left commenting on and dealing 

with problems which bear little relevance to the issues "insiders" face. In the case of the 

GSA, these were the everyday problems graduate students encountered in their programs. 

This experience and my thoughts about it influenced the eventual direction of my thesis. 

M y research explores the relationship between the voice of the expert and the 

voice of the ordinary actor in relation to genetic technologies. In this thesis I focus on 

Principlism, the predominant theoretical perspective that many medical professionals 

draw on to discuss ethical issues. I explore the assumptions that underlie a principle-

based approach and I analyze it as an example of the expert voice. Drawing on Internet 
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discussions of genetic technologies as a source of data, I provide the reader with 

analysis of the different standpoints that shape decisions about their use. 
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Chapter One: Genetic Technologies1. Risk and Science 

Introduction 

In this thesis I discuss the ethical issues posed by genetic technologies. I look at 

Internet discussions written by people who have experienced their use. I explore the 

range of moral and ethical issues these people face. M y intent in taking up this topic, is to 

compare the "textually mediated" understanding of ethicists and other medical experts 

about genetic technologies with the "everyday world" of lived experience; I compare 

principle-based discussions about these technologies with the moral decision making and 

experiences of ordinary social actors3 about the same technologies. The following 

sociological examination of bioethics draws on the perspectives of Ulrich Beck (1992), 

Dorothy Smith (1999), Zygmunt Bauman (1997) and selected contemporary, feminist, 

bioethicists. 

The concept of risk is central to this thesis. As Margaret Summerville comments 

in her book The Ethical Canary, "good ethics depends on good facts.... Risk is often 

1 Throughout this thesis I use genetic technology to refer specifically to human, medical genetic 
engineering technologies such as genetic screening, testing, and manipulation of genetic endowments 
through selection, D N A recombination, and other such techniques that are similarly defined as under the 
rubric of human genetic therapy. 
2 Throughout this thesis I use "principle-based ethics" and "principlism" interchangeably. While technically 
"principlism" is not a word in the dictionary, it is accepted in the literature and used to refer to "principle-
based ethics". 
3 Throughout this thesis I make a distinction between the narratives that are written by experts, including 
ethicists, doctors, physicians and scientists, and the narratives written by non-experts, whom I call 
"ordinary people" or "ordinary social actors". In order to make the distinction between the way these two 
groups discuss the issues posed by genetic technologies, I discuss how these two groups express different 
"narrative voices". The narratives that mark the way experts theorize about issues are called the "expert 
narratives" and the authorship of these narratives is called the "expert voice". The narratives that describe 
the way "ordinary social actors" discuss the issues are called "ordinary narratives" and the type of 
authorship that is reflected in these narratives is called the "ordinary voice". Neither label is meant to be 
pejorative; these distinctions are made simply for the purpose of organization and clarity. This distinction 
and the methodological approach I used to make it are more fully discussed in Chapter 3. 
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among the most important of the ethically relevant facts" (2000:293). As one of the ways 

I discuss the issues genetic technologies pose, I compare the way ethicists and ordinary 

social actors discuss risk. I look at what "risks" are defined as "ethically relevant" in 

their discussions. I relate my analysis to Ulrich Beck's (1992) theory of "reflexive 

modernity" and "risk society". 

Intent and Purpose 

The purpose of this thesis is to explore the connection between lived experience 

and theory. I look at this connection in an exploration of "principlism" or principle-based 

ethics. I undertake this project to ask three main questions. The first is whether the 

theoretical, principle-based discussions of ethicists capture the issues people identify as 

problematic when they experience the use of genetic technologies. The second question 

is what risks are the people who are using these technologies facing? This question 

assumes that context changes what risks people experience. I thus explore the medical 

environment in which genetic technologies are offered. I look at the medical and 

scientific understandings about women's bodies, reproduction and the treatment of 

disease that shape the development of genetic technologies. By considering these 

technologies from the perspective of the patient, the third question I ask is how should we 

proceed with discussing the issues that genetic technologies pose? This last question 

considers whether a feminist approach to ethics and the methodological contributions of 

standpoint theory, offers a useful way of re-examining a principle-based approach to 

ethics. 
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Importance of this Thesis 

The above questions have implications for ethicists and their role in reflexive 

modernity. The question is whether the use of the principles of justice, autonomy, 

beneficence, and nonmaleficence are adequate for capturing the problems patients 

experience in the health care system today. The assumption is that in order for these 

principles to be adequate, they need to describe and confront the ethical dilemmas people 

experience when they use genetic technologies. If they are not, then principle-based 

discourse, as it is used to inform both clinical decision making and policy making, needs 

to be re-examined. Whether the ontological perspective of a principle-based approach can 

ever be adequate, is a question that has been raised by scholars such as Smith (1999), 

Beck (1992) and Bauman (1997). These scholars engage in a debate that asks whether a 

universal based approach to ethics can deal with the new risks genetics pose for women, 

and more broadly, whether the risks genetics pose for our community and our moral well 

being are accounted for. These scholars, and others, ask whether there is a need to 

explore other approaches to ethics. With those thoughts in mind, the main question of 

this thesis is whether ethical discourse needs to be more attentive to lived experience. 

Chapter Overviews 

In the following chapters I explore these questions and issues in more detail. The 

rest of this chapter is dedicated to a discussion of risk in relation to science and medicine 

in reflexive modernity. The second part of this chapter provides a critical look at science 
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and medicine and the way the understandings associated with these disciplines shape the 

purpose of genetic technologies. 

In Chapter 2,1 first review the profession of ethics and its relationship to science 

and medicine in modernity. I also explore the condition of moral decision making in 

reflexive modernity. In the second part of the Chapter, I look at the predominant school 

of thought in ethics today, namely, the principle-based approach. I look at the 

assumptions of principlism and argue that this theory can be seen as an example of the 

expert standpoint. Throughout, I consider Smith's (1999) theory of standpoint and the 

literature on feminist bioethics Together, Chapters 1 and 2 provide the theoretical 

framework and literature review for my analysis. 

In Chapter 3,1 describe the methodological approach used to examine the Internet 

discussions I have transcribed. I describe the structure of the website discussions, the 

content it provided for my analysis, and overview of who participated in the discussions. 

In this chapter I also describe the methodological basis I use to make the distinction 

between ordinary social actor and expert - - a distinction I use to organize my findings. 

In Chapter 4,1 analyze the Internet transcripts. I specifically explore whether 

there is a gulf between the way ethicists and other medical professionals write about 

morality and the way moral dilemmas are lived. I compare the moral reasoning of 

ordinary social actors with the moral reasoning processes implied in principle-based 

ethics. In the second section of the chapter, I look at how risk is defined by experts and 

ordinary social actors and how each differently problematize the moral conflicts 

associated with genetic technologies. In the third section of the Chapter, I focus on the 

issues and risks ordinary social actors and ethicists raise as relevant to their decisions 
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about the use of genetic technologies. Throughout Chapter 4, the experiences of women, 

as the main participants in the discussions, are of primary importance. 

In the final chapter, I look at the implications of my analysis, exploring whether 

there is a need to question the adequacy of the principle-based approach. The distinction 

between theory and lived experience is also challenged as the contributions and 

implications of reflexive modernity are discussed more fully. A framework for how 

ethicists can be sensitive to the lived experiences of patients in the health care system is 

also offered and in conclusion, I discuss whether ethicists need to re-orient both the scope 

and goal of their work. In this respect, the final chapter considers more broadly, how we 

might continue with research in this area. 

Literature Review: Risk, Science, Medicine and Genetic Technologies in Modernity 

Genetic technologies pose risk and in doing so, also represent a sense of 

transformation and uncertainty. Murphy suggests that uncovering the genetic code 

"promises to revolutionize the decisions people make about their life and lifestyle, the 

way doctors practice medicine, how scientists study biology and how we think of 

ourselves as individuals and as a species" (1994:102). Murphy's concern is how genetic 

innovations wil l transform the way people relate to one another. She asks, how will the 

ability to predict disease transform how we understand people's duties and obligations to 

undergo testing? Do people have an obligation to prevent future suffering i f they are 

deemed to be "genetic risks"? Issues around patient care and the duty of physicians are 

also complicated by new genetic technologies. For example, what are the ethical 

considerations that are raised when the use of these technologies becomes a part of 

routine practice? Other transformations, which are critical to this thesis, involve the 
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uncertainties that would be created i f preimplantation and prenatal genetic diagnoses 

were used more routinely in reproductive processes. How do these technologies 

transform the way we consider motherhood and fatherhood? A n additional question is: 

what are the risks associated with genetic technologies? From what standpoint are these 

risks considered? As Summerville suggests in the following remarks, this latter question 

is very complex and reflects the greater uncertainty genetic technologies pose: 

Assessment of risk and communication of information about risk, including that 
involved in scientific research and development, are complex tasks and our 
reactions to this information are a complex phenomenon. Even when we turn just 
to physical risk, there can be uncertainty, because the scientists cannot agree on 
the magnitude and prevalence of a given risk. This means that we cannot insist on 
certainty ( 2000:293). 

A l l of these questions are important and illustrate the ways genetic technologies may 

change the way people relate to one another and the way we consider health and illness. 

Knowledge in reflexive modernity 

Several contemporary social theorists examine the topic of risk and uncertainty in 

modern society. The feminist critique of science provided by Haraway (1997) and the 

contributions of Giddens (Beck et a l , 1994), Bauman (1997), Lash (Beck et al., 1994) 

and Smith (1999) all bear on the discussion of risk, science and modernity. Beck's 

(1992) thesis of "risk society" provides an analysis of the implications of uncertainty, 

transformation and risk with a discussion about knowledge and moral certainty. Haraway 

(1997) provides a discussion of the way science and technology are definitive forces in 

transforming our relationships in modernity. Giddens (1994) and Bauman (1997) offer 

discussions of knowledge, and the way that knowledge in "high modernity" is contingent 

and uncertain. Smith's (1999) approach of standpoint is also relevant, providing a way of 
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understanding the traditional vantage point of the ethics expert. Each of these 

contributions is discussed more fully below. 

Giddens, in the book Reflexive Modernization (Beck et al., 1994) describes a 

historical process in which the "certainties of modern knowledge" are replaced in "high 

modernity" with a form of knowledge that is tentative and always subject to revision. 

Giddens (Beck et al., 1994) describes this condition as the consequence of the way the 

projects of modernity, including science and medicine, have been oriented towards the 

accumulation of knowledge. In modernity, knowledge was meant to advance how we 

understood ourselves and the world; knowledge was meant to provide us with a means to 

improve our lives and our well being. Giddens writes: 

To the Enlightenment thinkers, and many of their successors, it appeared that 
increasing information about the social and natural worlds would bring increasing 
control over them. For many, such control was the key to human happiness; the 
more, as collective humanity, we are in a position actively to make history, the 
more we can guide history towards our ideals. Even more pessimistic observers 
connected knowledge with control. Max Weber's 'steel hard cage' - i n which he 
thought humanity was condemned to live for the foreseeable future- is a prison 
house of technical knowledge; we are all, to alter the metaphor, to be small cogs 
in the gigantic machine of technical and bureaucratic reason. Yet neither image 
comes close to capturing the world of high modernity, which is much more open 
and contingent than any such image suggests- and is so precisely because of, not 
in spite of, the knowledge that we have accumulated about ourselves and about 
the material environment. It is a world where opportunity and danger are balanced 
in equal measure (Giddens in Beck et al, 1994:58). 

Bauman (1997) agrees, suggesting that the condition in which we find we ourselves in 

"high modernity" is one that is not only marked by what was intended, but also by what 

was unintended. "High modernity" is marked, in equal measure to progress, by risk, 

uncertainty and challenge. Bauman writes: 

What has is in fact happened is that the processes set afoot with the advent of 
modernity, mistaken for progress towards co-ordinated and/or guided (universal) 
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rationality, gave birth to the multitude of uncoordinated and self-guided (local, 
parochial) rationalities which turned into the principal obstacle to universal 
rational order. At the far end of the modern saga looms Ulrich Beck's 'risk 
society', which can hope, at best, that some local, and globally risky, initiatives 
will be undertaken in time to limit the harm left by yesterday's local, globally 
damaging, undertakings (1997: 25-26). 

As Giddens (Beck et al., 1994) suggests, the condition today is one of "high modernity"-

- a time when modernity has become its own theme. That is, genetic technologies are 

mistaken for progress when they are, in fact, quite threatening. The important question 

is: what are the "multitude of uncoordinated" consequences of these technologies and 

what will these consequences mean for our moral condition? 

Beck's (1992) description of "risk society" connects with the discussions of 

Bauman (1997) and Giddens (Beck et al., 1994) about "high modernity"; "risk society" is 

Beck's description of "high modernity". I read Beck's title as describing the way 

innovations have created new risks. Felt in various local and diverse ways, these risks 

have the potential of transforming the way we relate to one another. Moreover, they do so 

in unintended ways. As described, while genetic technologies may offer better diagnostic 

options, they may also affect people's access to health care. While mothers have more 

choice, what it means to be a mother also changes. 

This latter example is a poignant illustration of how genetics challenge our sense 

of morality and also undercut the traditional way we have understood ourselves and our 

relationships to one another. As Beck says: 

By virtue of its inherent dynamism, modern society is undercutting its formations 
of class, stratum, occupation, sex roles, nuclear family, plant, business sectors and 
of course also the prerequisites and continuing forms of natural techno-economic 
progress (Beck et al., 1994: 2). 

8 



To illustrate Beck's point, the emergence of new genetic technologies means that parents 

are faced with the moral obligation to undergo testing, in order to minimize the "genetic 

risk" that their child wil l inherit a faulty genetic endowment. This in turn raises new 

issues around reproduction and the way women experience pregnancy. Moreover, this 

new "choice" undercuts what it means to be a "fit" parent. 

Donna Haraway (1997) has been one, among many, who has taken up the 

discussion of how science is involved in the creation of risk society. She shows how 

uncertainty in modernity is manufactured and marked, at least in part, by developments in 

science and technology. Haraway (1997) calls the historical moment, in which 

advancements in science and technology are the most definitive forces in transforming 

our relations, as the age of "technoscience". Technoscience, she suggests, blurs the 

"distinctions in science and technology as well as those between nature and society, 

subjects and objects, and the natural and the artificial that structured the imaginary time 

called modernity" (1997: 3). Haraway (1997) adds that late modernity and the age of 

"technoscience" is marked by the "dislocation" of knowledge and the "fluidity of 

meaning". Her (1997) argument suggests, like Bauman (1997), that the development of 

genetic technologies in the age of "high modernity" facilitates the production of 

knowledge that is far more contingent than certain. 

Going back to the issue of risk, Beck adds a critical point to Haraway's 

discussion. He suggests that not only is science creating new risks, but that "science is 

involved in the origin and deepening of [these] risk situations" (1992:21). Those outside 

of science rely on the scientific experts and their methods to identify the risks and 

hazards of new science. This suggests that we may not be able to see certain issues of 
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risk because we consistently rely on the "culture of scientism" and its "sensory organs" to 

identify and measure the risks associated with genetic developments. As Beck 

comments, risks "require the 'sensory organs' of sciences- theories, experiments, 

measuring instruments— in order to become visible or interpretable hazards at all" 

(1992: 28). Summerville describes how the "culture of scientism" impacts on the way we 

define risk and anxiety with respect to new technologies: 

They [scientists] see such anxiety as pathological. They understand the world 
through science only. They espouse a gene machine or a pure science view of 
human life and a world-view based on it. They do not respect ways of knowing 
other than reason (although scientific discovery depends on these other ways, 
especially on creativity, imagination and intuition). Moreover, these scientists 
tend not to see science's profound impact on our metaphysical reality, especially 
in its human spirit dimension. Indeed, most do not even recognize this reality 
exists or, i f they do, that it can be damaged. As sociologist Professor Howard 
Kaye says, the nearest they come to acknowledging the potential for damage is 
when they admit that the new science raises "reasonable concerns about potential 
psychological and social harm." They believe, however that these concerns are 
counterbalanced by other values supporting individual choice and freedom of 
scientific enquiry and "the good" that they see their science as being capable of 
delivering (2000:56). 

Summerville's (2000) discussion illustrates a paradox of "high modernity". This 

paradox is that science provides the prerequisites for overcoming the threats for which it 

is responsible (and then measures) (Beck, 1992:163). In other words, science is given a 

priori ethical consent on the assumption that innovation wil l lead to good, but science is 

also, in part, relied on to identify and assess the risks of its own developments. This last 

point elevates the importance of asking how a medical model of genetic disease and risk 

informs the application of genetic technologies in medical practice. It also elevates the 

importance of considering those to whom ethicists are attentive when they define "risk" 

in their discussions. 
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The above highlights an important aspect about the way I have approached this 

study. The next question I discuss is how the risks new technologies pose impact on the 

everyday lives of ordinary social actors in reflexive modernity. 

Reflexive modernity and the individual 

Beck discusses the way the individual is affected by risk in reflexive modernity. 

Beck argues that a consequence of living in a globally risky world, or the "world of 

developed reflexivity," is that individuals are "condemned" to "individualization" (Beck 

et al., 1994: 5,13). He argues that the risks and unintended consequences of genetic 

technologies are most felt in the lives of the people who are using these technologies. It is 

individuals who are forced to live and deal with the consequences of risk society. 

Today people are not being 'released' from feudal and religious-transcendental 
certainties into the world of industrial society, but rather from industrial society 
into the turbulence of a global risk society. They are being expected to live with a 
broad variety of different, mutually contradictory, global and personal risks (Beck 
et al, 1994: 7). 

This point is significant because Beck adds that the decisions that ordinary social actors 

make about the use of genetic technologies reflect uncertainty about how we define our 

responsibilities to one another. He states that it is the types of moral questions and moral 

dilemmas that patients ask, that are changing the landscape of social order. 

The "genetic" change of society.. .will occur through the unpolitical private 
sphere, the decision of the millions of individuals, parents and mothers, with the 
advice of doctors and such bureaucratic test tube creatures as 'genetic 
counsellors'" (Beck et al, 1994:47). 

Summerville also suggests this: "while it is individuals who use these technologies, what 

they do with them affects us all" (2000:54). Significantly, Beck calls this change the 

profound "symbiosis of philosophy and everyday life" (Beck et al., 1994:46). 
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An important condition of this "symbiosis" and "individuation" is that while 

people are "liberated" into a world where choices are plentiful, and the right to choose is 

protected, this liberation condemns actors to live as "individuals, or more exactly, only as 

an individual [emphasis added]" (Beck et al, 1994:48). He adds: 

Opportunities, threats, ambivalence of the biography, which it was previously 
possible to overcome in a family group, in the village community or by recourse 
to a social class or group, must increasingly be perceived, interpreted and handled 
by individuals themselves (Beck et al, 1994:8). 

The increasingly reliance on the individual rather than the community, is evident is at 

least one response to genetic technologies - - that is, the development of the new 

profession of "genetic counselling". 

Beck argues that there is another paradox in reflexive modernity that directly 

relates to how the threats of new technologies are handled by individuals. The paradox is 

that while we are "liberated" to choose from a number of options, our decisions are not 

fully informed. 

individuals are now expected to master these 'risky opportunities', without 
being able, owing to the complexity of modernity society, to make the necessary 
decisions on a well-founded and responsible basis, that is to say, considering the 
possible consequences (Beck et al, 1994: 8). 

Beck argues that the ambivalence and uncertainty that surrounds the choices people have 

to make, has a profound impact on our sense of selfhood in reflexive modernity. 

"Individuation", Beck argues, involves the: 

disembedding and second, re-embedding of industrial society ways of life by new 
ones, in which the individuals must produce, stage and cobble together their 
biographies themselves (Beck et al, 1994: 13). 

Evoking Bauman's (1997) image of the "nomad" and the "pilgrim", "individuation" 

refers to the situation of the social actor in reflexive modernity (the nomad). Notably, the 
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certainties associated with the path of the pilgrim in modernity are undercut by the image 

of the wondering nomad in reflexive modernity. The "nomad" is Beck's description of 

the "do it yourself biography", as "the disintegration of the certainties of industrial 

society as well as the compulsion to find and invent new certainties for oneself and others 

without them" (Beck et al, 1994: 14). 

The above discussion reveals important considerations for the rest of this thesis. 

Overall, Beck (1992) and Bauman (1997) challenge the basic assumptions of modernity: 

that technology is equated with progress, that scientific developments reduce risk and 

third, that (moral) certainty is possible. This means that medical advancements may not 

necessarily improve people's lives, or at least, people's experiences in the health care 

system. Moreover, the goal of screening out or eliminating disease may actually function 

to create new risks for patients. And, as Beck (1992) suggests, it is ordinary individuals 

who face these difficult moral questions and whose decisions are changing the landscape 

of social order. Finally, Beck (1992) and Bauman (1997) suggest that ethics may need to 

orient itself to uncertainty rather than certainty. 

Feminist Critiques of Science and Medicine 

The methodologies of science and medicine have become the "sensory organs" by 

which we understand the body, disease and the use of genetic technologies. These 

understandings establish ways of defining risk, disease and illness. In doing so, these 

discourses shape how ethicists understand the benefits of applying genetic technologies. 

The issue is that the "sensory organs" of medicine and science, in defining disease and 

risk, also define women's bodies and how they should be treated in particular ways. 

These dominant "sensory organs" contribute to the normal and routine use of 
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technologies, like amniocentesis, in clinical settings. Feminists have discussed these 

topics widely. One question they ask is, how have women's experiences changed as a 

result of the influences of science and medicine? How will the routine uses of genetic 

technologies impact on women? I raise these debates in the following discussion. 

Scientific understandings and genetic technologies 

Lippman (1993) argues that the way genetic technologies define and categorize 

our health and illness is based on the Cartesian tradition of reductionism. The Human 

Genome Project (HGP) is, for example, a practice of cartography that attempts to align 

elements of "humanity" in a database that, by definition, provides a boundary to our 

understanding of the body. Genetic markers and labels categorize the body, its illness 

and disease in very systematic and methodological ways. These genetic markers are 

reduced to variables that represent certain levels of risk. Risk becomes, at least in part, 

defined by genetic probabilities. Lippman describes this process as "geneticization": 

Geneticization refers to the ongoing process by which priority is given to 
differences between individuals based on their D N A codes, with most disorders, 
behaviors and physiological variations (including such things as schizophrenia 
and high blood pressure as well as perfect pitch and the ability of children to sit 
and watch television) structured as, at least in part, hereditary. As geneticization 
becomes a stronger and stronger voice in stories of health and disease, genetic 
screening and testing programs take on major roles. They are techniques used to 
find those who have certain gene differences only some of which are associate 
with what we generally think of as diseases (1993: 178). 

Haraway (1997) argues that the understandings of science are embedded in 

certain assumptions about nature and our bodies. Haraway (1989) argues that scientific 

inquiry is based on the subordination and conquest of nature. She points out that at the 

foundation of biological inquiry is neo-Darwinian evolutionary thinking and the 

philosophical orientation of positivism. Science thus perceives the body in categorical 
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ways and perceives the investigation of the body as a fundamentally objective, 

investigative process of uncovering the essence of human nature. 

In addition, scientific investigation distinguishes between order and chaos. The 

body is ordered, seen as essential and investigated and acted upon with technologies. The 

body is separated into territories and systems that are thought of in terms of their function 

-- and dysfunction. For example, the body is defined in terms of the immune system, the 

circulatory system, the skeletal system and the genetic code. These systems are studied 

with the goal of perfecting their individual functions. Thus, genetic technologies and 

genetic research are often about knowing which genetic markers lead to certain genetic 

diseases so that these markers can be manipulated through technological intervention. 

The HGP is exactly that kind of project: it seeks to map genetic information based on its 

function, and delegates certain information as valuable and other information as "junk". 

Consequences: The fragmented body 

Foucault (1995) asserts that science and medicine fetishize the body. 

Summerville (2000) similarly suggests that science and medicine "secularize" the 

"mysteries" of the body as "problems". Haraway adds that by creating the categorical 

distinction between order and chaos and functional and dysfunctional that "science has 

become the struggle over the nature of our lives" (1989: 43). Most importantly, the 

processes that science and medicine enact on the body are seen to lead to better treatment 

and better health care. This leaves the body, Haraway (1989) suggests, open to scientific 

tools which see "nature as the raw material" and the body as flexible and malleable 

(1989:62). 
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As Smith (1999) argues, scientific discourse mediates how the body, and its 

components and functions, are understood. Emily Martin's (1994) work on the way the 

immune system is discussed provides a persuasive illustration of this point. Her analysis 

shows how the way scientists talk about the "immune system" inscribes the body with 

meaning as a "police state" - - a site of "battle" against "foreign invaders". It is not only 

that this type of discourse mediates and maps the body, but it also represents a form of 

"conceptual imperialism" (Smith, 1999: 90). The body is written into texts by scientists 

and doctors from this standpoint and it informs the way they consider health and 

sickness, and most importantly, the way we consider how to best treat patients who suffer 

from disease and illness. 

As Foucault (1995) points out, the way science and medicine construct the body 

leads to a particular relationship between the self and body. The body is not only 

dismembered, but the self is formulated to watch and control the body with the use of 

technologies (Foucault, 1995). Specific to genetic technologies, the body and the risks it 

poses are known in order to modify and "select out" the genetically risky parts of the 

body. A boundary is created between the self and non-self and what is seen as the fit 

body and the genetically risky body. 

The routine use of technologies 

Smith suggests that the standpoint of science has become a "ruling relation" 

(1999:91). Not unlike Beck's argument about the "culture of scientism," Smith argues 

that the interactions associated with expertism and scientific and medical perspectives 

dominate our understanding of the body. Certain practices, on the authority of experts, 

become necessary and a normal part of medical treatment. The "culture of scientism" 
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(Beck, 1992:3) creates a legitimate reliance on itself to assess and prescribe the use of 

technologies as a way of dealing with the problems of the diseased or genetically risky 

body. 

As Miller and Findlay suggest, one of the processes through which the "culture of 

scientism" has become the dominant "ruling relation" is the process of medicalization. 

"Medicalization" refers to the process whereby an object or a condition becomes 
defined by a society as an illness (either physical or psychological) and is thereby 
moved into the sphere of control of the medical profession (1994: 276). 

Medicalization also implies a shift in control from traditional authorities about the body 

to medical and scientific experts. 

The result of this successful poaching operation is that male doctors are now 
society's accepted experts on the subject of women. It is the long history that 
forms the backdrop for the feminist criticism of modern mainstream medicine: the 
woman's well-being, once the responsibility of other women, has been taken over 
by a powerful male profession whose concerns are not necessarily their own 
(Miller and Findlay, 1994: 278). 

Collins (1999) also describes the appropriation of women's well-being by the medical 

profession in her discussions of the processes of motherhood, birthing, and the analysis of 

women's reproductive processes. Her discussion of amniocentesis provides a good 

illustration of the way scientific and medical understandings of the body rationalize and 

contribute to the routine use of certain technologies in medical practice. Technologies 

have become just a part of what women go through. 

Many feminist scholars (Collins, 1999; Malinkowski, 1994; Rothman, 1989) have 

discussed in more detail the implications of the process of medicalization that Miller and 

Findlay describe. Their contributions have been to show how the routine use of 
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technologies has detrimental effects on women and how they experience their health, 

reproduction, and illness. Beck agrees: 

With the professionalized development in nineteenth century Europe, medicine 
has taken illness away from people by using technology, monopolized illness and 
administered it As a result of diagnostic 'progress' also, disease is being 
generalized. Anything and everything is 'sick'- quite independently of how a 
person actually feels [emphasis added] (1992: 205). 

Moreover, this highlights the ways that women are morally compelled - - because of the 

expertism associated with medical practice - - to undergo the use of these technologies. 

Miller and Findlay (1994) point to the way the medicalization of women's bodies 

imposes a gaze that individualizes broader concerns about our health care as simply 

problems women face. The systemic issues that are associated with imposing subtle 

moral imperatives on mothers are masked by technologies that are seen to offer women 

more choices. For example, while it may be a choice to undergo amniocentesis, this 

choice is seen as normal and routine. Thus, a woman has to decide not to undergo such 

tests and this choice potentially has moral consequences for how she may be perceived. 

Malinkowski states that while choices about new reproductive technologies are seen as 

individual decisions, more broadly, they are often about "offering prospective parents 

difficult choices regarding the sacrifices they are willing to make to be parents..." (1994: 

67). As Miller and Findlay argue, the result is that: 

women's problems are viewed as personal, psychological matters, and this 
diagnosis leads to an avoidance of essential social and institutional remedies. The 
medical model tells women, "The problem is with you, so you must do the 
changing" (1994: 300). 

Miller and Findlay (1994) also suggest that the medical gaze "depolitizes" issues around 

women's health and illness. That is, when problems are seen narrowly as medical 
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problems, their social and political causes fade from view. Related to the divergence 

between expert and non-expert, the lived experience of the ordinary woman is displaced 

as an unimportant standpoint from which to consider illness, treatment decisions and the 

use of technologies. 

Rothman (1984) has been one of the forceful voices in re-asserting that choices 

are in fact political and that individual, autonomous choices can only be understood 

within the context in which the choice was made. Lippman also addresses this issue, 

identifying gender ideologies as one such context: 

How, when, why, to, and by whom it [reproductive technologies] is applied will 
be conditioned by prevailing attitudes about women, their bodies, and their roles. 
Women experience testing, therefore, not merely as parents, but in many ways 
peculiar to being mothers of children" (1992: 141). 

As Rothman states, "all reproductive technologies.. .empower and enslave us. They all 

can be used by, for and against us. The next step in the politics of reproductive control is 

the politics of social control" (1984:35). 

That said, feminists have started to look at women's experiences in an attempt to 

have them "counted" in mainstream discourse. Theorists such as Collins (1999), 

Rothman (1999), Davis (1995) and Miller and Findlay (1994) each discuss the 

importance of recognizing the systemic ways that medical and scientific discourse 

construct women's bodies and the consequences this has on women's encounters in the 

health care system. These theorists reject the idea that women are "agentless" making 

clear that women have made choices about their health and reproduction and have 

decided for what purposes, and on what terms, they will employ the use of medical 

technologies. Davis' (1995) work on the use of cosmetic surgery, is one such study. 

Davis (1995) found that women were active in re-negotiating their sense of self with the 
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use of cosmetic surgery and moreover, that this negotiation illustrated an important 

aspect of the way technologies were being taken up by women. Women were not only 

making their own decisions on their own terms, but their agency reflected a different 

assessment of the "risks" associated with the use of cosmetic surgery. Davis' work 

highlights the way women's choices reflect an important challenge to scientific and 

medical understandings of treatment and care. 

Stories about Genetic Technologies 

Stories about genetic technologies are in the news almost daily and they provide a 

context for understanding how these technologies are seen and the impact they are having 

on us. One such story called "Medicine in 2020" was featured on January 10, 2000 in 

MacLean's magazine. It discusses the implications of the Human Genome Project (HGP) 

and how it endeavors to produce "a complete guide on how to build and run the human 

body" (Nichols, 2000: 44). Some physicians and researchers cited in the story expect that 

the HGP, once completed, wil l "change the way we treat human illness, the way we 

develop drugs, and even the way we live" (Nichols, 2000: 44). Other experts were cited 

as making the predictions that "uncovering" the blueprint of humanity wil l allow medical 

technologies to "coax" cells in the human body and to determine the cause of disease. 

Other scientists commented that the HGP will lead to the development of "genetic" drugs 

to combat disease, allowing us to alter the genetic endowment of the unborn, "select out" 

for physical maladies, and create an inventory of "spare body parts" to replace failed ones 

(Nichols, 2000: 44). 

Another relevant story is from the Associated Press which describes a 

"groundbreaking case'" of a six year old girl, Molly. Molly suffered from a "genetic 

20 



disease" but she was cured by her brother who was selected from a number of potential 

embryos. Molly was given a blood transplant from her brother, a "test tube baby who was 

born Aug 29th after his parents genetically selected an embryo to make sure he would be 

free of Molly's disease" ("Transplant test saves sibling"). The idea that the brother is 

chosen because he could be a genetic donor transforms the way we consider reproductive 

decisions. The complicating ethical issue is that choosing an embryo on this basis, of 

course, also means that we are choosing to let other embryos die because they are not 

considered "fit" donors. The story of Molly changes our understanding of brotherhood 

by connecting familial relations to medical purposes. 

Another context relevant to genetic technologies are the many private health care 

companies in the United States that offer genetic services. The uses and benefits of 

genetic intervention are interesting to note. The Genetics and IVF Institute advertise to 

women and couples "the most advanced outpatient procedures that can identify genetic 

disorders before birth." The organization claims to do "approximately 16,000 prenatal 

diagnostic procedures", and they "recommend and perform prenatal screening to detect 

potential abnormalities in the fetuses of all pregnancies." (Genetics and IVF Institute). 

Candidates solicited tend to be women 35 years or older, who have a child with a genetic 

disorder or defect, or who are known "carriers of genetic diseases" (Genetics and IVF 

Institute). D N A self-test kits, which are also available, are marketed on the basis that they 

will help people make "lifestyle" decisions based on the medical forecast of their genetic 

endowment. 

The following article provides a context for understanding the risks genetic 

technologies pose. This article, found in the Globe and Mail on March 15 t h, 2000, 
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discussed "risk" and "alcoholism" in families. The article reports that "U.S. researchers 

have pinpointed a specific hormone in the brain that can alert them to this genetic 

predisposition for drinking to excess" (Picard, 2000: A5). "Some people are wired to a 

susceptibility to alcoholism" and the tests that doctors can now do will , as the researcher 

was quoted, "predict, in a high risk family, which people will abuse alcohol and which 

people won't" (Picard, 2000: A5). Here, the implication is that families with a history of 

alcoholism should identify themselves as "at risk" and they should subject themselves to 

medical intervention, scrutiny and treatment even before the appearance of any disease. 

Moreover, these families, through the very existence of predictive testing for alcoholism, 

are morally compelled to get tested and make certain "lifestyle" decisions for their future 

based on their "genetic risk". 

A n important aspect of the numerous media stories about genetic technologies 

and genetic research is the way they represent these discoveries as a "new era". For 

example, the Alberta Report features a regular section called "Brave New World", an 

ironic play on the way new advancements in genetic technologies pose uncertainty 

(McGovern, 1999). "Dawn of a New Era" is the title of another article that appeared in 

the Globe and Mail on when the human genome was reportedly mapped (Campbell, 

2000). 

The central discussions in these articles often revolve around questions of 

uncertainty, and the public fear and ambivalence over the use of genetic technologies. To 

illustrate, on Saturday, April 15th, the Globe and Mail featured an article titled, "He lived 

fast, certain he'd die young" (Abraham, 2000:Al5). This article features a young man 

named Tim, who was told he had a 50 percent risk of getting Huntington's disease. Tim 
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lived his life certain he was going to die from the disease; he "maximized his credit cards, 

extinguished his hopes of a career, [and] underwent a vasectomy" (Abraham, 2000: A l 3). 

As the article notes, because Tim was told he had a 50 percent risk of getting the disease 

he lived his life thinking that he "had" the disease and that he was going to die. In this 

case, however, when the genetic test for Huntington's was made available in British 

Columbia, Tim took the test and found out that he "had no such faulty gene" and in fact 

didn't carry this "genetic risk" (Abraham, 2000:Al5). The main concern is the way 

genetic risk information is seen as deterministic, and as such, how this can "lead to a 

whole range of other unexpected issues" that affect the decisions people make about their 

lives (Abraham, 2000: A l3 ) . The unresolved issue, and the central dilemma that frames 

the story, is how we are not "well-prepared to deal with the psychological impacts of this 

testing." (Abraham, 2000:Al3). 

Another article called "The Bad and the Good: Fresh doubts are cast on a 

troubled gene therapy treatment even as the French hint at new advances" (Nash, 2000: 

47) illustrates a similar point. It describes the experience of a father whose son died 

because of complications caused by gene therapy. The father said, "it looked safe, it was 

presented as safe. And it was going to be to the benefit of everyone." The problem is that 

the application of the therapy resulted in "complications" that killed his 18-year-old son. 

The question this raises is whether gene therapy treatment is, in fact, successful and safe. 

This question is an important issue: how are the "risks" associated with the treatment 

being defined? After realizing that there were risks to the technology, the father stated, 

"we gave our consent, but in no way was it [his consent] informed" (Nash, 2000: 47). Not 

surprisingly, a doctor acknowledges that "there will be untoward side effects [emphasis 
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added], and people may die from these therapies." What is instructive about the doctor's 

comments is that he acknowledges that "the expectations [were] out of line with reality" 

(Nash, 2000: 47). The last question the journalist asks is telling: "wil l the adverse effects 

[of gene therapy] overshadow the possible benefits?" (Nash, 2000: 47)—an important 

question, indeed. 

Summary 

Genetic technologies are changing the way we relate to one another. It is thus 

important to ask how ethicists are formulating their understanding of these technologies. 

Below, Summerville (2000) discusses this very question asserting that a medical "gaze" 

can "lead us astray ethically" by inviting simplistic solutions: 

The fact that we are very intolerant of mystery can also cause ethical difficulties. 
Sometimes, we eliminate mysteries by converting them into problems. For 
example, i f we convert the mystery of death into the problem of death, euthanasia 
can be seen as a solution. A n inability to live comfortably with uncertainty— 
which is a variation on the discomfort with mystery—can also cause us to adopt 
simplistic, reductionist approaches to very complex realities. Genetic 
reductionism—the view that we are nothing more than the expression of our 
genes—is a good example in this regard. Often these approaches lead us astray 
ethically (Summerville, 2000:13). 

The broader question raised, is how are individuals affected by risk society and 

new technologies? Beck argues that the risks new technologies pose are being most felt 

in the private lives of ordinary social actors and that their moral decisions are changing 

the landscape of social order. As Beck and the feminists I note both independently assert, 

it is crucial to understand the nature of these decisions and the ways that they are 

constrained. With that in mind, the next question is: when ethicists understand genetic 

technologies, do the experiences of patients centrally inform their discussions? What is 

the ethicist's reference point for defining how moral decisions are made? How does the 
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profession and how it is organized, impact on what issues are discussed? The next 

chapter turns to these questions, first reviewing the profession of ethics, then secondly 

discussing the most predominant approach to ethics, namely, principlism. 
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Chapter 2: The Profession of Ethics and the Principle-Based Approach 

Ethics narratives are the tapestry that vibrantly capture centrally important 
scenes from human lives. Those images and excerpts are crucial raw materials 
for making and justifying moral judgments. They are intimately tied to the central 
project of morality - - the effort to understand and to live a good, fully human life 
(Murray, 1997:17). 

In this chapter I discuss the way ethicists construct the dilemmas posed by genetic 

technologies. I develop arguments which are based on the assumption that the way 

ethicists approach ethical issues is socially situated; that the way we have "gotten ethical" 

is embedded in, and shaped by, social, political and historical circumstances. Below, I 

provide a sociological examination of the profession of ethics, its role in modernity, and 

the way ethicists understand the dilemmas posed by genetic technologies. In the second 

part of this chapter I explore the principle-based approach to ethics, providing an analysis 

of how this theory defines the problems genetic technologies pose. Here I explore the 

feminist criticism that principlism is not sufficiently robust; that is, principlism fails to 

accommodate the experiences and difficulties women face, particularly when they use 

genetically assisted, new reproductive techniques. As De Vries and Subedi point out: 

The critical, revitalizing stance of sociology allows us to see bioethics in the 
sweep of history and the context of medicine and science. A sociological 
approach lifts bioethics out of its clinical setting, examining the way it defines and 
solves ethical problems, the modes of reasoning it employs and its influence on 
medical practice (1998: xiii). 

Throughout this chapter, I emphasize the contributions of Beck (1992), Bauman (1997), 

Summerville (2000), Smith (1999) and contemporary, feminist, bioethicists. 

The Profession of Ethics 

Below, I explore the relationship of ethics to science and medicine, looking at the 

way ethicists "define and solve ethical problems" and "influence medical practice". I 
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argue that the professional development of ethics creates a relationship between science 

and medicine that in reflexive modernity, is no longer adequate. This is reflected, in 

part, by the contradictory nature of science and ethics, where scientific advances seem to 

precede ethics and decisionmaking. As Summerville writes, 

new science is travelling much faster than either ethics, law or social and public 
policy in their efforts to keep up with it.... The advances in genetics over the last 
two years of the twentieth century and the beginning of this one have caused me 
to question whether ethics and law are still in the same race with science (2000: 
280-281). 

The need for an ethics expert: moral certainty 

The evolution of ethics is embedded in a historical, social and political context. 

The profession emerged to provide moral certainty to medical progress and to allay 

public fear over how medicine and science approached problems of the body (Light and 

McGee, 1998). Since then, the profession of ethics has become highly specialized, a 

field whose spokespeople are often trained in law, theology, medicine, science and/or 

analytical philosophy. 

As a number of theorists suggest, the emergence of an "ethics expert" is a 

consequence of the processes that shape modernity. These processes include: 

specialization, secularization, legislation and progressive liberalism. Specialization 

(Weber, 1947) and "disciplinary power" (Foucault, 1995) are hallmark features of 

modern society. According to Weber's (1947) perspective, the emergence of an ethics 

expert is one such specialization. Foucault (1995) discusses the aspect of modernity that 

deals with "discipline". Based on Foucault's perspective, we can understand ethics 

experts as providing the rules of conduct that are necessary to the functioning of 

emergent specializations and fields. He argues that "disciplinary power" - - a form of 
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power that is lodged in expert knowledge - - shapes modern institutions and the way they 

operate. His examples are institutions such as the prison, hospital and mental institution. 

Just as a medical expert controls the patient, the ethics expert watches and mediates the 

medical expert. As De Vries and Subedi similarly suggest, "the public has always felt the 

need to patrol the behavior of physicians" (1998: xii). As such, ethicists are assumed to 

provide the moral control needed to parallel scientific and medical progress. 

Giddens (Beck et al., 1994) suggests that modernity is marked by secularization; 

ethicists are arguably the secular authorities of morality in the modern era. Giddens says 

that experts replace the traditional "guardian" as the rational-legal authorities in 

modernity (Beck et al, 1994: 85). De Vries and Conrad also explain: 

Because secularized society lacks a foundation for ethical decision-making, moral 
dilemmas, once readily solved with reference to a faith tradition, now require the 
articulation of nonreligious solutions (1998:240). 

Legislation is a process of modernity that Bauman analyzes and which I argue 

leads to the role of the ethicist to define, through codes, the way people relate to one 

another. He suggests that the modern project is about "remaking the world to the 

measure of human needs and capacities, and according to a rationally conceived design" 

(Bauman, 1997:4). Modernity, "strongly influenced by the development of technical 

possibilities" and the technical world of "exact and rational experiment", requires the 

evolution of a parallel "rational structure of law and of administration" (Weber, 1947:25). 

Developing this structure of law and administration is the very role of ethicists. To 

illustrate this role, ethicists develop guidelines, which legislate peoples' relationships to 

one another; examples include the doctor/patient, researcher/subject, psychiatrist/patient 

and, most recently, the genetic counsellor/patient relationship. 
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The evolution of law and administration was required in order to quell public fear 

over the way the body was being investigated. With the body's "mysteries" 

(Summerville, 2000) secularized as "problems" throughout the 19 t h century, ethicists 

emerged to mediate the experiments conducted on the body by science and medicine 

(Imber, 1998). As Imber suggests, ethicists became "the mediating institution between 

the sacred acknowledgement of the body and scientific uses of it" - - a function that is 

needed in order to "put to rest public fears about a medical education that approaches 

death as a technical problem" (Imber, 1998:25, 29). Fox similarly argues that: 

In fact, it was growing professional and public concern about the moral conditions 
under which experimentation with human subjects was being conducted in our 
society, particularly in the sphere of medical research, that played the major 
triggering role in the genesis of bioethics (1991:202). 

Importantly, however, it is not just that fear stimulated legislation, but that fear stimulated 

a certain type of moral legislation. 

Bauman (1997) argues that the profession of ethics serves the purpose of ensuring 

that scientific and medical progress had moral certainty. He says: 

The incessant search for ethical principles was a part (an expectable part, an 
inexorable part) of legislative frenzy. People had to be told of their duty to do 
good and that doing their duty was goodness. And people needed to be prevailed 
upon to follow that line of duty, which without being taught or goaded or coerced 
they would hardly do. Modernity was, and had to be, the Age of Ethics, —it would 
not be modernity otherwise. Just as law preceded order, ethics must precede all 
morality. Morality was a product of ethics; ethical principles were the means of 
production; ethical philosophy was the technology, and the ethical preaching was 
the pragmatics of moral industry; good was its planned yield, evil its waste or 
sub-standard produce (1997:34). 

It is worth adding that the authority to develop ethical principles is assigned to a distinct 

set of experts because, in part, science is given a "free pass". As Summerville writes, 
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science is seen as "value free" and scientific inquiry is defined as an "absolute right" 

(2000:65). It is interesting to note what Summerville says about our reluctance to 

constrain science: 

Our anxiety about placing inhibitions on science may arise, in part, from the fact 
that we think the only way we can truly fulfill ourselves is through unlimited 
scientific progress (2000:87). 

Bauman (1997) suggests, along with Giddens (Beck et al., 1994), Beck (Beck et 

al., 1994) and Summerville (2000), that ethical legislation in modernity creates moral 

certainty by defining the parameters of individual agency and action. As Jennings 

suggests, moral principles provide "a moral identity, a style of acting in the life world of 

high-technology medicine" (1998:259). The development of a "moral identity" is 

consistent with modernity's emphasis on progressive liberalism. Progressive liberalism 

influences the way codes of ethics have developed. Such codes rarely refer to collective 

responsibilities, but rather, they focus on moral "good" through the individual agent. An 

important insight about codes of ethics is that they intend to provide, a priori, this sense 

of moral certainty. Bauman suggests: 

It was only the modern project of remaking the world to the measure of human 
needs and capacities, and according to a rationally conceived design that promised 
life free from sin (now renamed as guilt). Legislation was to be the principle too 
of the rebuilding. In the case of moral conditions, legislation meant designing an 
ethical code: one that (unlike the religious strategies of repentance and 
forgiveness) would actually prevent evil from being done, lending the actor an a 
priori certainty as to what is to be done, what can be left undone and what must 
not be done (1997:4). 

Thus, ethicists provide the "modus vivendi between the structures of power in capitalist 

medicine and biotechnology (which progressive liberalism wishes to control, but not to 

challenge fundamentally), on the one hand, and the social ideal of the competent, self-

sovereign, and unencumbered individual on the other" (Bauman, 1997:260). 
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To briefly summarize, the profession of ethics emerged as part of the modern 

project. Ethics paralleled science and medicine and participated in the legitimization of 

progress for the sake of progress. The profession emerged in order to allay public fear, 

and it accomplished this goal by providing individuals a way of acting in the world of 

technology and choice. Notably, the need for moral certainty and the legitimization of 

the projects of science and medicine, prior to the application of the technology, provided 

a way of ensuring that "evil" was not done. 

The impact of the profession on the way we "do ethics " 

In addition to why the profession of ethics has emerged, how it is organized has 

important consequences for the way we have "gotten ethical" about new genetic 

technologies. Relating specifically to Smith's (1999) argument about the "ruling 

relations", below I argue that one of the important consequences of the way ethicists "do 

ethics" is that a gap emerges between "textually mediated" understandings and the way 

these ethical issues are lived and experienced. 

By Smith's definition, ethics, as a profession, can be understood as the "ruling 

relations" that govern how we understand our morality in contemporary society. By 

"ruling relations", Smith means that experts are part of the "objectified" profession, or set 

of "social relations that organize and regulate" our understanding (Smith, 1999:73). I 

relate her argument to the way ethicists discuss genetic technologies. These "ruling 

relations": 

...establish canons of relevancy and perceptions introduced by its participants and 
themes and topics that have become the properties of discourse, and 
institutionalized in ruling relations (1999:34). 
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More generally, Smith argues that "ruling relations" are vulnerable to some serious 

criticisms — criticisms which I apply to the gap between the "everyday" world of 

morality and the "textually mediated world" of ethical discourse. 

One criticism is that because of the way the profession is organized, it hears, 

writes, and describes the issues posed by new technologies by referring to its own 

professional discourse. Experts rely on written texts and arguments that they themselves 

adjudicate. Ethicists carry on discussions at conferences, within ethics journals and on 

hospital ethics committees. Publications in peer reviewed journals determine which 

ethical discussions are most highly regarded. To be clear, I am not suggesting that these 

are unimportant discussions or processes, but instead, that three points are important to 

note. First, these ethical discussions are not intended to be publicly accessible forums. 

Second, these are not discussions that are aimed at patients - - or the "everyday" world of 

moral decisionmaking. Therefore, while these debates are ordering how we understand 

the ethics of new technologies and the way we regulate medical practice, they are not 

discourses in which the public is engaged. Instead, the public only "hears" about the 

debate when "experts" are called upon to provide their "expert opinions". 

The third point is that the professional discourse, not necessarily the experience of 

patients, mediates what questions are asked about genetic technologies. Moreover, what 

ethicists write is precisely seen as the expert opinion because it comes from the 

"objectified profession" that claims a standpoint outside of the social relations upon 

which they comment. The standpoint that ethicists often take is reflected in the way that 

they erase themselves as subjectively involved in their texts. Texts appear as "objective" 

and those who experience genetic technologies are referred to as "patients" and situations 
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become "case studies". Issues of fertility, disease and illness and the moral dilemmas 

patients and doctors face, become problems of competing principles rather than part of a 

social context. In the way that ethicists discuss questions, they detach the context of 

lived experience from their text. The reference becomes the technologies and what they 

do to the body, rather than the patient's experience. 

Another point about the way the profession is organized, is that a high degree of 

specialization displaces how the individual is affected by the "genetic" revolution in 

science. Genetics more broadly, and their ethical implications, are often not discussed in 

terms of how they are generally affecting the way we live. Instead, each scientific and 

genetic innovation - - whether it be cloning, genetically assisted reproductive 

technologies, xenotransplantation, or genetically modified foods— has its own frame of 

reference. Each new genetic innovation, depending on what area it refers to, is discussed 

in specific journals, at specific conferences, and each discussion refers to a particular set 

of leading experts. Even specific to medical technologies, this specialization and 

rationalization is reflected in the way most hospital ethics committees are organized. One 

committee may deal with clinical ethics and the practical implications of genetic 

technologies, and another, separate committee, discusses the ethics of research 

(Summerville, 2000). These separations - - between research and practice and between 

technologies — reflects some peculiar distinctions. First, the separation between research 

and practice creates a distinction between what we endeavour to do and what we are 

doing. Secondly, when the technology is the basis for distinguishing experts and 

discussions, the individual is displaced as the central point of reference for considering 

the implications of new technologies. 
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A final criticism directed to the profession of ethics as a "ruling relation" is that in 

requiring highly educated personnel, it can be largely exclusionary and representative of 

only certain groups of people. The field of ethics has been, and largely is, dominated by 

certain voices. As Fox suggests, the professional requirements needed to become an 

ethicist have lead to a largely "upper and middle class professional and guild enclave" 

(1991:211). She adds that: 

The chief intellectual and professional participants in American bioethics and 
shapers of ethics have been philosophers (particularly philosophical and religious 
ethicists) theologians (predominantly Christian), jurists, physicians, and biologists 
(1991:205). 

These considerations raise important questions about who has the privilege of mediating 

the language of ethics and what understandings are brought to bear on the moral and 

ethical questions we ask. 

Ethics has come to be seen as politically, socially, and culturally neutral; ethicists 

claim to be "objective". Discussions are generally developed with reference to the 

technology rather than experience. Specialization also displaces lived experience and 

discussions of the broader implications of the "genetic" revolution. In the way we "do 

ethics" the individual who lives the effects of genetic technologies only "hears" about the 

debate. The "objectified" social relations that exist, and which we rely on to comment 

about the morality of science and medicine, refer to a "textually mediated" world and not 

to the "everyday world" of morality. The result is what Elliott (1999) describes as a "gap" 

between the way ethicists write about ethical issues and the way they are lived. Light and 

McGee quote Fox and Swazey to suggest that this leads to the growing intellectual 

irrelevance of the profession: 
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"Within its rigorously stripped down analytic and methodological framework, 
bioethics is prone to reify its own logic and to formulate absolutist, self-
conforming principles and insights" (Fox and Swazey, 1984, 339,356). This sort 
of bioethics runs the danger of what the Chinese scholars have called "playing 
with emptiness". The result, observed by a Canadian bioethicist who directed 
workshops in the field, is a growing intellectual and practical irrelevance 
(Hoffmaster, 1992) (1992:1). 

Moral decision making and reflexive modernity: living with uncertainty 

It is important to consider the growing "intellectual and practical irrelevance" of 

bioethics in the context of the discussion in Chapter 1 on risk and the way it impacts the 

individual in "reflexive modernity". Beck argues that it is in the private lives of ordinary 

social actors that important questions are being asked about the use of new technologies. 

The risks and consequences of genetic technologies are lived in the "everyday" world and 

by, for example, women who want to become pregnant and who are faced with the 

"choice" of undergoing genetic testing. 

Illustrated by the stories I reviewed in Chapter 1, it is individual decisions, 

tragedies, and experiences that are calling public attention to the philosophical questions 

that are raised by genetics. In fact, this "symbiosis" of "philosophy and everyday life" is 

most evident, Beck argues, in medicine: 

This symbiosis of philosophy and everyday life shows up strikingly in the issues 
which people are forced to decide by advanced medicine and genetic engineering 
(Beck et al., 1994:46). 

Further, it is the decisions and debates of patients and doctors that are troubling 

traditional understandings of ethics, morality and selfhood. People's decisions about 

these technologies are changing the landscape of social order and how we conceive of our 

responsibilities towards one another. Yet, the more that these decisions are morally and 

ethically significant, the more they are complex. And, as Beck and feminists both assert, 
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the more these decisions are complex, the more individuals are inhibited in their ability to 

make "autonomous" choices and choices which are fully informed. Again, this is based 

on keeping in mind that the risks associated with choice may not be fully foreseeable or 

rather, fully recognizable, by the "sensory organs" (Beck, 1992) of experts. 

The importance of Beck's point is that all decisions are contextual within a time 

and place, and the circumstances and significance of time and place, in reflexive 

modernity, override our ability to anchor decisions to a specific perspective and 

especially to one which refers to an "objective" standpoint. Such a standpoint references 

a universal rational order and a certain way of being or acting based on a "God's eye" 

view of the world. Thus, it stands to reason that just as the "certainties of industrial 

society" have "disintegrated" (Beck et al, 1994: 14) for individuals, so has the certainty 

embodied in the discourse of professional ethics which takes up this "God's eye" view. 

As Beck suggests, this is part of the existential "anxiety" associated with liberation in 

modernity (Beck et al, 1994: 45). While there is an increasing reliance on experts of all 

kinds (including ethics experts), these groups at the same time have less to offer by way 

of ethical guidance for patients and presumably, for the doctors and nurses who interact 

most closely with them. 

The profession of ethics, as described, reflects a peculiar relationship between 

science, progress and ethical decision making in reflexive modernity. This relationship is 

most evident in the fact that ethics fails to keep pace with science. The problem is that 

ethics is still caught in the modern. As science and medicine secularized the mysteries of 

the body, moral certainty was ensured through the "legislative frenzy" of roles and 

responsibilities of individual duty and obligation. The ethicist provided the modern 
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institution with the ethical tools and codes that ensured that "good" and moral decisions 

were made. The problem is that these codes and this type of ethical work do not refer to 

the ordinary actor, nor does this ethical work fully acknowledge the contextual and 

ambivalent nature of moral decision making today. 

When we take into consideration the overall condition of ethical guidance in our 

health care system, we can see a number of "gaps" in "ethical work". Even though, as 

Beck argues, individual decision making is an important site where our "collective 

morality" is being shaped, Summerville points out that, "Whether patients and their 

representatives should have access to an ethics committee has been a contentious issue" 

(2000:172). A peculiar disconnect, this condition also seems to exist between ethicist 

and doctor. Summerville says that it has only been "in recent years that discussions of 

difficult ethical cases have become commonplace at medical conferences" (2000:44). 

Another "gap" is reflected in the enforcement of ethical codes. While enforcement is not 

necessarily the work of ethicists, the fact that "a voluntary moratorium by Canadian 

fertility clinics on certain uses of reproductive technologies - - such as not to use them for 

sex selection - - is reportedly not being honored" (Summerville, 2000:51), is a serious 

worry. Summerville alludes to another worrying disconnect. As she discusses the ethics 

of abortion, she comments that we "have lost the capacity to convey the message, 

especially to young women - -that all abortions require ethical justification" (2000:32). 

These "gaps" also appear in cases like that of the Del Rios 4 embryos— a case where a 

This is the case where it was legally decided what to do with frozen embryos that a doctor had been 
holding for parents who were killed in an airplane accident. How the courts classified the embryos - -as 
either property or persons—would have broader moral and ethical implications (Summerville, 2000: 45-
46). 
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significant moral question was decided, and not by ethicists, but by judges. These "gaps" 

raise considerable concern, as Summerville warns in the opening remarks of her book: 

Scientific progress alone would be a hollow victory without the moral and ethical 
progress that must accompany it and ensure the humanization and humanity of 
our development and use of science (2000: xiii). 

Ethicists displace lived experience from written texts and this is a significant 

problem. This problem implicates not only the applicability of the profession of ethics, 

but leads us to ask how aware ethicists are of the dilemmas individuals face when they 

use genetic technologies. The condition that individuals find themselves in reflexive 

modernity highlights these important questions about to whom ethicists speak, write and 

relate. What is also worrisome is that in a world that is intensely contextual, ethics texts 

appear as politically neutral narratives that reflect a standardized and categorical way of 

seeing the world and our responsibilities to one another. As Fox argues, ethicists 

"collapse medical, moral, social and religious issues into an undifferentiated amalgam 

called ethics" (1991: 209). As Smith argues about social sciences and "ruling relations" 

more generally: "In general, social scientific knowledge represents the world from a 

standpoint within the ruling relations, not from the standpoint of those who are ruled" 

(1999:16). Recognizing these concerns, the next section turns to the discussion of 

principlism, a theoretical perspective many bioethicists use to understand the ethics of 

new science and new technologies, and the way this perspective embodies the 

characteristics of the expert voice. 
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The Approach of Principlism 

The discipline of ethics is not homogenous; there are a number of theoretical 

approaches within the field. These theories include rule utilitarianism, liberty-limiting 

principles, virtue ethics, feminist ethics of care, situational ethics and casuistry or case-

based reasoning. Each approach, as Fox and De Vries observe more specifically about 

principle-based ethics, "socially constructs" how we see social relationships and our 

morality (1998:271). Amongst these theories, one has gained mainstream prominence 

within ethics and bioethics, namely, principle- based ethics or principlism. The intent of 

this next section is to explore the way a principle-based approach socially constructs the 

moral issues posed by genetic technologies. I specifically discuss the way principles lead 

to certain interpretations of benefit and risk and the way principlism formulates a referent 

of moral selfhood. I begin by briefly reviewing the philosophical roots of principle-based 

ethics. 

The approach of principlism was first described in 1989 by Tom L. Beauchamp 

and James F. Childress in Principles of Biomedical Ethics. The prominence of this 

approach is widely accepted, and until today, is the main approach used to understand 

ethics within the profession of bioethics. As Evans says: 

The dominant view in the study of professions is that they are not defined by the 
existence of an association and not by having a specialized degree. Rather, they 
are defined by having a distinct system of knowledge that they use to solve the 
problems in their jurisdiction. This system is taught by the elite to the average 
members of the profession—and the dominant system in bioethics is principlism 
(2000: 36). 

Evans' claim is supported by a quotation taken out of an introductory textbook called 

Biomedical Ethics (Mappes and DeGrazia, 2001). The introduction reads: 
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One prominent approach to problems in biomedical ethics has been articulated by 
Tom L. Beauchamp and James F. Childress in Principles of Biomedical Ethics, 
originally published in 1979. The basic idea is that problems can be appropriately 
identified, analyzed and resolved by reference to a set of four principles, each of 
which corresponds to a prima facie (i.e. conditional obligation). The four 
principles, tailored specifically to be relevant to the field of biomedical ethics, are 
as follows: the principles of respect for autonomy, the principle of 
nonmaleficence, the principle of beneficence, and the principle of justice (Mappes 
and DeGrazia, 2001:27). 

As a moral theory, principle-based ethics describes what Beauchamp calls our 

"moral commitments" (2000:347). These commitments capture the ideals of autonomy, 

justice, beneficence and nonmaleficence. These principles stem from the assumption that 

action is willful, and to willfully act morally, action must be based on a single principle 

of obligation. The only principle that can fill the requirement of necessary action is the 

universality of our action. It is this requirement of universality that justifies the 

development of standard, general principles that are used to guide how we understand 

and resolve ethical dilemmas. 

The requirement of universality is developed from Kant's categorical imperative 

where we "act only on that maxim by which you can at the same time will that it should 

become a universal law" (Hughes, 1995:95). Thus, principle-based ethics and the tenets 

of duty, obligation and autonomy not only capture what we define to be our "moral 

commitments", but they represent a way of "doing ethics". 

One of the most important concepts in the theory of principlism is autonomy. The 

privilege of autonomy in principle-based ethics is widely discussed and as noted earlier, 

is not apart from the broader emphasis in modernity on progressive liberalism. In fact, 

as Wolpe observes, "indisputably, patient autonomy has become the central and most 

powerful principle in ethical decision making in American medicine" (1998:43). When 
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one considers the historical and political context that pre-dates the time when principlism 

emerged, this focus on autonomy is not surprising. As Jennings notes, "Joining with 

other parallel forces in the early 1970's, bioethics participates in the social construction 

of the autonomous person" (1998:260). 

The idea of "autonomy" is rooted in Kantian deontology.5 As Perlman recognizes, 

respect for patient autonomy: 

flows from the recognition that all people have unconditional worth, each having 
the capacity to determine his or her own destiny. To violate a person's autonomy 
is to treat that person merely as a means, to treat that person in accordance with 
one's goals and without regard to that person's goals (1993:35). 

Because my autonomy is only upheld by my respect for the decisions of others to make 

self-directing choices, autonomy necessarily involves the corollary principles of duty and 

obligation. Thus, the ethical dilemmas posed by genetic technologies are often described 

as being conflicts between the right to exercise one's autonomy versus the duties and 

obligations that might be infringed upon, or violated, in making that choice. 

To illustrate, dilemmas about gene therapy are often described along the lines of 

autonomy and duty. Advocates/or genetic therapy often argue that denying the use of 

genetic therapy technologies will "restrict what we allow parents to do to their prenatal 

property" (Hughes, 1995:95). Those against gene therapy propose, among other 

arguments, that " human beings have a moral right to receive from their parents a genetic 

patrimony that has not been subjected to artificial tampering" (Hughes, 1995:100). Other 

"for and against" arguments often center on conflicts between autonomy and duty, with 

5 "Deontology" comes from the Greek word meaning "duty". Deontological ethical theories are ethical 
theories where the Tightness and wrongness of human action is not exclusively a function of the goodness 
or badness of the consequences of action. In Kant's description of deontology, the end does not justify the 
means. Respect for individuals and their rights is key and action is adjudicated based on one's reason for 
doing that action (Tong, 1997; Mappes, 2000). 
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beneficence and nonmalificence describing the risks and benefits that are associated with 

each position. 

What is interesting is the way ethicists define duty. Because rights are universal, 

necessarily, so are our duties. Benhabib traces the historical context in which duty and 

obligation are formulated. She describes them as having developed from the standpoint 

of "distancing from one's position" (1992:43). Notions of duty thus stand apart from any 

particular situation, circumstance or social relation. Duties are rather general, moral 

positions that refer to descriptions of "ideal" relationships. Thus, the duties parents have 

to their children are seen as the duties all parents share. They are seen as objective and 

universal duties. This stance is integral to the way principlism approaches moral 

reasoning: the same principles are brought to bear on each case because they are claimed 

to be universal. Specific moral judgements are then deduced based on the circumstances 

of the situation. The merit of this type of moral reasoning, as Beauchamp and Childress 

(1989) explain, is that it provides a set of allegedly politically, socially and legally neutral 

principles to apply in difficult and varied situations. 

One way that the language of duty is used to describe and resolve moral problems 

can be illustrated by the way we discuss the relationships and duties of parents to their 

children with respect to genetic testing. One of the duties that is formulated in 

principlism, especially with respect to genetic technologies, is the "duty to know". Cohen 

(1998) discusses the ethics of testing children for adult onset, genetic conditions and 

illustrates why parents have the duty to seek this information. She argues that there is a 

flaw in the position that parents should not test children because "it ignores the right and 

obligation of parents" and that predictive testing is ethically justifiable on the basis that 
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"it can enhance the decision making capacity of the children as they grow into adulthood" 

(Cohen, 1998:111). Further questions about the ethics of testing children are based on 

the way the principle of beneficence (or the principle of "first, do no harm") is violated 

by this stance. Interestingly, those against predictive tests also suggest that testing 

"would violate their [the child's] adult autonomy" (Cohen, 1998:111). The main point is 

that a dialogue of this nature illustrates the way uniform rules about "duty" and 

"autonomy" guide the way we understand the ethical issues raised by genetic testing. 

Another crucial tenet of principlism is reason. The formulation of duty and 

autonomy are presumed to be based on reason. In Foundations of the Metaphysics of  

Morals. Immanual Kant argues that moral decisions are willful, and the function of the 

human wil l is to select a course of action from several possible courses. This notion is 

also supported in the work of Beauchamp & Childress (1989:68). Where morality 

involves a sense of what is necessary for us to do, only rational considerations can 

produce necessity. Relying on our ability to stand objectively outside of ourselves and get 

a "God's eye view" of circumstances, the principle-based perspective claims that we can 

provide rational coherence to social action by applying normative standards of what it 

means to live morally. 

This position also has a foundation in John Rawls' theory. He claims that moral 

judgment can only be made through the "original position" of disembodiment or 

objective reason (Beauchamp & Childress, 1989:71). Moral principles thus exist outside 

context and social relations so that they are not tainted by emotions, politics, or 

circumstance. Accordingly, the principle-based approach to ethics presupposes that a 
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completely impartial, rational and prudent person can be the representative of all 

members of a community - - hence the "ethics expert" (Koehn, 1998). 

An illustration of the way reason and objectivity guide the way we conceive of 

our relationships can be seen in the professional practice of genetic counselling. The 

role of these experts is to discuss the "risk information" and benefits of genetic 

technologies with patients in a "non-directive manner" that "respects the profoundly 

personal nature of reproductive decision making" (Biesicker, 1998:147). The assumption 

that the genetic counsellor can provide information in a "non directive manner" is 

grounded in the broader principle that genetic counselling "embraces the autonomous 

nature of decision making and adheres to the principles of benevolence and non-

malificience that govern most health care providers and therapists in their relationships 

with patients" (Biesicker, 1998:146). The idea that the genetic counsellor can be a "value 

neutral" mediator of knowledge (Biesicker, 1998:147) illustrates the way the standpoint 

of objectivity is presumed to be the most appropriate way to approach the moral problems 

and risks genetic technologies pose. 

Another example of the way the standpoint of universality and objectivity shapes 

the approach of principlism is the UNESCO treaty on the human genome. This broad 

memorandum of "universal" understanding about the human genome and what it 

represents, provides coherence to the problem of new genetics by defining moral agency -

- or autonomy - - of the moral actor and his/her duties and obligations. In the 1994 

treaty, the preamble states that "peace must be founded upon the intellectual and moral 

solidarity of mankind" and the "recognition of the inherent dignity and of the equal and 

inalienable rights of all members of the human family" (Lenoir, 1997: 42). Principles 
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work to construct what it means to be a "member" of the "human family" and do so 

based on the "common heritage of humanity." This illustrates the way principles define, 

in universal terms, what it means to act morally (Lenoir, 1997:42). 

The lure of a principle-based approach 

Many proponents of principlism suggest that principle-based reasoning is 

necessary in order to provide coherence to difficult and complex problems. Principles are 

needed, they argue, to provide a starting point from which we can consider situations and 

judgments. O'Neill is one such proponent, who suggests that principles are "an essential 

component of ethical reasoning and deliberation" (2001:15). She adds that: 

Those who deny that general principles are important for moral deliberation have 
mostly misunderstood how principles work. Principles do not give us algorithms 
for living. They identify broad requirements we must live up to, but they do not 
actually tell us what to do. We are left instead to craft responses that honor our 
general commitments using the materials of the case at hand (2001:15). 

O'Neill suggests that principles help us decide what to do, and that those who argue 

against principle-based reasoning have ill-founded concerns that principles do this at the 

cost of "demanding a leaden and ethically dubious uniformity of response across 

differing cases" (2001:16). O'Neill argues that principles require "practical judgment " 

and interpretation (2001: 17). As Beauchamp (and Childress) argue, principlism requires 

"specification" - - or, the application of principles to the case at hand. O'Neill comments 

that principles "constrain but do not regiment action; they are more likely to recommend 

types of action, policy, and attitude than to offer detailed instructions for living" 

(2001:18). 
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O'Neill (2001) also claims that principles do not exclude other ways of 

understanding issues. She argues that principles function adequately, precisely because 

they are not specified to one particular agent; they are indeterminate in any situation and 

apply to the "world at large" (2001:17). Thus, in considering any particular situation, 

principles may provide the starting point, but practical judgment grounds their application 

and allows for other considerations to drive, i f needed, the way decisions are made. 

O'Neill makes some important points. She articulates what Beauchamp (2000) 

argues: that there is a need to externally assign priorities — or our "moral commitments", 

in order to guide our thinking about an issue. She also makes the case that all other moral 

theories, in some way, start with "principles". And, O'Neill stresses that principles 

require judgments that allow bioethicists to appreciate the dynamics and complexities of 

any given situation. 

The critiques of principle-based ethics 

The principles of ethics provide a methodological standpoint for defining and 

solving the problems genetic technologies pose; they order issues into a set of ethically 

relevant facts. The way principles a priori provide a way of simplifying the complex 

issues posed by genetics is one criticism of the way it functions as an approach. The 

criticism is that this way of doing ethics does not allow for a full understanding of the 

ethical issues posed by genetics - - and this is precisely because the principle, not the 

actor or the lived situation, is the basis for asking questions. Also, because principlism is 

deductive, it starts by discarding information. As Evans claims about genetic engineering 

more generally, 

Principlism had created a language that could be used to discard enough 
information to bring order to this difficult problem (2000:34). 
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The problem is that the systematic set of standards that principles provide together 

form a "commensurable decision making metric" (Evans, 2000:34). As Tong (1997) 

explains, such a standardized approach is misguided because it assumes that this type of 

deliberation is the most appropriate way to consider our morality. And, as Evans notes, 

this type of deliberation is rooted in culture: 

Bioethicists' attraction to principlism is rooted in a Western view of how matters 
that affect the public ought to be deliberated and decided: their resolution ought to 
be so structured and constrained that it can be understood and verified even by 
those at a remove from the circumstances of the problem. That view of 
deliberation, itself fostered by the Western view of government, has encouraged 
principlism to spread from its source in human subjects research into other areas 
of bioethics discourse (Evans, 2000:31). 

Principles are widely accepted because many feel that they provide a means to "verify" 

moral action (Evans, 2000). Principles provide "calculability" and "predictability", a 

rational theory for applying rules that function to interpret problems within a "common 

metric" - - a metric that appears objective even though it is fully embedded in a cultural, 

social and historical time (Evans, 2000: 32). As Beauchamp himself proposes, principles 

"provide frameworks of general guidelines that condense morality to its central elements 

and that give people from diverse fields an easily grasped set of moral standards" 

(Beauchamp, 2000). But, Bauman (1997) and Beck (1992) argue that no one standard 

framework exists in reflexive modernity. 

Evans (2000) criticizes principles along the same lines as Jonsen (2001) and Tong 

(1998), arguing that principlism has become a "self-replicating institution", of ethics and 

bioethics (2000: 36). By "self-replicating" he means that principles are: "established 

procedures [which] have taken on a life of their own, independent of the social conditions 
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of their founding" (2000: 36). Similar to what Smith (1999) suggests about "ruling 

relations", Evans claims that principles have been replicated in textbooks, in meetings, in 

the legal court system and in most settings of applied ethics -- to the point that they 

appear as the only "truth" or only way of doing ethics. As a "self-replicating" system of 

beliefs, whatever information the "common metric" of principles excludes, becomes 

legitimately excluded or discounted; other ways of understanding issues are marginalized. 

Here, Jonsen uses the helpful analogy of a painting to describe a moral case. As he puts 

it, ".. .the circumstances of the case [are] the foreground", the "relevant maxims and 

principles are in the mid-ground," and the "ethical theory and cultural ethos are in the 

background" (2000:35). Our moral debates (analogized as the different paintings) always 

have the same mid-ground (principles) even though it may not be congruent with 

foreground or background of the painting- - both of which are in constant flux in 

reflexive modernity. Evans relates this problem back to the way the profession is 

organized: 

Principlism is rigidly applied not because newcomers to bioethics are lazy, but 
rather because they are smart. They know what a legitimate decision is, what the 
standards for publishing are, and they know that to continue as a bioethicist they 
cannot invent their own ethical system (unless they are lucky enough to be elites 
working on "foundational" bioethics) (2000:37). 

The problem, therefore, is not that principles leave "too little discretion", or even lead to 

uniform decision making across cases, (criticisms O'Neill (2001:18) identifies as main 

points of contention about principlism, and which she also feels are ill-founded), but that 

principles leave little room for ethical imagination. 
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Feminist critiques of principlism 

Feminists have critiqued the way experts frame women, our lives, the way we 

understand the world around us. By looking at the world from the point of view of those 

who are discussed, the early works of Carol Gilligan (In a Different Voice. 1982) and 

Belenky et al. (Women's Ways of Knowing. 1986) represent some of the first work 

which sought to understand the way women make moral decisions. While these authors 

did not specifically critique principle-based ethics, their extensive studies examine 

women's development of self, voice, and morality. Importantly, their work raises two 

important questions. First, the work of Gilligan (1982) suggests that moral reasoning is a 

gendered process. She suggests that women develop a moral self that is different from 

men. This claim is important because it raises the question of to whom the principle-

based approach refers? Belenky et al. (1986) also raise this question, and like Gilligan 

(1982), they highlight the ways that women understand the world around them and the 

basis upon which women make moral decisions. The broader question for my study is 

whether the relational ways women make moral choices are adequately reflected in 

principle-based ethics? The questions that Gilligan and Belenky et al. raise frame the 

following discussion about autonomy, duty, reason and the principle-based approach 

understanding of the way moral decisions are made. 

a) The concept of the autonomous moral self 

Feminist scholars critique the single, normative conception of the moral self and 

moral agency that underlies principle-based ethics. This formulation of the moral self is 

closely related to the way autonomy has become a "default" principle in moral reasoning. 

Wolpe writes: 
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for better or for worse (and in opposition to Beauchamp and Childress's model), 
autonomy has emerged as the most powerful principle in American bioethics, the 
basis of much theory and most regulation, and has become the default principle of 
applied principlism, the principle to be appealed to when principles conflict 
(1998:43). 

The assumption of the principle of autonomy is that moral decisions come from an 

individual moral self that is seen as willful, rational and objective. A related assumption 

is that will is detached from the body. These assumptions are reflected in discussions in 

which the rights of mothers are seen to be in conflict with the rights of the fetus, a 

discussion which implies a "competition" between two willful, autonomous agents. 

Often, choice is presented as a matter of fulfilling a duty to others versus fulfilling a duty 

to one's own body. In these discussions, the principle of duty and obligation reflect 

"ideal" or "standardized" ways of seeing people's relationships to one another, and 

behind these relationships, a single, standardized version of the moral actor as rational 

and autonomous. This autonomous moral actor becomes the norm that defines the 

moral and immoral self and functions to regulate "deviant" moral decisions in the same 

way as the SNAF (Standard North American Family) works to regulate "deviant" 

families, as Smith (1993) has argued. In the same way that SNAF defines a normative, 

intact family and in contrast, a deviant non- intact family, the referent of principlism 

defines normative and deviant methods of moral decisionmaking. The problem as Smith 

(1999) and Belenky et al. (1986) argue, is that the norm or standard emerges out of the 

"malestream" standpoint of objectivity and detachment. 

Gilligan (1982) takes up a similar debate, proposing that mainstream ethics 

formulate a male referent of moral selfhood. Koehn (1998) also argues that principle-

based ethics constructs moral problems from the prerogative of the male subject. Some 
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feminists refer to Simone de Beauvoir's assertion that male ethics situate women as the 

Other, or second sex, in moral discourse (de Beauvoir, 1989). Bauman (1997) adds that in 

any concept of moral selfhood that is universalized, the voice of the Other is inevitably 

masked. Rothman (1999) argues the point in a slightly different way, asserting that the 

way women are described more generally within science and medicine encourages the 

view that women think of their bodies as an instrument and in terms of its function. This 

displaces the problems women encounter when it comes to treatment decisions and the 

way these decisions may reflect the choice to care for, rather than to "fix" one's body. 

Moreover, this "utilitarian" approach to the body displaces the way women might make 

choices based on the situation, rather than on the "objective" facts of what treatment 

might accomplish. Lippman (1993) summarizes this general point by asserting that 

principle-based ethics, with its emphasis on autonomy, fails to consider the context in 

which women experience technologies, and specifically, the context in which women 

make choices within the relations they are embedded. 

The principle of autonomy is problematic in that it defines how to become a full 

moral agent and in doing so, it implies that to make a moral decision one must be 

disembodied from particular contexts and also from others. Koehn argues that by giving 

ontological primacy to individuals as "self- contained agents" (1998:5), and by 

formulating a self that is individual, autonomous and rational, the relational development 

of the self is devalued. She argues that insofar as principlism implies that moral selves 

stand apart from social relations to make moral decisions, it recommends that individuals 

should be "unencumbered" in moral decisionmaking. As Benhabib (1992) argues (again 

like Smith (1999)), this necessitates a "view from nowhere" approach to ethical 
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dilemmas. She adds that the deontological ethical theory of principlism assumes a 

conception of the self as an ideal and abstracted self. She argues that this is a misguided 

view of moral agency because "individuation does not precede association; rather it is the 

kinds of associations which we inhabit that define the kinds of individuals we will 

become" (Benhabib,1992:71). Feminists stress that first, and foremost, we are 

interdependent; "human beings are thoroughly embedded in a host of involuntary, as well 

as voluntary, supportive social relations through which we define ourselves" (Koehn, 

1998:5). 

The feminist discussion of prenatal genetic testing illustrates the objection to the 

abstract referent of ethical selfhood presupposed by a principle-based approach. The 

dilemma surrounding this technology is often described as the "right of the woman to 

choose" weighted against the "right of the fetus to continued life" (Mappes and 

DeGrazia, 2001:519). Perlman argues that this account of autonomy, as it is depicted in 

prenatal genetic testing discussions, is one that "buys into the same kind of patriarchy 

that oppresses women and seeks to control their role in reproduction" (1993: 37). 

Sherwin further agues that: 

even i f women seem to have the agency to make value judgments for their 
fetuses, most are never completely free either from economic, sexual and mental 
control of their male partners or from the larger social pressures reinforcing the 
stereotype of the dutiful wife and mother as the only role for women (1992: 207). 

Kaplan (1994) also provides an insightful discussion of the relationality of woman's 

choices in her work on prenatal screening and diagnosis. She points out that these 

technologies have implications for the way we categorize and value persons with 

disabilities and that often times, those who have children with a disability view the value 

of these technologies differently. Gilligan (1982) adds that the dominant tradition of 
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moral development inferred in principlism defines detachment and separation as the 

hallmark of mature selfhood and this often "create[s] severe psychological problems for 

women, who define themselves in relational terms" (1982: 68). The stories that Gilligan 

(1982) discusses provide further evidence that women are making moral choices in a 

contextual, rather than an abstract way. The decision making metric the women suggest is 

not disembodied and detached, and this implies that there is a gap between the abstract 

referent of autonomous moral selfhood construed in principle -based ethics and the way 

choices are lived and experienced by women. 

b) The concept of reason 

The way "reason" is formulated as central to moral decision making is also 

critiqued by feminist bioethicists. Jaggar and Young (2000) outline the historical 

entrenchment of the competing notions of reason and emotion in modern ethics, arguing 

that emotion is deemed a separate and inferior function of moral decisionmaking. 

Hoffmaster (1991) also points out that different cultural perspectives have different 

notions of what constitutes reason. However, in principle-based ethics, reason is narrowly 

defined to exclude the importance of emotion, care and trust in what constitutes a 

reasonable decision. As Beck (1992) adds, often times our adjudication of what is 

reasonable relies primarily on the "culture of scientism". Little supports this in her 

assertion that from the standpoint of principle-based ethics, emotion has been construed 

as something "that infects, renders impure, and constantly threatens to disrupt moral 

efforts" (1996:12). Thus, the duties and obligations that are undertaken out of emotional 

concern do not qualify as important moral work (Little, 1996). 
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c) The concept of justice 

Benhabib's (1992) critique focuses on the way principlism approaches issues of 

justice. Benhabib suggests that "the search for a single, overarching principle of 

distributive justice, applicable across spheres, appears plausible to contemporary liberals 

only because of the philosophical framework which they choose for stating the issue" 

(1992:78). Wolpe writes that taking this stance - - a stance that is grounded in the notion 

of universality and the categorical maxim - - "turns out to be a betrayal of liberalism 

because it leads to domination rather than liberalism" (1998:262). The concern is that "in 

looking for a kind of certainty that is not possible... the search for this certainty will lead 

to serious error" (Heckman, 1995: 117). This error, as Benhabib observes, is that 

"modern societies are not communities integrated around a single conception of the 

human good or even a shared understanding of the value of belonging to community 

itself. Issues of distributive justice arise precisely because there is no such shared 

understanding" (1992:79). 

As a theory that relies on "standardized" moral commitments, a principle-based 

approach is felt by some to be antithetical to the very idea of an "ethical dilemma". By 

assuming that moral choices can be "verified" because the facts brought to bear on the 

question are the same, principlism deals with ethical dilemmas as conflicts that can be 

reasoned away. This implies that there is no dilemma, but rather only "conflictual 

situations" that can be resolved if we appropriately apply the principles of ethics. This is 

a very fundamental criticism which says that justice is not served when moral dilemmas 

are reduced to "conflicts". It is in this respect, that the approach of principlism is said not 
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only to lead to domination, but also to require that difference be erased. The broader 

point is that the universal objectivity of modern ethics devalues the differences of our 

particular histories, identities, and cultural, social and political circumstances. It is within 

these circumstances that we construct our sense of moral goodness, duties and 

obligations. Thus, universalism in principlism is problematic because it treats 

difference as a "temporary phenomenon or undesirable deviation from the baseline that 

should be rectified" (Koehn, 1998:56). 

Another way that the charge of exclusion articulates itself is in the codes of ethics 

that make broad claims about "human rights". Mori and Neri discuss this issue in their 

analysis of the "European Convention on Human Rights and Biomedicine" (2001:323).6 

These authors criticize the Convention because it claims to protect "human rights" and 

they argue that this categorical distinction is not only "historically misleading", but also 

"conceptually inadequate" (2001:327). As they comment about the Convention's 

description of "human rights", 

.. .it is supposed that human rights are simply discovered by looking at human 
situations, that they pre- exist (and are independent of) any positive rights. In 
other words, human rights would simply be a new version oí natural rights: they 
are universal not because asserted (or declared) and accepted by a human 
Assembly representative of all peoples (i.e., with universal representation), but 
because they simply recognize some basic features of an alleged "human nature" 
common to all people, which hold independently of any human expressed 
recognition (2001:327). 

6 This example refers to a "European" one, and while there are notable differences between "western" and 
"European" cultures as Mori and Neri comment, the convention claims to be a "European" perspective: "In 
a world that is increasingly becoming a "small village," this way of framing the debate appears to be 
infected by a sort of parochialism. By implication, from this we can conclude that the "American 
interpretation" of human rights is a distortion of such "rights" [the rights stated in the convention], because 
any contractual model is inadequate" (2001:326) 
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Mori and Neri (2001) make a crucial point. The Convention appeals to a sense of 

"rights" that seemingly stands outside of the group of experts who developed the text of 

the Convention. They argue that such claims are inadequate for dealing with the issues 

that gene therapy pose. The assumption behind universal human rights is that such rights 

are "natural" rights; Mori and Neri quote the Convention as stating that "any intervention 

seeking to modify the human genome may only be undertaken for preventive, diagnostic 

or therapeutic purposes and only i f its aim is not to introduce any modification in the 

genome of any descendent" (2001: 327). Such an assertion is based on the assumption 

that one's genome is a proxy for one's human rights and dignity. The inadequacy of such 

an interpretation is that it fails to recognize the way genetic experimentation undercuts 

that very equation between one's genetic endowment and one's human dignity. 

Mori and Neri argue that the discourse of human rights actually works against the 

well-being of some individuals with genetically transmittable diseases. Using the 

example of in utero genetic therapy, they explain that some gene therapies make it 

possible for conditions such as thalassemia or cystic fibrosis to be eliminated through in 

utero genetic manipulation. Yet, this kind of intervention is seen to infringe on the rights 

of the descendents. Mori and Neri (2001) feel that this raises an important challenge 

with respect to the stance taken in the Convention: 

In what sense, i f any, could an intervention seeking to rid some individuals and 
probably their descendents from fatal diseases be interpreted as a "misuse of 
biology and medicine" that "may lead to acts endangering human dignity" 
(preamble to the Convention)? Why should this "side effect" be considered an 
"adverse effect?" ( Mori and Neri, 2001: 328). 

The questions they pose point to a very different problem. In order for a group of people 

to declare a set of human rights, that are also "universal" human rights, these rights must 
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be accorded the status of natural rights. But what is "natural" is undercut by genetics. 

Considering the ethics of gene therapy based on some conception of "universal rights" is 

not only misguided, but it seems inadequate for allowing us to deal with, and to confront, 

the range of issues and questions that are raised by what we are now able to do. 

d) The definition of risk 

A principle-based approach leads us to ask questions about what genetic 

technologies do. Often the aspects that are discussed are assessed based on risk. But the 

way that a principle-based approach leads us to understand the risks and benefits of 

genetic technologies is a value-laden exercise. Summerville reminds us of this in her 

writing: 

But could human therapeutic cloning be considered unethical under a situational 
ethics approach? To respond requires identifying the harms of this cloning and 
balancing them against the benefits. (We should keep in mind that we will not 
necessarily agree on what counts as benefits and harms, and how to weigh them 
when they conflict, because these decisions are value judgments (2000:70)). 

One example of the "value judgments" ethicists make is described by a discussion 

of preimplantation diagnosis. The following excerpt is from a chapter titled, "Genetics 

and Reproductive Risk: Can Having Children be Immoral?" in the book Biomedical  

Ethics. 

Purdy argues that it can be morally wrong to reproduce in circumstances of 
genetic risk, most clearly in cases where there is a high risk of serious genetic 
disease. In developing her overall argument, she is committed to the view that we 
have a duty to try and provide a minimally satisfying life for our children. Much 
of Purdy's analysis focuses on Huntington's disease, and she emphasizes how the 
emergence of reliable genetic testing has opened up new possibilities for those at 
risk of passing on the disease (Mappes and DeGrazia, 2001: 520). 

Here, duty is constructed around the need to eliminate the potential of passing on a faulty 

gene. The relevant risks are formulated around the treatment capabilities of genetic 
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testing. The worth of the technology is assessed on the way it offers diagnostic and 

treatment options, and again, risk is assessed in terms of how the technology affects our 

ability to eradicate disease. M y argument is not that this is an unimportant risk, but rather 

that other risks associated with the way genetic technologies will be applied, such as the 

risks women face i f this becomes a part of routine practice, are secondary questions in 

Purdy's formulation of the problem. By heavily relying on a medical understanding of 

risk, the experiential component of genetic technologies is displaced. 

Leon Kass (2001) discusses the problem that arises when principles are developed 

solely based on a genetic assessment of "risk". He discusses the implications of prenatal 

diagnosis for people considered to be "defective", and the implications of genetic 

abortions of "patients at risk" of inheriting a genetically linked disability. Kass (2001) 

argues that while one's genetic endowment is only part of how a person is defined, when 

we use language that categorically defines people based on a genetically linked disease, 

we run the risk of developing dangerous guiding principles. He explains that "the very 

language used to discuss genetic disease leads us to [this] easy but wrong conclusion that 

the afflicted fetus or person is rather than has the disease" (2001:519). As we "slide from 

the language of possession to the language of identity, from 'He has hemophilia' to 'He is 

a hemophiliac,'" Kass argues that "this way of speaking supports the belief that it is 

defective persons (or potential persons) that are being eliminated, rather than diseases" 

(2001: 519). Kass adds that while a person is only "partly defined by his genotype" the 

language we use implies that defectives should not be born (2001:519). Kass concludes 

that it is 
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... only because of the high regard for medicine and science, and for the accuracy 
of genetic diagnosis, that genotypic defectives7 are likely to be the first to go. But 
once the principle, 'defectives should not be born' is established, grounds other 
than cytological and biochemical may be sought (2001:519). 

Kass' discussion is important because he illustrates the danger of developing guiding 

principles based on categorical definitions of who people are based on their genetic 

endowments and by considering the "risk" of the disease. He argues that the implications 

of genetic abortions which rely on a medical and genetic understanding of 

"defectiveness" would be ethically dangerous. 

Summary 

Because of the way the profession of ethics is organized and operates, it "self-

replicates" a way of "doing ethics". Historically, we have trusted the profession to 

respond to the issues posed by medicine and science. However, i f we examine the 

forums within which ethicists carry on their discussions and apply their work, some 

noticeable problems appear. It is questionable whether ethicists are recognizing and 

addressing the issues patients face when they use genetic technologies. Moreover, the 

reliance on scientific understandings to formulate the problems posed by genetics may be 

preventing us from raising the questions that need to be asked about how genetics are 

being applied in medical practice and the consequences this has on the way we treat the 

i l l . In the way ethicists approach moral dilemmas, their discussions refer not to the 

patient, but often to the disease and the risks genes pose. If we are to be thoughtful about 

the "victories of science", (Summerville, 2000) then we need to consider not only how 

effective ethicists are in capturing the issues people face when genetics are applied, but 

71 note that while Kass is making an important argument, he too seems to slip into using language that 
categorizes people based on their genetic endowment. That said, I interpret Kass' point to be that 
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whether the discussions of ethicists are accessible to the people that need to hear them. 

To be clear, it is not that ethicists are not doing critical work, but in fact the contrary; 

their work is so important today that we need to have more broadened discussions of 

ethics that both refer to, and which engage, doctors, patients and the public. 

It is problematic that principlism is rooted in a sense of moral certainty and a way 

of acting that transcends time, culture, context and circumstance. As Daniel Callahan 

says, principlism is an attempt to find a "moral big bang theory" (Callahan in Evans, 

2000:37). The "decision making metric" of principlism reduces complex issues to single 

rules that are meant to describe our most sacred "moral commitments". The problem is 

that this "verifiable" and "outsider-view" fails to recognize that all views are "insider" 

views and that a "God's eye" perspective is impossible. Moreover, an "outsider" 

approach to morality arguably fails in reflexive modernity, a time that is highly 

ambivalent, a time when decisions are risky and all knowledge is contingent. The dream 

that any "universal" ethical theory can meaningfully accommodate both the diversity of 

our communities and the complexity of our dilemmas is questionable. 

Principlism may not be referring to the way ordinary social actors experience 

technologies today and the way they make decisions about their use. Evans ultimately 

says, "many feel that the use of principles does not capture the moral life quite properly" 

(2000:37). Elliott also states that "perhaps the most frustrating problem in describing a 

moral problem is the gulf between moral description and moral experience" (1999: 144). 

This frustration needs to be the focus of continued discussion. In a time where people's 

illnesses seem to present challenges that more than ever are seen as "their own business", 

"genotypic defectives" is exactly the type of categorical statement one would make i f we were to develop 
the principle that "defectives should not be born." 
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Sherwin argues that "the provisional goal here must be to acknowledge always the 

textuality of morality, and to encourage the self-determining individual to root herself in 

the moral community rather to abstract herself from it" (1992:78). 

Thus the research problems that concern me are: How do bioethicists and other 

medical professionals understand the moral issues connected to the use of genetic 

technologies? The second concern is: How do ordinary social actors describe their 

experiences with genetic technologies, on what basis do they make their decisions and 

what difficulties do they encounter in making them? In the next chapter I discuss the 

methodology I use in this research. 
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Chapter 3: Methodology 

This chapter describes the methodology of this thesis. I describe the Internet 

discussions I use as the basis of my analysis, provide a discussion of my qualitative 

approach, the assumptions I make, my role in the research, and the ethical considerations 

my research raises. In discussing my data, I overview the way discussions are structured, 

also including a description of the participants. I address the issues raised when the 

Internet is used as a research tool, concluding with a discussion of the way I analyze my 

data and the questions and issues I discuss in Chapter 4. 

The Internet discussions I use for my analysis come from the Internet site: 

Q 

www.nhk.or.jp/forum/life. This 1998 Internet site, listed as a Japanese Broadcasting 

corporation, hosted an Internet forum about the use of genetic technologies. This forum is 

organized in two parts. The first part discusses four questions 9 and people who visited 

the site had an opportunity to post their opinions about any of the questions or the other 

opinions posted. The questions discussed during this first part are: 
Discussion A: Is the manipulation of life permissible if one wishes? 
Discussion B: How should we define illness and to what extent should we 

treat diseases? 
Discussion C: Are we allowed to handle the human body as a commodity? 
Discussion D: From what point of time in life should one be considered a 

living person? 

The second part of the discussion is an Internet broadcast. This broadcast is moderated 

and people had an opportunity to email their comments to the moderator while experts, 

This Internet site has since taken the discussions off its site, but I have a set of all of the discussions, the 
case studies and all other information from the website that is pertinent to the opinions I examine. 
9 While I realize that the questions are not neutral and that this may have an affect on the way the issues are 
discussed, I feel that the questions were broad enough and structured in such a way that they didn't 
constrain the discussion in a crucial way. 
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mothers, couples and others were being interviewed on-line. These discussions focused 

on four different questions: 

Discussion A: Are human genes resources? 
Discussion B: What is genetic diagnosis for? 
Discussion C: To what extent should gene therapy be performed? 
Discussion D: Does everything about life depend on genes? 

Both sections and the discussions that ensued were available in the public domain (they 

are not any longer); the site did not require participants to log in or to provide a password 

in order to post an opinion. I accessed these discussions in 1999, after the forum had 

closed, but while the discussions were still posted on the site. I printed all of the posted 

opinions and the transcribed discussions from the broadcasts. 

M y aim in examining these discussions is to look at the way social actors describe 

their experiences with genetic technologies. Primarily, people discussed their experiences 

with prenatal genetic screening, preimplantation genetic diagnosis and predictive genetic 

testing. Some of the opinions also pertained to cloning and stem and germ line genetic 

manipulation and some referred to the maintenance of a genetic databank, such as the one 

proposed in Iceland. Other discussions referred to the notion of a national genetic 

screening program and policies about the use of genetic technologies. 

I look at these discussions in order to compare what ordinary social actors say 

about the use of genetic technologies with the way experts discuss the issues. To explain 

the distinction between "expert" and "ordinary" actors, the narratives that are written by 

"experts", refer to those written by ethicists, doctors, physicians and scientists. The 

narratives written by those who have experienced the use of genetic technologies are 

what I call "ordinary" narratives written by "ordinary social actors". In order to make 
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this distinction, I look to see i f the person is discussing the technology from experience or 

if the participant identifies him/herself as an "expert" and proceeds to speak from that 

standpoint. I also discuss how these two groups employ different "narrative voices". 

The narratives in which experts theorize about issues I call "expert narratives" and the 

authorship of these narratives is what I call the "expert voice". The narratives in which 

"ordinary social actors" discuss the issues are what I call "ordinary narratives" and the 

type of authorship that is reflected in these narratives is what I call the "ordinary voice". 

Neither label is meant to be pejorative; these distinctions are made for the purpose of 

organization and clarity. This distinction, and the methodological approach I use to make 

it, is discussed later in the chapter. 

In examining the narratives, I look at how these stories construct the risks, 

benefits and ethics associated with genetic technologies. I look at the way scientific 

understandings frame the ethical issues discussed and I explore whether ordinary social 

actors employ these understandings. If they don't, I explore what issues they describe as 

relevant to the way they make their choices and how they define the risks associated with 

genetic technologies. I also look at the way social actors make moral decisions and 

compare these ways with what is inferred in principle-based ethics about moral 

reasoning. I discuss the referent of moral decision making that is constructed in 

principle-based ethics and how it compares to the way ordinary social actors reason about 

the morality of genetic technologies. Another central concern is what these stories say 

about the dilemmas and concerns that are raised when genetic technologies are applied. 

M y intention is to compare these with the issues ethicists describe as relevant concerns. 
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The next section of the chapter describes the methodological approach I use to examine 

these questions, and the assumptions I make about the narratives. 

Methodological Approach 

I approach this project qualitatively and in a manner that is consistent with the 

theoretical debate that is central to my thesis. The methodological approach I employ is 

standpoint theory, an approach that Smith (1999) argues for, and which I assert is a way 

of responding to the modern condition of risk society and reflexive modernity. Smith 

describes theory as representing "objectified knowledge". She defines the problem with 

such knowledge in the following quote where she describes an encounter she had at a 

women's research center. She says: 

Working with the women's research centre posed such issues in a different way. 
We saw them at first, I think, as problems arising from the fact that we wrote and 
talked in a specialized language, mystifying the ordinary events of people's lives 
and the power relations organizing them. But they were not, I came to see, 
merely problems of the unhappy and often clumsy abstractions of social scientific 
discourse. The problems would not be solved by finding ways of making social 
scientific discourse ordinarily understandable. There was something else. The 
whole method of thinking, how social science addresses the world, creates a very 
peculiar relationship between women and our experience. Rather than beginning 
in our own actual situations and with our own good knowledge of the 
practicalities and organization of our everyday and everynight worlds, the social 
sciences' method of writing its texts create a standpoint from which the reader 
reflects on her life as i f she stood outside of it; taking up the relevancies and focus 
built into the conceptual structures of the discourse. She becomes an object to 
herself (1999:30). 

Smith argues that theory writes from a standpoint which calls us to abstract ourselves 

from social relations in order to achieve an understanding of those relations and 

circumstances. I agree that this is a problem and I take the perspective that not only does 

social science theory suffer from this problem, but so does principle-based ethical theory. 
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This project thus problematizes how we construct knowledge about our morality and how 

we develop meaningful knowledge about the ethics of genetic technologies. By 

"meaningful knowledge" Smith refers to the women's movement and argues that "social 

scientific terms would not do the kind of job to which we were committed, which was to 

expand women's knowledge of what was going on from where they were in real, as 

contrasted with textual, life" (1999:30). The parallel for ethics, is the commitment to 

understand and address the ethics of genetic technologies by expanding our knowledge of 

the ethical and moral questions that these technologies pose, as they are felt in the "real" 

world of ordinary social actors, rather than textual world ofprinciple-based theory. 

Standpoint theory, as Smith (1999) states, redefines the goal of research and in 

doing so, redefines how researchers go about social inquiry. The goal of standpoint 

sociology is to design an understanding of the world that is grounded in the subjects of 

the researcher's inquiry, that is, to understand the way the subjects of our analysis define 

and experience the world. In taking this approach, Smith argues that we need to start our 

social inquiries from the "insider's knowledge": 

When I put forward the notion of insider's sociology (Smith, 1987), I meant that 
however we conceptualize the social, we can in fact only find it from within the 
practices/activities of our own everyday/everynight living. Taking the standpoint 
of women in exploring the social has meant for me, among other things, opening 
up the inquiry from that insider's position (Smith, 1999:225). 

In "opening up the inquiry from that insider's position", standpoint as a methodology, 

and as a way of doing theory, examines the ways that people's experiences are influenced 

and shaped by social, economic, cultural and historical circumstances. 

Designing a sociology for a knower situated in the everyday/everynight world of 
her actual lived experience means proceeding differently than in the standard 
practice of sociology. It means, among other things, turning the established 
enterprise on its head: rather than explaining how and why people act (or behave) 
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as they do, we would seek from particular experience situated in the matrix of the 
everyday/everynight world to explore and display the relations, powers and forces 
that organize and shape it (Smith, 1999:46). 

As I note in Chapter 2,1 think this approach to sociology is appropriate i f one is to 

take into consideration Beck's understanding of risk society, reflexive modernity, and the 

nature of individuation today. The understandings of Beck and Smith together formulate 

an argument that centralizes the "gap" that exists between the way moral life is written 

into ethics texts and the way moral life is lived. As Smith more generally argues, to 

begin with "insiders'" knowledge, is to develop a social theory that will help us to better 

understand the relations that shape the experiences of people, in this case, with genetic 

technologies. Moreover, as Smith (1999) also argues, this type of theory will better help 

social theorists to comment on the ways relations affect people's experiences in ways that 

the "insider" cannot always see. This means exploring the way medical and scientific 

discourses, and the structures that surround expert knowledge, shape the way we 

understand the ethical issues concerning these technologies. Specifically, I confront the 

way ethicists "establish canons of relevancy and validity, reproduce judgments and 

values and incorporate experience" (Smith, 1999:36) into their texts. I explore how these 

"canons" are seen to be "expert" opinions that claim to be a true representation of the 

moral dilemmas genetic technologies pose. Further, I look at the way these claims 

formulate a particular method for moral decision making and a specific referent of moral 

agency and compare these with the ways ordinary social actors construct the parameters 

of decisionmaking. 

Smith's perspective thus opens an exploration of the way ethicists construct the 

ethical dilemmas genetic technologies pose for patients. For this project, this defines the 
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methodological route as first, looking to the text of ethicists and then, at the stories of 

ordinary social actors: 

Locating the knowing subject of a sociology in this site locates a subject outside 
the textually mediated discourse of sociology: it locates her in her own life, in her 
self as a unitary being, as a body active, imagining, thinking, as a subject situated 
in her local and particular actualities (Smith, 1999:45). 

My Role in the Research 

In doing this project, one of the many considerations is how I develop the 

parameters - - the start and end - - of this inquiry. I choose the terms and preconditions of 

my inquiry and provide a context for interpreting the stories I found on the Internet. As a 

feminist, my position is not, nor do I intend it to be, objective. As Clandinin and Connelly 

(1994) write: 

As researchers, we are always engaged in living, telling, reliving, and retelling our 
own stories. ... As researchers and participants come together, we are already 
engaged in these narrative processes. ... As researchers, we also tell another kind 
of story; that is, we try to tell or represent the story of the research project 
(1994:419). 

I started my thesis interested in women's issues and technology. After reading 

some literature, I narrowed my scope to women's accounts of their experiences with 

genetic technologies. Always interested in the discursive constructions made in science 

about women's bodies, and how women negotiate these assumptions when they use 

medical technologies, I found Kathy Davis' (1995) work on how women use cosmetic 

surgery provocative. After reading that work, I found the question of how genetic 

technologies are interpreted by women to be an interesting one. When I looked at genetic 

technologies and how they are understood in terms of medical practice, it was clear that 

their use is mediated by the discourse of professional ethics and bioethics as well as the 
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discourses of science and medicine. I found ethics texts, like scientific texts, to be 

discursive constructions of women's experiences with genetic technologies. 

I then explored the literature on the feminist critique of principle- based ethics and 

more generally, feminist perspectives about technologies and medicine. After 

considering the literature, it seemed clear that not much work had been done in the area 

of genetic technologies and the way these technologies pose new risks and uncertainties 

for women, as they are understood from their perspective. Many theorists discuss these 

risks, but as I note in the discussion in Chapter 1, very little qualitative data explores risk 

from the perspective of the patient. I thus decided to juxtapose women's accounts of 

genetic technologies with the account of ethicists and bioethicists. The most accessible 

source for these accounts was the Internet. 

Ethics Approval 

In accordance with University policy, I obtained ethics approval for this project. 

As I state below, I did not participate in these Internet discussions, so the ethical concerns 

that are raised when researchers encounter subjects were moot. When I applied for 

ethics approval, it was stated that any information that is posted on the Internet is 

considered in the public domain. Nevertheless, I make every attempt to conceal the 

identity of the participants in the discussions. In any instance where names appear in the 

texts, I simply delete them. Finally, the original data, where names do appear in the texts, 

have only been disclosed to my supervisor and I made this point when I applied for ethics 

approval. M y ethics proposal and approval is appended for information. 

Use of the Internet as a Research Tool 

Using the Internet as a research tool raises certain methodological concerns. These 
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concerns include the questions: How does the act of writing one's story change with the 

use of the Internet? Does the act of storytelling compromise the integrity of "the 

narrative", based on the medium through which it is conveyed? Slevin (2000), for 

example, asks i f the way one tells a story over the Internet is somehow disembodied and 

detached. He asks whether the way the Internet mediates interaction between social 

actors represents a "virtual" rather than "real" form of community and whether the way 

self is constructed in narratives over the Internet is fragmented and somehow "false" 

(Slevin, 2000). Harcourt (1999) also asks the question of whether the Internet 

transforms the way identity is constructed. Because of the nature of Internet 

communication, some argue that the orientation of the narrative changes because the 

production and reception of social symbols also change. Harcourt (1999) raises the 

question of whether Internet communication lacks context or tradition, which some argue 

is crucial i f we are to define the Internet as facilitating a sense of community. 

The argument I make is that indeed, the narratives I transcribe from the Internet 

are disembodied, detached and fragmented from localized context and tradition. 

However, this detachment does not suppose that the narrative itself is fragmented or that 

the experiences these narratives represent are somehow fragmented by the medium. I 

assert that the narrative is instead only fragmented because it cannot be understood in the 

traditional ways we have typically defined social organization and social relationships. 

In this respect, the methodological concerns raised by the use of the Internet, illustrate a 

unique point that is relevant to the central question of this thesis. The Internet, like 

genetic technologies, undercuts how we relate to one another by creating a new medium 

through which people can develop their narratives, express their sense of self, and 
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develop a meaningful social community. This is precisely the point Beck makes about 

reflexive modernity. As Slevin also says, modern societies are marked by: 

the intensification of globalization, the detraditionalizing of society and the 
expansion and intensification of social reflexivity. Together, these developments 
have resulted in the acceleration of manufactured uncertainty in our late modern 
world. It was not by accident that the Internet originated under such conditions 
(2000:5). 

The way people engage the Internet to get information, to negotiate choices and to 

discuss who they are, reflects the types of transformations Beck ascribes to reflexive 

modernity. Where these issues were once discussed primarily in "traditional" social 

settings i.e. in doctor's offices, with family and with counsellors, some people now 

discuss theses issues over the Internet. The suggestion is that in reflexive modernity, the 

types of community in which we find ourselves embedded, changes. This new 

community changes how patients develop their own biographies —a change that Beck 

also refers to in his description of "individuation" in reflexive modernity. 

One important aspect of the Internet is that it creates new knowledge which 

reflects the condition associated with "high modernity". To explain, ordinary social 

actors use the Internet in an attempt to seek out other expert opinions, to understand fully 

the risks associated with treatments, and to get through the sheer amount and complexity 

of information available. They do so to become more actively involved in interpreting 

the knowledge that pertains to their bodies and their illnesses. They access Internet 

"experts" and discuss amongst themselves their illnesses and their treatments, and they 

research information which provides them with a way of understanding their health and 

the decisions they face. As Slevin suggests, it is no accident that the Internet originated 

and fulfills this function in our modern condition. As Beck (1992) claims, the sheer 
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number of perspectives about the risks of treatments, about the side effects of treatment 

and about what treatments are even available, has led to a heightened anxiety and doubt 

about whether our own doctors can fully inform us. These risks and uncertainties about 

knowledge and about the risks involved in making choices, are such that patients are 

"learning" how to be patients and learning what they need to know through the Internet. 

As a result, the Internet facilitates the creation of new knowledge that in various ways, 

combines the perspectives of science, of peoples' experiences and "alternative" 

perspectives about health, disease, illness and treatment. This knowledge opens the 

possibilities of social action, which undercut traditional ways we have made medical 

decisions. 

Bauman suggests that "togetherness comes in many kinds" (1997:44). The 

Internet can be understood as one such form of "togetherness". As Slevin says, "the 

Internet introduces a new dialectic of empowerment and powerlessness into social 

relations" (2000:5). While some argue that the Internet has the tendency to "dislocate" 

and "erode community and empty day -to- day life by allowing individuals and 

organizations to enter into virtual time-space" (Slevin, 2000: 50) the Internet also creates 

new "dialogical spaces" for people to interact. These spaces have allowed ordinary social 

actors to narrate their experiences and perspectives and to engage in a broader 

community of perspectives, experiences and knowledge. As Giddens (Beck et al.,1994) 

suggests, fragments also unite, and mediated experiences on the Internet heighten the 

degree to which individuals can become integrated into new social forms. 

In this respect, one of the interesting unintended consequences of the Internet is 

the way it facilitates a "cybercommunity" of women (Youngs, 1999). Among other 

72 



things, this cybercommunity is a new form of "togetherness" (Bauman, 1997) that 

reflects a way of being previously not possible. The Internet allows traditional boundaries 

that constrained who we built relationships with, and how we built them. One of the 

boundaries that is transcended, for example, is the public/private divide (Youngs, 1999). 

This divide has long been a focus of feminist debate especially with respect to the way it 

facilitates and shapes differential power relations between men and women. The Internet 

transcends this divide by allowing women to "publicize" their experiences and share 

"their possibilities for imagining alternatives" (Youngs, 1999: 59). The Internet also 

clearly transcends geographic boundaries, allowing, as I noticed in this forum discussion, 

women from Japan, North America, Greece and England to share in the common 

experience of what it was like to undergo prenatal genetic diagnosis. Further, as these 

narratives were shared, audiences of other women who choose to listen, (and had the 

access) may also use these narratives to negotiate their moral choices. This type of 

reflection is facilitated because the Internet allows time and space boundaries to be 

transcended. Harcourt summarizes the possibilities of the Internet for the women who 

have access to it, by saying it allows them "to share their lives more easily", "open up 

new political spaces", to find and share "valuable strategic knowledge," to find a 

community, express a voice, and embed themselves in a broader communities of 

experience (1999: 221). M y research attempts to take advantage of the way the Internet 

allows people to share their experiences with infertility, with illness and with genetic 

technologies. 
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Structure and Source of the Data 

I mentioned earlier that my data are taken from the Internet site: 

www.nhk.or.ip/forum/life/edis-lhtm. Two stages of this discussion in 1998 confront the 

topics of how genetic technologies pose ways of manipulating life, and problematize our 

definitions of life, death, illness and treatment. The first stage of the discussion focuses 

on the two sets of four questions previously noted. People presumably went to the site, 

had access to the questions and case studies, and then had an opportunity to post their 

opinions about the discussion questions. The opinions people posted about these 

discussion questions are the source of my findings. The second stage of the discussion 

was an online program broadcast on a satellite channel on December 26 and 27 t h, 1998. 

This program began with case studies that were provided on the Internet. The broadcast 

was live and people were either interviewed via satellite camera or participated through 

an Internet chat connection. This broadcast had ended when I found the site and I looked 

at the transcripts from it. A narrator who read peoples' opinions and facilitated the 

responses of others moderated the second stage of the discussion. This second stage 

occurred in three different sessions, each one discussing a different aspect of genetic 

technologies. 

A l l of the discussions were publicly available through the N H K Internet site. The 

information was posted in English and Japanese. I noted that some of the opinions had 

been translated from Japanese to English and vice versa. I am not sure how this 

translation occurred, but aside from that translation, the scripts of the broadcast and the 

opinions of people were unedited and verbatim. The broadcast and the discussion 

questions were international and people from around the world expressed their opinions. 
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As mentioned, the second stage of the discussions was moderated. The moderator did 

provide his own editorial to the discussion throughout the broadcast. The identity and 

background of the moderator is unknown. However, his name was given so I presumed 

he was a male. As mentioned, after the broadcast, the scripts were transcribed and posted 

on the web site. Below I explain in more detail the first and then second stage of the 

discussion. 

The first stage of the discussion had two parts and was not moderated. Each part 

was structured in the same way, with the only difference that the second sets of questions 

were introduced by case studies. Participants responded to the discussion questions 

posting a specific question or title to their opinion along with their name and occupation. 

In some instances, the opinions were posted with the names of two people, but this was 

quite rare. A number also identified each opinion. These are the numbers that I have 

used in my findings to identify each script. As mentioned, the opinions were left 

unedited and each opinion was available to the others who participated. Participants 

sometimes responded to the opinions of others, to a particular aspect of the case studies, 

or simply to express their own opinion or experience. In some cases, participants in the 

discussion provided more than one opinion on the same question. Through the range of 

occupations, the places identified with these occupations, and other information in the 

opinions, I realized that the people participating were from around the world. 

In the first part of this stage of the discussion, participants posted their opinions 

on the four discussion questions identified on page 61. The people who participated in 

these discussions had the opportunity to read the posted opinions of others. These 

discussions started in May 1998 and were closed at the end of November 1998. 

75 



For the discussion of question "A: Is the Manipulation of Life Permissible if one 

wishes? " there were 8 posted opinions. The occupations of the people1 0 who responded 

included a lawyer, a criminal law scholar, and a housewife. Some people did not declare 

an occupation. For the discussion of question "B: How should we define illness and to 

what extent should we treat diseases? " there were 4 posted opinions. The occupations of 

these people ranged from a physician, a dentistry student to a university professor of 

science. For the discussion of question "C: Are we allowed to handle the human body as 

a commodity? " there were 3 posted opinions. These people identified themselves as a 

company employee, a catholic priest and teacher, and a mother. For the discussion of 

question "D: From what point in life should we be considered a living person? " there 

were two posted opinions. One was from a lawyer and one was from a physician. 

While I downloaded all the opinions about these discussions, only the opinions of 

'Discussion A ' were directly related to my research interest. The discussion of the 

commodification of the body, for example, while illustrating issues around the 

medicalization of the body, did not directly pertain to genetic technologies. Moreover, 

this discussion did not have many descriptions by ordinary social actors about their 

experiences with genetic technologies. The same comments apply to the discussion 

about what point in time an embryo should be considered a person. However, one 

opinion in this section that was instructive was the description by a physician about the 

technical process of preimplantation genetic diagnosis. While many important issues 

were problematized by people in the discussion of how we should define and treat illness, 

much of this discussion focused on organ transplants. As mentioned, discussion A , (on 

1 0 It is important to note that in some cases I could discern the gender of the person by the way they referred 
to themselves or assume a gender based on the name given. However, in many cases, such was not 
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whether the manipulation of life was permissible) was very interesting and insightful. 

The discussion ranged from how the issue of genetic testing problematizes the issue of 

abortion, to euthanasia, the merits of embryo research, and the implications of cloning 

technology. As with the next discussion excerpts, the occupational location of people 

provided an interesting background to how they described, discussed and came to a moral 

decision about the use of genetic technologies. 

The second part of the first stage of the forum discussion also had four questions. 

These were introduced with case studies. The format for responding was the same as 

above. As I noted earlier, the four questions were: 

Discussion A: Are human genes resources? 
Discussion B: What is genetic diagnosis for? 
Discussion C: To what extent should gene therapy be performed? 
Discussion D: Does everything about life depend on genes? 

Each of these questions was introduced by case studies and used to stimulate discussions, 

although there was obviously no way to tell i f each participant had read each case study 

fully before posting an opinion. Each study was presented as factual; there was no 

apparent author. Each one started with a description of a particular genetic technology 

that related to the discussion topic, and ended with a series of open-ended questions. 

Again, these questions were intended to form the basis of the discussion, but people did 

not necessarily directly refer to them in their opinions. 

These case studies introduced each issue and people responded in various ways. 

Some responded to something directly introduced in one of the case studies or to 

something someone else posted. Many responded by posting their own thoughts, feelings, 

possible, so I am unsure if the speaker was a male or a female. 
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and opinions about the ethical use of the technologies. Others described their experience 

with the various genetic technologies. Others posted their opinions about the 

implications of that technology for the way we live. The respondents' occupations 

included: students, medical doctors in various specializations, psychiatrists, presidents of 

research groups and representatives from corporations who market genetic technologies 

and do genetic research, teachers, writers, civil servants, lawyers, priests from various 

denominations, members of advocacy groups such as Alzheimer's foundations and 

disability rights groups, genetic counsellors, ethicists; of course, many were also mothers, 

fathers, men, women, and couples who in various ways encountered the use of genetic 

technologies. Of course, some people did not identify themselves by occupation. 

For the discussion "A: Are human genes resources? " there were three case studies 

and 25 responses. The first case study was titled, "Sequencing of All Human Genes 

Nears Completion ". The second case study was titled, "Patents on Human Genes ". The 

third case study was titled, "Genes make New Drugs ". This discussion largely focused 

around genetic research, the issues around the Iceland database of genetic information, 

and the meaning of genetic manipulation with respect to evolution and selection. 

Discussion "5: What is Genetic Diagnosis for? " was also introduced by three case 

studies. There were 67 opinions posted to this discussion. The first case study for this 

question was titled, "Knowingyour Medical Future". The second case study was titled, 

"Unable to Access Insurance ". The third case study was titled "Genetic Testing with a 

Fertilized Ova ". The technologies discussed included pre-implantation genetic 

diagnosis, prenatal genetic diagnosis, and predictive genetic testing. This was a very 

informative discussion. Experts in various areas discussed the benefits of genetic testing, 
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treatment options and the technical aspects of genetic technologies. Meanwhile, others 

discussed their experiences with these technologies and how they decided about their use. 

Discussion "C: To what extent should gene therapy be performed? " was introduced with 

three case studies and there were 20 opinions posted. The three case studies were titled, 

"How Effective is Gene Therapy? ", "Manipulating Reproductive Cells " and "Culturing 

Human Embryonic Stem Cells. " This discussion focussed around gene therapy 

techniques, genetic therapy research, and the use of genetic testing technologies such as 

those used in conjunction with infertility treatments. In the same way as the previous 

discussion, the responses to this question were very useful. Discussion " D : Does 

everything about life depend on genes? " was introduced by three case studies and there 

were 42 posted opinions. The first case study was titled, "Are Genes Responsible for 

Preferences in Personalities?" The second case study was titled, "Is your Clone your 

Double? " The third case study was titled, "Do you want a Perfect Baby? " This 

discussion largely focussed on the nature/nurture debate. People discussed the ethics of 

modifying genes according to behavioral characteristics. Much of this debate focussed 

on the ethics of genetic research and problematized issues around where genetic 

technologies were taking us. 

The second stage of the discussion was a series of broadcasts. As mentioned, 

these were moderated discussions and I have the transcribed scripts from those 

discussions. The following are the titles of the discussion questions: 

Discussion A: Manipulating the start of life. 
Discussion B: Who are infertility treatments for? 
Discussion C: How do we define illness and to what extent do we treat it? 
Discussion D: Our births and deaths manipulated 
Discussion E: Can death be self determined? 
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Discussion F: Infertility treatments. 

These discussion scripts were very instructive. People explored the specific issues raised 

by the use of a particular genetic technology. Here too, the participants included experts 

as well as ordinary people who had experienced various genetic treatments, as well as 

others who were merely interested in the debate. As I mentioned above, this discussion 

was moderated. In the next chapter, I analyze the responses of all these actors. I also 

consider the contributions of the moderator to the debate. Oftentimes, the moderator 

mediated the standpoint of peoples' experiences with the standpoint of the expert and 

his/her role in doing this illustrated the nature of the power/authority relationship between 

expert voices and ordinary voices. 

Analysis of the Internet discussions 

M y analysis of the way people experience the use of genetic technologies is 

accomplished by looking at the way ordinary social actors wrote about their experiences. 

Because my specific interest is in what these stories tell us about the problems associated 

with genetic technologies, I explored selected elements of the Internet discussions. These 

elements include: the way that each author represents their experiences in a particular 

voice, the way certain aspects of experience and not others are described as relevant to 

ordinary actors' moral experiences with genetic technologies; and the way that moral 

possibilities are framed and influenced by social and cultural parameters. I did this by 

reading all of the transcribed discussion excerpts, and all of the opinions posted, and 

selecting the ones that specifically referred to an experience with a particular genetic 

technology. While many of the other discussions and opinions were interesting, as I note 

above, the main excerpts the reader wil l find in the next chapter are descriptions of 
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people's actual experiences. I in no way changed these stories and at all possible times, I 

provide the reader with the entire excerpt. In my findings, however, I point the reader to 

specific sections of an excerpt with italics. 

In comparing the way that ordinary social actors and ethicists describe the ethical 

issues posed by genetic technologies, the categorical distinction I make between these 

two groups is grounded by the understandings I perceive inform them. I call the narrative 

voice that reflects an orientation towards scientific understandings of the ethics of genetic 

technologies, "expert narratives" . These reflect "expert voices". I call them "expert 

voices" because these narratives are written as fact - - they are written as narratives that 

seem to portray an "outsider" position, rather than the "insider" opinion of the particular 

author. The narrative voice that is grounded in the standpoint of experience, and often 

inductively reasons moral issues from that experience, is what I call the "ordinary 

narrative" and these reflect what I have called the "ordinary voice." This latter voice is 

described by narratives and opinions, which the author makes clear, are not objective, but 

rather subjective decisions and interpretations. Again, my interest is in the systematic 

differences that emerge as relevant when these two types of narratives are compared. 

One of the main aspects of this process was the way the participants in the forum 

discuss the issues. I look at how the expert narratives construct and present categorical 

distinctions, about the definition of disease, illness, risk, and the obligations and duties of 

men and women. I look at how these issues are presented. In comparison, I explore how 

ordinary social actors construct their choices and the way they consider their moral 

agency. Here I compare the way ordinary actors develop a field of moral action and a 

method of moral decisionmaking, and compare this with the parameters within which 
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expert narratives define the possibilities of moral action. These comparisons are the basis 

of the analysis that is provided in the next chapter. 
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Chapter 4: Findings 

In this chapter I explore Internet discussions from the website: 

www.Nlik.forurn/life and the narratives of ordinary social actors about the use of genetic 

technologies. The purpose of this analysis is to compare the moral reasoning of ordinary 

social actors with the moral decision making process implied in principle-based ethics. 

In this chapter I also discuss the problems associated with genetic technologies as they 

are described by the people who use them. 

M y analysis is divided into two parts. The first part addresses the theme of 

reflexive modernity, which deals with individual decisionmaking. I explore the way a 

principle-based approach defines moral decision making and compare this with the ways 

ordinary social actors make decisions. In the second part of the chapter I look more 

closely at the types of concerns, uncertainties, and risks that are associated with the use of 

genetic technologies. This part explores those uncertainties and risks from the perspective 

of ordinary social actors. I look at the ways new technologies undercut traditional 

understandings of how to live and how to define disease and risk. I explore how ordinary 

social actors are making decisions about their health and illness and how they define 

disease and risk when confronted with the choice to use genetic technologies. I compare 

these understandings with those assumed in a principle-based discussion about disease 

and risk. The main question throughout is whether expert narratives, which are informed 

by a principle-based understanding of ethics, are capturing the issues and challenges 

ordinary social actors face when they use genetic technologies. 

Principle-Based Accounts of Moral Decision Making 
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The authors I reviewed in Chapter 2 suggest that principle-based ethics does not 

capture moral life adequately. In what follows, I examine the ways experts and ordinary 

social actors discuss autonomy, the role of context in decision making and the way choice 

is constructed. 

Autonomy 

The first excerpt is by a pediatrician and genetic counsellor. In the discussion "A: 

What is genetic diagnosis for? " this counsellor writes about the ethical issues associated 

with preimplantation diagnosis. This excerpt is important because it provides the 

understanding of an ethicist. 

Well, this technique can pose a certain number of ethical problems. For example, 
let us assume that after fertilization of ova, we obtain 6-8 embryos. Amongst 
these 6- 8 embryos, we would have 1 or 2 embryos that perhaps should have the 
disease in question, and the remaining 5- 6 embryos that do not have the disease. 
And, out of those 5 or 6 embryos, 1 or 2 embryos will be implanted into the 
woman in question. That is to say, the remaining 4 or 5 embryos wil l be 
cryopreserved. However, they are living beings! ! How could we make the choice 
among those 5 or 6 embryos? 

The central principle of the above discussion is justice. The counsellor discusses 

the rights of the embryo and the worthiness of protecting all embryos equally. "The 

woman in question" is suspended as an inactive participant who does not affect the way 

the problem is formulated. This woman and any concerns that surround her involvement 

in the procedure are peripheral to the central issue of how to adjudicate the worth of the 

embryos. 

This medical standpoint treats what the technology does to embryos as the central 

issue. Based on a medical understanding of what genetic technologies accomplish, it is 

the "disease" that affects the worth of the embryos and which defines how we consider 

"justice". It is not that this is an unimportant consideration, but rather, that it shapes how 
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we understand the problem with preimplantation genetic diagnosis. It is the "technique" 

that poses the ethical dilemma, not necessarily how it is applied and how it will affect the 

"woman in question". Moreover, the "woman in question" has to stand outside of 

herself in order to understand the problem from this perspective. 

The following excerpt illustrates a similar point. It is also from the discussion 

"A: What is genetic diagnosis for? " A "scientific employee" describes the ethical issues 

surrounding prenatal diagnosis and also employs a principle-based understanding. He 

writes the following: (No. 925): 

In the case of PND, a woman is undergoing a diagnosis. If afterwards she will decide 
to have an artificial abortion, there is a conflict between the worthiness of the 
protection of the embryo/fetus on one hand and the rights of the woman on the other 
hand. If she considers that she is not up to the burden caused by the fetus and the 
likely disability, she is claiming her right to self determination in an existing and 
highly difficult conflict situation. It goes without saying that even in this case, there 
is the risk that she might be influenced by tendencies in our society to reject 
disabilities, but anyway it is a real conflict situation in which the right of the woman 
to decide over her body will prevail. 1 

The above description raises several important points. First, the ethical "conflict" is 

one that refers to rights and justice in relation to the technology and what it does to the 

body ("the worthiness of protection of the embryo/fetus on the one hand and the rights of 

the woman on the other hand"). This principle-based approach creates a categorical 

distinction between the "wi l l " and the "body". Like the earlier example, choice is seen as 

one between the "right of the woman to decide over her body". Dichotomizing the 

problem in such a way makes it appear as i f the body is in conflict with itself. This 

construction implies that women are exercising their will over their body or lessening the 

worth of part of their body by making the choice to use the genetic technology. Also, 

1 1 Any italics is emphasis that I have added. 
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instead of the problem being about the way the technology is applied, the problem is 

about the technology itself. This subtle difference is important. With the technology as 

the focus, it seems that new genetic technologies create problems about women's bodies, 

whereas i f the focus were on the way we apply the technologies, we would be more 

inclined to see the way they create problems for women and their experiences with 

reproduction. By focusing on what genetic technologies do - - specifically to peoples' 

bodies - - the emphasis of the discussion is on their diagnostic and treatment capabilities. 

This perspective naturally displaces the way people experience these processes and 

marginalizes the issues that arise should this new technology be routinely applied. 

Another interesting point about this example is that the employee refers to the 

"influence by tendencies in our society to reject disabilities. " The overtone of this quote 

seems to displace societal influences as posing a legitimate problem for people, thus 

influencing the way some may make choices about genetic technologies. Moreover, the 

author of the above describes this context as a "risk" to the "real moral conflict" at hand. 

The "risk" of being "influenced" by society and the "burdens" women may face if they 

"choose" to conceive a child with a disability seems to cloud the "real conflict situation" 

-- a conflict that revolves around the question of autonomy and whether women have the 

right to decide. The way the author marginalizes "the burden" and societal tendencies 

from the "real moral conflict" of the right to self determination, begs the question of the 

way one's self- determination may be limited or constrained by societal "burdens" to 

make certain choices. It is this separation between the "real moral conflict" and the way 

the conflict is felt in real life that reflects the way a principle-based understanding of the 

issue provides a metric through which ethically relevant facts are established -- facts 
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which do not take into account the context of choice. The problem is that a principle-

based understanding of moral life seems to disregard cultural/political/ and economic 

circumstances, but these circumstances may impact on the moral problems we face and 

how individuals endeavor to resolve them. 

This next example is from a doctor and illustrates the way the discourse of 

autonomy and choice, as formulated from a medical understanding of genetic 

technologies, works to depolitize and individualize the systemic issues around the way 

women experience medical technologies. The following describes the way a doctor sees 

the importance of genetic testing: 

We are enabling people to make choices about their lives by reducing the chance 
of delivering an affected infant. Screening simply provides people with choices. 

The statement that "screening simply provides people with choices" implies that any 

problems that a woman might face in making a "choice", is hers to resolve. Here, the 

doctor marginalizes the difficulties and challenges that relate to making choices. As I 

discussed in Chapter 2, instead these difficulties are referred to as issues that require 

"pre" and "post" counselling. 

In contrast, consider the way a potential mother reflects on how she considers her 

moral choice. This excerpt is from the broadcast discussion, "4/B How do we define 

illness, and to what extent do we treat it? " and refers to the way one of the women 

interviewed describes the implications of undergoing preimplantation genetic diagnosis. 

She said: 

I am a woman who intends to become a mother. What would I do, i f during 
pregnancy I learned that my baby was aberrant? Once before, when my husband I 
were talking about this, he told me without hesitation, "You certainly do not have to 
have a disabled baby." This response from him put me off the idea of undergoing 
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prenatal diagnosis. That would be killing the baby inside my body, and by my will. 
That thought really scares me, and I wonder i f I have that right to do something like 
that. 

This short, yet powerful, statement challenges the way the moral conflict about prenatal 

diagnosis and genetic testing is problematized by a principle-based approach. In such a 

discussion the central concern is often about whether a woman has the right to select out 

a potential fertilized ovum and i f this right overrides the obligations she has towards her 

ovum. The basis for constructing the moral problem is justice and the moral agent that is 

constructed is one who considers his/her moral choice as an outcome of justice: her right 

versus the worth of her ovum. However, the woman's remarks reflect the way this 

principle-based version of justice is problematic. The description that this would be 

"killing the baby inside my body by my will" suggests that considering the problem from 

this standpoint (a standpoint that requires her to stand outside of herself) is nonsensical. 

For this woman, the referent is not justice in the above sense, but the way her 

actions reflect on what kind of person she defines herself to be. Further, justice is tied to 

how she sees herself as a mother in her community. Her comment that "I wonder i f I have 

the right to do something like that" reflects this point and her reaction is emotional ("that 

thought really scares me"). The central moral concern is not between her and her body, 

but rather one that is created for her by the availability of the technology and its medical 

application. Moreover, the problem the technology creates for her is directly tied to what 

undergoing the procedure will mean for her as a mother and how its use wil l change her 

sense of self. 

88 



The role of relationships 

The next selections look more closely at the role of relationships in decision making 

and how they affect how people see their choices. The first excerpt is from the 

discussion "4/B: How do we define illness and to what extent do we treat it? " and 

discusses preimplantation genetic diagnosis. The woman wrote: 

It just seems obvious to me how much hardship there would be for the two of us, and 
for the child, later on. When I think about that, I feel that it is really up to us, to make 
that difficult but right decision. As the child's parents, we would be the only ones in 
the position to make that kind of decision you know. 

For this couple, the decision making process is cooperative. The "agent" making the 

moral choice is a sense of "us" and the referent is the role of the "child's parents". 

Moreover, it is "only as the child's parents" that they are "in the position to make that 

kind of decision". The woman does not consider herself a "self-contained unit" that 

makes an autonomous, objective choice and doesn't see this standpoint as the basis from 

which she formulates the problem. This slight difference is important because it changes 

the nature of the problem. Whereas the problem in principle-based ethics about 

preimplantation genetic diagnosis is about the woman and her body, for this couple, the 

dilemma is about how their choice will affect them as parents. Rather than seeing this 

type of cooperative and relational decision making as central to the way people conceive 

of the problems and consequences associated with using technologies, the assumptions 

implicit to a principle-based approach tend to marginalize this standpoint and do not 

incorporate it as a central feature of decisionmaking. 

The next excerpt is from the discussion "C: To What Extent should gene therapy 

be performed?" (no.746) and illustrates a point similar to the above. This woman's 
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comments are directed at why she supports genetic diagnosis for fertilized ova. She 

writes: 

The reason why I support life manipulation very much is that my son had a brain 
disorder due to oxygen deficiency at the time of birth. I want to save my son from 
this disorder. But in order to do so, we humans need to acquire more knowledge 
of genes and others than we have now... .When my son was born I was told by the 
physician that my son might have a disorder due to oxygen deficiency, I thought 
that somehow I wanted to save my son from the disorder and, at the same time, I 
hoped myself to be the last person to be thrown into this despair. I did not want 
any prospective parent to experience this feeling. From these points, I give 
wholehearted support to the use of sperm banks under the condition that a 
diagnosis or screening is made of the fertilized ova. 

This woman writes from the standpoint of a mother. It is the experience of having a son 

with a brain disorder that influences her moral position that we should genetically 

diagnose and screen fertilized ova. The main point is that this position stems from 

experience. She writes, "I wanted to save my son from the disorder". Moreover, she 

wanted to save other parents from this "despair" and this intention is what shapes her 

moral position. This is important because a medical model of illness would focus on the 

diseases that could be prevented with genetic screening, and a principle-based approach 

would tend to take this into consideration with respect to the way the rights and duties of 

mothers are constructed. Here, however, the woman's central moral concern is the need 

to prevent "despair" for other parents. The nature of her narrative is much different from 

a narrative that is shaped by a principle-based discourse. This woman's referent is care, 

therefore, she sees different, ethically relevant concerns and asks different questions 

about the worth of the technology. 

The next series of discussion excerpts provide other illustrations of the way people 

consider their moral decisions in relations of community and interdependency. In the 
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discussion group "4/B How do we define illness and to what extent do we treat it? " a 

woman considers the use of prenatal genetic screening. She wrote early in the discussion 

that: 

i f there is a such a test or technology that is safe, and ensures 100 percent that 
there is no possibility of a disabled child being born I would want to use it. 

After she posted this, the narrator provided a context for her comments for the others in 

the discussion. He wrote: 

When....first emailed Global Forum in July ... she was in the second month of 
her pregnancy. Feeling unwell and unable to leave the house very much, she was 
trying to let someone know about the anxieties and bewilderment she was going 
through at her first pregnancy, through the Internet. 

What is notable about the above statement is the moderator's comment. He refers to the 

way the Internet is a community through which the woman could share her experiences 

and discuss her "anxieties" about the decisions she had to make about her pregnancy. 

As the discussion continued, various people responded to this woman providing 

their thoughts, perspectives and experiences. For example, one woman's response was 

concerned with the issue that i f healthy people undergo testing to find out i f a child has a 

potential disability, irreplaceable lives could be lost. Another responded that she 

underwent maternal serum marker testing and although the test revealed no 

abnormalities, her son was born with Down's Syndrome. The discussion proceeded with 

other respondents talking about their relationships with their children, many of whom had 

been born with a disability. While I discuss some of these excerpts more fully below, the 

point I want to focus on here is the way the decision of the woman I introduced above 

changed as the discussion continued. As the participants brought their perspectives and 
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experiences to the discussion, this woman, who had initially decided that she would use a 

test only i f it was 100 percent safe, in the end posted the following: 

I am now in the sixth month of pregnancy. M y belly is getting bigger every day. I 
never did undergo prenatal diagnosis (maternal serum marker testing). I never 
quite managed to ask my doctor about it. I think that maybe it was so difficult for 
me to decide whether or not to get tested because, through these discussions, I 
came to see this would be a form of "manipulating life". 

This speaker's moral decision is clearly influenced by others. It is by engaging with the 

experiences of others that ordinary social actors make moral choices. This embeddedness 

in social relations is what defines which moral possibilities are considered. In this 

example, the Internet provides this opportunity. The problem is that principle-based 

ethics marginalizes the role of community in decision making and instead, employs a 

model that replaces community with the "genetic counsellor". Again, it is not that 

genetic counsellors are not useful or do not fulfill an important niche, but rather that 

people are experiencing important dilemmas in their private lives and seeking and 

developing communities on the Internet in order deal with their anxiety. It seems 

important to take into consideration the role groups like this play in helping people work 

through the issues genetic technologies pose for them. 

This next excerpt is from the discussion "D: Does everything about life depend 

on genes " and is written by a pediatrician and genetic counsellor. In the voice of an 

ordinary actor rather than a professional, this counsellor describes his encounters with 

various couples who are considering the use of genetic tests. This excerpt is interesting 

because while it is written by an expert who is guided by the professional practice of 

"non-directiveness" his comment illustrates the point that decisions are made from 

engaged positions. He writes: (no.902) 
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Those couples nearly always have the same discourse, because when they visit 
our office and demand from us that they benefit from all those examinations for 
having a perfect baby, we of course, question them to know what they understand 
by a "perfect baby." ... Then, when we have let them speak enough, i.e. when 
they are relaxed, they know us well, and we know them well too, we often allow 
ourselves to smile. Then they ask us why. I say to them that what they have just 
described is effectively magnificent, but that it does not correspond at all to what 
they or we are. And that, however, as human beings and not withstanding all our 
faults, we are happy enough about living. ... I think that when we arrive at this, 
we have gained many things! ! 

To read this counsellor's description of the way he facilitates the decision making 

process is revealing. At no point does he describe the type of conversation that refers to 

an abstract discourse about rights, duties, obligations or justice. He also does not refer to 

the way the couple should "disengage" themselves in order to make a moral choice, and 

he is not disengaged from them either. It is not that a principle-based approach to ethics 

would assume that people would talk about morality in such an abstract way, but rather, 

that principlism suggests that we bring our shared moral commitments to the problems 

posed by genetics and that these moral commitments stand outside of the relationships 

we form. As Smith (1999) describes, this difference is more than just a problem of 

encountering complex language that is used to describe ordinary experiences; this 

difference instead refers to the way expert knowledge works to conceptually order an 

understanding of moral life. One example of the way this difference expresses itself 

relates to the way people are required to stand outside of themselves in order to 

understand the moral conflict before them. Ironically, the counsellor makes this very 

point. As he describes, assisting in the decision making process first requires people to 

establish a trusting relationship. It is only after the couple and he discuss their thoughts 

and perspectives about "who we are" that they come to these shared understandings. In 

making this comment, the counselor makes the point that moral decisions are grounded in 
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who people define themselves to be and that these come ultimately from the relationships 

we build and form between one another. The idea is that our moral commitments stem 

from shared stories and that these stories are fully embedded in culture and community. 

However, a principle-based approach tends to detach its concepts from this influence. 

Hence, the mainstream professional guideline of genetic counselling, which stems from a 

principle-based approach, defines the counsellor as "non directive" in the decision 

making process. 

The influence of context 

The next discussions show the role of cultural, economic, and emotional context 

in defining moral choices. Murray (1997) argues that what gives credence to ethics 

principles are the various images, stories and convictions about what we know is good. 

This complex "tapestry", as he calls it, is the basis for developing and applying the rules 

of ethical conduct and the basis for making categorical distinctions about duty and 

obligation. Fox suggests, however, that we have forgotten these stories and have 

"collapse[d] medical, moral, social and religious issues into an undifferentiated amalgam 

called ethics" (1991: 209). The following excerpts explore the context, stories and 

convictions of ordinary social actors and how they influence what moral choices are 

made. 

In the following excerpts, cultural setting contextualizes the way the speaker 

defines her sense of moral duty and the way she considers her choices. This example is 

from the discussion "4/B How do we define illness, and to what extent do we treat it? " 

This woman wrote: 

The Chinese government advocates and encourages us to "you sheng you yu" i.e. 
to give birth to an excellent child and to raise him or her into an excellent person. 
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I support this idea very much. If it is possible to know before birth whether or not 
a baby is normal, I would definitely undergo prenatal testing. 

In this statement, the woman discusses her moral duty to raise an "excellent" child. This 

moral duty stems from the cultural role defined for her as a woman and mother in 

Chinese society. In this example, cultural beliefs and cultural expectations around 

parenthood and motherhood inform the way duties and obligations are formulated. In 

supporting the idea that mothers should "give birth to an excellent child", it is inferred 

that the duty of the mother is to use what means are available to prevent her child from 

being born with a disability. It is implied in her narrative that not taking the test would 

prevent her from fulfilling her duty to "give birth to an excellent child"; this is the 

standpoint from which she considers the ethics of prenatal testing. The moral conflict 

posed by this technology is not defined by referencing justice and rights that are 

abstractly formulated around her and her body. Instead, this example highlights the 

cultural "bias" of this perspective. It is important to note that justice, as one of 

principlism's referents, is informed by culture, but in representing issues of justice as 

universal "rights", it does not appear as i f these rights are culturally informed. The 

problem is that once these standards are detached from their context, what it means to act 

"justly" and morally appears as a depolitized cultural claim. 

The next example illustrates the way the context of economic circumstances 

influences how people conceive of their moral choices. This excerpt is from discussion 

"3/A For whom are infertility treatments ". One couple posted a description of their 

experience with in vitro fertilization. After having eight unsuccessful infertility 

treatments the woman wrote: 
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The government urges us to bear children, yet they provide zero aid for those of 
use who are infertile and doing everything we can to conceive. ...With one IVF 
procedure consisting 500,000 yen, plus the costs for the prior operations and tests 
we have already spent well over 5 million yen since we were married. 

The husband added: 

In our case, we were told about this option just into our second year of marriage, 
and we started undergoing the procedures at the age of 27....In our case, we can 
only afford to undergo the procedures twice a year, when I get bonuses on top of 
my salary. ... I know that sounds funny, but it's the truth. We can only have the 
procedures in such a cycle. When we can afford to pay for them. 

The decision of the couple to undergo treatment was affected by its financial 

accessibility. While it is uncertain whether the couple would have made a different 

decision had they had access to the treatment, the presumption made in principle-based 

discourse - - that choices can be considered separate from the context in which they are 

presented - - is nevertheless questioned. Moreover, that we can, and should, bring a 

standard decision making metric to situations is questionable. What is clear is that 

economic circumstances affect this couples' decision and that these circumstances are 

real and important to their moral decision making process. It is only in the way that 

principles are "specified" to particular situations that these economic circumstances 

would be considered. This masks the systemic, economic issues that people face when 

genetic technologies are viewed in the context of the health care system in which they are 

offered. Moreover, these systemic issues are depolitized as this couples' problem 

precisely because they are "specified" concerns. 

The next excerpt is by a contributor to the same discussion. This woman's narrative 

illustrates the way pain is the context that affects the way the woman defines her moral 

choice about the particular genetic technology under discussion. This woman stated an 

opinion that was read by the narrator. She commented, 
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I also underwent infertility treatments over several years. I endured all kinds of 
discomfort and pain, in hopes that I too someday be able to hold my own baby. Today 
I am still experiencing side effects from the ovulation-stimulating drugs, pain from 
the salpinographies and the lower back pain that begins during ovulation and lasts 
until my period starts. Finally I stopped receiving the treatments two years ago. It had 
gotten to the point where I could not go on with the seemingly endless treatments, and 
also, I decided that my healthy body was something that I cherished and wanted to 
take care of. 

For this woman, the moral choice to undergo treatment was directly altered by the pain 

she was experiencing. This "side effect" was central to the way she considered her 

choice. However, the importance of such "side effects" is not fully acknowledged in the 

way principlism approaches technologies. I discuss the medical side effects of treatment 

again later in the chapter, but what I want to emphasize here is that the woman's 

description of her choice does not reflect seeing her right to exercise her will over her 

body. In fact, her description illustrates the opposite; she experienced the technology 

through her body and this experience changed what choice she made. This was not a 

choice that the woman made by seeing her body medically, but rather a decision that 

reflects living and caring for herself by caring for her body. 

This next excerpt provides another illustration of the way context and broader 

experiences with illness or infertility affect the way ordinary social actors make moral 

decisions. A participant in the discussion "A: Is the Manipulation of Life Permissible if 

one Wishes? ", learned that she is the carrier of the Duchenne muscular dystrophy gene 

and she precedes to discuss her experience going through two "therapeutic abortions" 

(No. 572). 

M y first pregnancy was in June of 1994. It was a very painful experience for me. 
It is on this occasion that I learned that I was a carrier of the gene of Duchenne 
muscular dystrophy. I was then in the fifth month of pregnancy. The shock was 
terrible when I learned that only boys contract the disease and my baby was a boy, 
and I decided to procure abortion. I had already felt my baby move in my belly. I 
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had the impression of eliminating a human being, a person. M y second pregnancy 
in September 1995 revealed that the baby was again a boy and it resulted in the 
same certified report; I went through a therapeutic abortion at the 14th week of 
pregnancy. This was little less painful because I had not felt the baby move yet. 
M y husband and I broke down after these two failures, and even though we 
wanted to have a child at any price, I was not ready to start again to be pregnant. 
In September 1997, we decided to have consultation with a geneticist. We 
expected that he could give us an advice or direct us to other alternatives. 
Unfortunately, that was not the case and disappointed we returned to our 
gynecologist. It is then that he told us that preimplantation diagnosis was 
practiced in other countries. 

After deciding to undergo preimplantation genetic diagnosis and IVF treatments, the 

woman had two further unsuccessful attempts to have a child. She continued: 

I do not always find the words to express my pain. However, what is important is 
that with this preimplantation diagnosis, I have never had the impression of doing 
away with the life of someone. We are ready to repeat this procedure, but for 
various reasons, especially for the financial aspect, we wil l wait until this 
diagnosis becomes available in France. Nevertheless, I would encourage the 
couples who are in a situation that is identical with ours to have preimplantation 
diagnosis carried out, because this procedure still remains less painful than 
repeated therapeutic abortions. 

It is the way the woman identifies with the experience of a "therapeutic abortion" that 

affects her choice to go on and try another therapy. Her choice was defined, at least in 

part, by the way she felt physically and emotionally and the psychological pain she and 

her husband faced. This aspect of the technology, and the pain it creates for her, 

influences her choice to wait for PID. She describes how feeling the baby move in her 

body impacted her decision. It is the impression that she is "doing away with the life of 

someone" because she had "already felt the baby move" that not only made her two prior 

experiences so painful, but influenced her moral choice to undergo PID. Critical to her 

moral decision making process is the effect of her lived and felt experiences with this 

technology. 
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Emotion and reason 

This powerful example illustrates the way emotion influences the decisions of 

ordinary social actors. Moreover, the above examples reveal that emotion is in fact a 

central, underlying feature of moral life. Many of the participants often questioned what 

the technology meant for them and how it affected their relationship with their children 

and/or partner. Emotional descriptives were used to describe these questions and 

challenges and often times provided insight into why ordinary social actors made the 

choices they did. Some of the most powerful descriptions included the way women 

described being "shocked", "devastated", and "relieved" to hear the results of their tests. 

They would often continue to describe the way they coped with the results, writing how 

coping often meant "taking back control over their lives". One woman from the 

discussion "A: Is the manipulation of life permissible" even wrote how the choice to use 

prenatal genetic testing was "mentally agonizing" for her and her husband (No. 226). 

The important point is that the ways ordinary social actors narrate their experiences and 

describe their choices emphasize the way emotion affects the moral decisions they make. 

By contrast, principle-based ethics centralizes "reason" in the moral decision 

making process and more specifically, defines what is "reasonable" in a particular way. 

Because "reasonable" is tied to what the technology does and achieves, it displaces the 

"emotional" work of women and the events that are described by emotional adjectives. In 

principle-based approaches to ethics, the emotional aspect of dealing with illness and the 

emotional "side effects" of treatment are often treated as peripheral to the central, moral 

and ethical dilemmas posed by technologies. They are not seen as ethically central facts, 

but are more generally seen as part of the need to ensure that patients have access to 
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"pre" and "post" treatment services. This view in turn treats people's emotional 

responses to technologies as problems they have to deal with and "fix". Here is another 

way in which systemic medical issues are individualized as problems women must 

"solve." 

A final point about the use of emotion in peoples' descriptions concerns the 

events they often refer to. People describe diagnostic procedures as "mentally 

agonizing." Others describe how they felt after treatment or after they received test 

results. There were numerous references to the way people needed to do "emotional" 

work after they had gone through their particular treatment. The way that emotion 

describes such events — events that are before and after treatment - - reflects an 

important aspect of moral life and an important context in which ordinary social actors 

make moral decisions. Moral life, moral action, and the issues raised by genetic 

technologies, are not confined to the events that occur between the diagnosis and 

treatment of illness, but are more broadly a part of peoples' lived experiences with 

illness. People made decisions based not only on what treatment would medically 

accomplish, but also on the way the treatment would affect them and their lives. People 

live through illnesses and consider them that way, and it is this standpoint that defines 

their choices. In contrast, doctors and ethicists often consider illness within the 

parameters of diagnosis and treatment and based on a medical model of illness. The 

significance of this point is that there seems to be, as others have suggested, a medical 

story of illness and a lived story of illness; depending on our standpoint, the questions we 

raise about genetic technologies and their ethical consequences wil l differ. This last 

point is the basis of the next section. 
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Disease, Risk and Genetic Technologies 

In the following section I explore the specific problems genetic technologies pose 

for ordinary social actors and compare those issues to the ones experts describe. In the 

first section, I emphasize the issues that are raised when these technologies are 

considered from a medical perspective. I then discuss the way a medicalized view of the 

body and disease leads to the differentiation of certain "risks" as relevant. I particularly 

focus on the way ordinary social actors define disease, illness and the risks associated 

with the use of genetic technologies. Throughout this section, I emphasize the issues that 

are displaced when genetic technologies are viewed from a medical standpoint. 

A person's moral judgment is reflected in what [sjhe chooses to include in a 
description (Elliott, 1999: 144 ). 

The first example is by a doctor who describes the process of cloning and the 

ethical issues it raises. His comments are from discussion "D: Does everything in life 

depend on genes? " The doctor self-titles his text "cloning and nuclear transfer—moral 

and ethical concerns". The focus of his discussion is on why a blanket prohibition of 

this technology is not appropriate. 

.. .one example was that of mitochondria genetic diseases, which can cause 
blindness and epilepsy. By removing a nucleus from an embryo produced by in 
vitro fertilization and transferring it to an enucleated egg from an unrelated donor, 
a baby could be created that would be 99.9% the genetic offspring of its parents 
but without the inherited disorder. Others have suggested since, that nuclear 
transfer could be used to provide extra embryos to help older women have a child. 
These examples would not seem to raise new ethical concerns over and above 
those already applying to in vitro fertilization. 

Here, the doctor considers the technology based on what it accomplishes technically. 

While still providing parents with offspring that would be 99.9% related, cloning is 
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admissible because it allows parents to eliminate the risk that their baby would have a 

specific, inherited disorder. It is the goal of eliminating these inherited disorders and 

creating genetically related offspring, that is the focus which impacts most on the worth 

of the technology. Suggesting that nuclear transfer could be used to help older women 

have children, the doctor treats what the technology does to embryos as central. It is not 

that this technology should not be considered based on what it allows us to do, but rather, 

that a focus on the medical accomplishments of cloning provides the main reference point 

for considering it ethically. Moreover, the doctor relates cloning to in vitro fertilization, 

and it is only because he considers them both technically that he can make this 

comparison. It is on this technical basis that he concludes that "these examples would not 

seem to raise new ethical concerns over and above those already applying to in vitro 

fertilization". 

The problem is that focusing on what technologies can medically accomplish 

displaces, as central concerns, the unintended risks and emotional consequences cloning 

may have for women, parents and children. A medical perspective of infertility for older 

women and for people who have monochromosomal disorders, displaces how these 

people experience these technologies. The main ethical concern is defined and shaped by 

the goal of eliminating genetic disease. The main problem "older women" are seen to 

have with reproduction is infertility, and this technology is seen as useful because it may 

help "older women" overcome that "problem". However, seeing mothers as "risky" to 

their offspring poses its own problems for women. It is in this respect that the doctor 

detaches the ethical implications of the technology from the lived experiences of patients. 

He refers to medical bodies and medical risks rather than lived agent and lived risks. 
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The next excerpt illustrates a similar point and shows the way a technical 

standpoint displaces a perspective based on lived experience. This excerpt is from a 

professor of genetics who discusses the use of cloning and stem cell transplantation 

technologies in the discussion "A: What is genetic diagnosis for? ". He states: 

I can find no reasonable moral objection to using cloning and stem cell 
transplantation technologies for making tissues. Within five years we will see 
women carry embryos that contain only the cells for liver, lung, skin, or other 
organs. These wil l be short pregnancies, and the embryos will be denatured so 
that they never possess the potential for human life. They wil l be eggs that are 
"fertilized" with D N A from nuclear transplantation of D N A from somatic cells. 
The D N A will grow in the embryo until it can be delivered and harvested for 
transplantation into the very i l l . This seems to be a very unusual but very 
promising technology. It should not be rejected merely because it is 
unprecedented. 

Based on a purely medical description of the technology, the doctor concludes that there 

is no "reasonable" moral objection to the use of cloning for making tissue. The geneticist 

sees the body as a site of technical intervention; he naturally focuses on the technical 

aspects of the procedure. The processes that are relevant are the way cells are "de

natured" then "fertilized", grown in the women until "it" can be "delivered" and then 

"harvested" for transplantation into the "very i l l . " At the onset, the subject of the quote 

is this denatured embryo, not the woman who would carry the embryo. Until the doctor 

arrives at the outcome, the entire description is devoid of any human aspect. Only the 

technical processes, which are purged of human experience, are important in the 

discussion. The ethical concerns he raises are directly tied to the way he has chosen to 

describe the technology. 

This description illustrates the way a medical story of illness shapes how we come 

to see "reasonable" decisions. What it is seen as "reasonable" is heavily influenced by 

the medical goals of treatment. The doctor differentiates between "reasonable" and 
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"unreasonable" moral concerns with the former being directly based on displacing the 

problems that might arise when people experience the technology. This is reflected in 

the last statement where the geneticist writes, " it [the technology] should not be rejected 

merely because it is unprecedented." This statement works to reduce the risks that 

women face by reducing them to those that are "new" and associated with the "unknown" 

realm of lived experience. In making this statement the doctor displaces patients' 

experiences with illness as a legitimate reference for considering the "reasonable" use of 

cloning technologies. The fears and risks that these technologies pose to women are 

instead implied to be "unreasonable" fears. Also, because the doctor is seen as an 

expert, his definition of what is "reasonable," seems to be objective. The implication is 

that only "unreasonable" or fearful people have moral objections to cloning and stem cell 

transplantation. 

The following excerpt was cited earlier and refers to the text of the 

pediatrician/genetic counsellor from the discussion "A: What is genetic diagnosis for? ". 

In his statements, the genetic counsellor discusses the ethical issues surrounding 

preimplantation diagnosis. His narrative is important to revisit because it illustrates the 

way the ethical issues raised are heavily influenced by a medical standpoint. 

Well, this technique can pose a certain number of ethical problems. For example, 
let us assume that after fertilization of ova, we obtain 6-8 embryos. Amongst 
these 6- 8 embryos, we would have 1 or 2 embryos that perhaps should have the 
disease in question, and the remaining 5- 6 embryos that do not have the disease. 
And, out of those 5 or 6 embryos, 1 or 2 embryos will be implanted into the 
woman in question. That is to say, the remaining 4 or 5 embryos will be 
cryopreserved. However, they are living beings!! How could we make the choice 
among those 5 or 6 embryos? 
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From his perspective, the pertinent ethical issue seems to be whether it is permissible to 

adjudicate the worth of embryos based on their genetic endowment. Again, this 

description is based on understanding the technical aspects of the procedure (it allows us 

to "select out" infected embryos). In providing this type of analysis, the counsellor 

negates the "woman in question" any dilemmas she may face. Moreover, instead of the 

question being about how the technology will affect what it means to be a mother and 

parent, the ethical question is about whether it is right to eliminate the embryo. A further 

problem (as I note earlier), is that the ethical dilemma appears as one raised by the 

technology about women rather than a dilemma raised for women and the way they 

experience infertility and reproduction. The woman, her life, her experiences with 

infertility, her experiences with these technologies, and any issues which arise from being 

"treated", are marginalized as concerns that could lead to broader questions of justice. 

The next excerpt reveals another point about technical descriptions. Central to 

the legitimacy of such descriptions is that they are seen as providing "objective" facts. 

However, as this next example shows even the technological processes of genetic 

technologies are value-laden. The excerpt below is by a doctor writing about infertility 

treatments. His narrative is from question "B: When does human life begin? " . (No. 027) 

He writes: 

I believe that the individual is imprinted when the sperm goes into the egg. If that 
is going to turn into an embryo, that is going to give rise to a human being being 
born. But what i f we freeze an embryo as in infertility treatment? Life is 
suspended. It is like switching it off. I think people have great difficulties with 
this because the water is removed from the embryo, and then it is cooled and is 
taken down to a temperature of minus 198 degrees centigrade. This is just a very 
cold spec of potential humanity. It does not use oxygen. Nor does it make carbon 
dioxide. It is inert and lifeless. Yet, i f one can warm it up, put the water back in, 
and put it in the uterus, it may turn into a human being. So, where life begins is 
actually very difficult to define. 
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The doctor anchors his description of the technical processes to the question: "when does 

life begin?". Rather than focusing on the medical aims of the treatment, this doctor is 

concerned with how the technology impacts our definition of life. With this uncertainty 

as the central concern, the diagnostic and treatment capabilities of the technology are 

seen quite differently. By tracing the "origins" of the embryo, the process involved with 

infertility treatment is seen as something that intervenes in the life of the embryo - - and 

is therefore unethical. 

The next excerpt illustrates a similar point, but does so by showing how the focus 

on care changes how people interpret what genetic technologies do. Also noted earlier, 

this example is by a woman who posted her opinion during the discussion of "C: To 

What Extent should gene therapy be performed? " (No. 746). Her description contrasts 

with a medical and technical perspective of genetic technologies. She wrote: 

The reason why I support life manipulation very much is that my son had a brain 
disorder due to oxygen deficiency at the time of birth. I want to save my son from 
this disorder. But in order to do so, we humans need to acquire more knowledge 
of genes and others than we have now... .When my son was born I was told by the 
physician that my son might have a disorder due to oxygen deficiency, I thought 
that somehow I wanted to save my son from the disorder and, at the same time, I 
hoped myself to be the last person to be thrown into this despair. I did not want 
any prospective parent to experience this feeling. From these points, I give 
wholehearted support to the use of sperm banks under the condition that a 
diagnosis or screening is made of the fertilized ova. 

What is important is why this mother felt that the knowledge genetic testing could give us 

would be important. This woman clearly states that "I want to save my son" and "in 

order to do so we humans need to acquire more knowledge of genes." She wants to spare 

others the despair she felt. The point is that care is the central outcome, not necessarily 

the elimination of disease. 
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Categorizations of genetic disease and risk 

The way a medical standpoint affects our understanding of genetic technologies is 

revealed in the way ethicists understand genetic disease and genetic risk. This next 

section continues to illustrate the way the standpoint from which genetic technologies are 

understood influences what ethical issues are centralized. M y focus is on the medical 

construction of genetic disease and risk and how this results from a focus on the 

diagnosis and treatment of disease. 

This first excerpt discusses the issue of "risk" and how it impacts on the doctor's 

definition of health and illness. This excerpt is from the discussion of "A: What is 

genetic diagnosis for? " This medical oncologist (No. 970) wrote: 

Basically, today, a high risk woman has three options. One is very close 
screening, mammography, physical examination. The goal of that is not to prevent 
a cancer, but to detect it as early as possible. There are some problems with that 
because many high risk women are younger, their breast tissue is more dense, it's 
more difficult to visualize cancers on mammography. But that's a course of action 
that actually many risk women choose to take. Another option is chemo-
prevention with tamoxifen which has been studied. It appears to reduce the risk at 
least in the short term by forty to fifty percent, but there is conflicting data. A U.S. 
study was positive. That's another option though. And then there is preventive 
mastectomy which some women choose to pursue. .. .Genetic testing is available 
today and can help identify which women are at high risk. In our study, we found 
that women at high risk had a ninety percent or higher reduction in the risk of 
breast cancer compared to their high risk sisters who did not have the procedure. 
It may not be one hundred percent protective. Nothing in life is one hundred 
percent protective. Ninety percent is a significant reduction. 

This doctor views the "reasonable" use of genetic testing in terms of how it allows 

women to make decisions that will lead to the prevention of future disease. The problem 

is that in order to define what is seen as "reasonable", certain distinctions are made about 

women, their bodies and their futures- - distinctions which are based on a medical 

understanding of genetic disease and risk. In the first statement, the doctor refers to a 
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"high risk woman." This reference is based on three reductions: first, women reduced to 

their bodies, second, women's bodies reduced to a site of "risk", and third, "risk" reduced 

to a medical, genetic risk. These reductions allow ethicists to morally reason that genetic 

testing is important because it can provide patients with the means to know their "risk 

status" and "knowing" can help people make better decisions. Eliminating disease is the 

outcome that is important in genetic testing; treatment decisions and the way they are 

seen as "reasonable" are adjudicated based on this outcome. By categorically reducing 

women to sites of risk, the best treatment is equated with the procedure that reduces risk 

the most. Other treatment options (close screening, mammography and physical 

examination) are also adjudicated based on their ability to most effectively eliminate the 

risk for breast cancer. The problem, however, is that a purely medical version of 

"reasonable" treatment, displaces how "unreasonable" treatment might be i f someone 

doesn't have, for example, a family to support them through their treatment or the 

resources to access the treatment. Other problems that are marginalized when one's 

medical risk is central include the psychological problems that women face when they are 

told that they are "high risk women" and perhaps, "high risk" mothers. These 

possibilities raise ethical concerns, but again, they are not considered central. 

This next quote supports the way a medical version of the body and a medical 

definition of risk and genetic disease influence the construction of ethical issues. This 

quote is from the textbook Biomedical Ethics, and is from a chapter on infertility 

treatments. 

As for freezing the embryo with a view to later implantation, the question here is 
essentially one of risk. If freezing carries no special risk of abnormality, there 
seems to be nothing objectionable about it. ... The technique used involves 
stripping away a protective outer layer from the egg, so that it would take up a 
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chemical which would protect it during the freezing process. This technique does 
overcome the ethical problems some find in freezing embryos, but it does so at 
the cost of introducing a new potential cause of risk to the offspring, the risk that 
the chemicals absorbed by the egg may have some harmful effect (Mappes and 
DeGrazia, 2001: 540). 

In the above quotation, it is the medical, genetic risk that frames the way the ethical 

issues around this technology are considered. The crucial point is that the moral 

reasoning of the ethicist is based on a medical definition of risk. The subject of the 

discussion is the embryo, what will happen to it, and the risks that are associated with its 

genetic endowment. The concern isn't centrally about the woman and what will happen 

to her during the procedure. The ethicist makes the same categorical distinctions and 

reductions that I noted above and it is this medical standpoint that leads to the conclusion 

that there is "nothing objectionable about it" [the treatment]. Moreover, because women 

are reduced to their bodies and are understood in terms of how they represent a genetic 

risk to their offspring, the ethical dilemma is once again formulated to be between the 

woman and her body. Women are thus seen as having a moral obligation to undergo 

testing in order to minimize the risk they pose to their children. 

The Standpoint of Ordinary Social Actors 

The next set of excerpts still focuses on genetic disease and risk, but does so from 

the standpoint of ordinary social actors. These discussions emphasize the way patients 

understand genetic disease and risk. Ordinary social actors tend not to medicalize their 

bodies and experiences, but instead tend to make issues of care the primary focus when 

making diagnostic and treatment decisions. Moreover, the central "risk" is not the 

"genetic risk", but the risk that knowing poses for one's sense of self and future well-

being. 
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The first example is from a junior high student who decides that she would like to 

undergo genetic testing: (No. 777) 

The reason why I came to desire genetic testing to be performed on me is that i f I 
can know that I will suffer from the same disease as my father, then I can get rid 
of my anxiety as soon as I know the test results. 

For this young woman the central issue is the way that the availability of genetic tests 

creates anxiety. The crucial point is that her "anxiety" is linked to "knowing". The very 

possibility of being able to "know" is what has urged her to undergo testing. This anxiety 

is the unintended outcome of testing and is the central concern for this girl. This is an 

important point because ethicists often view genetic testing as a technology that provides 

people with certainty and which enhances patient autonomy through informed 

decisionmaking. This is ironic because while the "right to know" is important, and yes, 

may very well lead to greater autonomy in decision making, it is the very existence of the 

means to know that is the problem for this girl. In this respect, the referent for her choice 

is not the way this technology gives her the knowledge of her "risk status", but the way it 

alleviates her anxiety. In other words, the "real risk" is the existence of "risk 

information." 

In addition, the girl considers her choice to undergo testing by contemplating the 

effect test results will have on her future well being. She comments that "she might be 

shocked by knowing the test results." Considering how she wil l feel after the test results 

seems to be an important consideration, one that is equal to the consideration of what 

genetic testing may accomplish medically. The problem is that a medical construction of 

"one's future" narrows that future to the risk of future disease. 
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The example below illustrates the way people make different categorical 

distinctions about disease and illness. This excerpt describes a woman's stance on 

genetic testing. The example is from the discussion "4: How do we define illness, and to 

what extent do we treat it? ". 

M y daughter has Down's syndrome, a so-called "genetic disease". How should 
we define illness and to what extent should we treat disease? The scope of this 
question is wide, and it is extremely difficult to try to define. A basic rule I go by 
is: any condition that results from genes is not an illness. 

In choosing not to define an illness as one that is genetic, this mother challenges 

the medical model of disease. The difference in definition relates to her experience as a 

mother of a child with Down's syndrome. Caring for someone who has a disability seems 

to influence the way she defines illness. Her definition is different from what is inferred 

in a medical model of illness. As she says: "my daughter has Down's Syndrome a so-

called 'genetic disease' [emphasis added]." 

This next excerpt is from the discussion question "A: Is the Manipulation of Life 

Permissible if One Wishes? " and is by a woman who provides a description of her 

experience with maternal serum marker testing. She describes why she had no intention 

of having any further tests or taking any action regardless of the results. Her thoughts 

provide an illustration of the way a different categorization of disease and illness 

provides the basis for decisionmaking. She wrote: (No. 227) 

I had no intention to have a further test even if I was informed of a bad result of 
the marker test. I did not want to procure abortion. I just wanted to have a child 
regardless of whether the child had a disability. The reason why I basically do not 
want to procure abortion is that I believe that Down's syndrome is not a serious 
disability and there are facilities and schools where people with this syndrome can 
lead their life. Our society has accepted those who have this syndrome. Also, I am 
confident that even i f I gave birth to a Down's syndrome baby I could cope with 
the fact. 
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The woman's moral decision not to take any further tests or to procure an abortion based 

on her results did not seem to be because she was morally opposed to either abortion or to 

the test. Instead, her decision is based on the way she defines disease and how she feels it 

should be treated. This woman does not define serious illness as one that is necessarily 

genetically linked. Instead, her definition is contextually tied to her circumstances, 

experiences and her perceptions about the social acceptability of people with Down's 

Syndrome. 

This next excerpt is again from the discussion of "A: What is genetic diagnosis 

for?" This woman posted thoughts about why she had a genetic test for Alzheimer's 

disease. (No.962) She wrote: 

Because I had had a father with Alzheimer's disease at a young age, I felt it was 
important for me to know what my risk was for this disease. ... Maybe knowing 
this information would help me to control the path that my life was going to take 
in the future. Before I took the tests, I would have to believe that I always 
assumed that I was at great risk for Alzheimer's disease. 

For this woman, the issue is not the "medicalized risk" but the consequence of being told 

that she was at "great risk" that creates the central concern: the sense that she does not 

have control over her life. It is the unintended consequence that the possibility of 

knowing creates that is the central dilemma and focus of this woman's decisionmaking. 

Similar to the decision of the girl previously described, the central issue and referent for 

her decision is taking control of her life and future - - an end that is accomplished by the 

use of testing. The woman comments that "before I took the tests, I would have to believe 

that I always assumed that I was at great risk for Alzheimer's disease." This admission 

describes her faith and trust in her medical diagnosis as a basis for making the decision to 

undergo testing. She directly refers to her belief that the "genetic risk" was a "real" risk, 
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and that knowing about the "unknown" future through her genetic tests was important. 

Simply put, genetic risk posed a threat to her well being even though it only represents 

one aspect of her future. 

This tension existed for many social actors. The tension seems to be between the 

way ordinary social actors view their future and the way a medical model of illness 

equates one's future with a medically defined, genetic risk. Ordinary social actors defined 

"illness" from the standpoint of experience and made decisions about the use of testing 

based on the way it would allow them to better care for themselves, whereas a medical 

perspective equates future with a "medical future" and assumes that decisions should be 

made on this basis. Decisions not to test, i f such can lead to the minimization of risk are 

thus looked upon as immoral decisions. The issues of ordinary social actors are displaced, 

or rather secondary, to the argument that the most "reasonable" and "ethical" decision is 

defined by the degree to which testing leads to the minimization of risk - - a goal that is 

also assumed to enhance patient autonomy. This argument clearly only makes sense i f 

one assumes a medical model of illness and assumes that "reasonable" decisions are 

based on this isolated consideration. 

While many women resist a medicalized version of their future, others 

unquestioningly accept this view as sensible. This next excerpt emphasizes the way such 

a perspective, and the need to manage risk information, frames the way patients' choices 

were formulated. This woman describes her experience with predictive testing for breast 

cancer ( No. 964). 

Preventative Mastectomy: this is often regarded as a radical decision but I did not 
think of it in that way. To me, it was the most sensible option open to me after 
testing positive. I had three options: to be monitored regularly by mammography, 
to be part of a tamoxifen clinical trial or to have a prophylactic double 
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mastectomy. I was told by my geneticists that the risk of having breast cancer 
was 85-90% in my lifetime. I do not know on what this was based but it seems to 
be a widely quoted statistic regarding hereditary breast cancer. 

This woman was told that she had a high risk of getting breast cancer in her lifetime. Her 

perception of "life course" was framed by this risk status. Being faced with the moral 

decision to undergo testing, this woman felt that this categorization of her future was 

most important. She states that the "most sensible option" is the one that eliminates risk 

to the fullest degree. Risk, and the goal of reducing risk, is the central concern around 

which she considers her moral choice. It seems that there is no place in this medical 

model of risk for other ethical issues to be raised. The existence of testing compels people 

to consider this information as most important and to make treatment decisions which 

allow them to manage this risk information. This woman is persuaded that the most 

reasonable option- - even though it means a double mastectomy - - is the one that most 

fully eliminates her medical risk. 

This next example shows how medical concepts of risk and genetics are 

problematic for people who do not medicalize themselves. Moreover, this example 

shows how taking this perspective actually serves to create other dilemmas for ordinary 

social actors. This excerpt is by a woman who decided not to undergo predictive testing 

for Huntington's disease. She wrote (no.961): 

Seven years ago, I refused to take the genetic diagnosis for Huntington's disease 
because I did not want to know my medical future. M y father died of this disease 
nineteen years ago. And my risks to contract the same disease is 50%. I decided 
to apply for insurance, however, the insurance company said, We deny your 
access to insurance unless you get a genetic test. Why do I have to take the 
genetic test? I currently have no symptoms of the disease. I can not believe such a 
thing could be happening. I do not want to know about my future. Shouldn't the 
right for not wanting to know be accepted as well? 
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This woman clearly felt the imperative to know and manage her risk information; the 

pressure to know is revealed by her question: "shouldn't the right for not wanting to 

know be accepted as well?" This question reveals the tension between a medical 

assessment of disease and a lived definition of illness. Since this woman does not equate 

"having the risk" with "having the disease" (the later being defined by "showing the 

symptoms"), she does not feel the need to know. Instead, "knowing" actually seems to 

pose further risks by threatening her perception that she has control over her life. In this 

regard, knowing represents a threat and a risk to well being even though she constructs 

her future to be more than just a medical future. 

This example also shows how ethical discussions about the "moral imperative to 

know", often fail to acknowledge broader issues of justice. The real issue that this woman 

faces - -access to medical insurance - - is impacted by her moral position that she has a 

right "not to know". Her stance collides with the perspective of an insurance agency and 

now she is unable to access insurance - - this clearly raises an important issue of justice 

and one that is systemically related to the way the health care system is organized. In 

ethical discussions, however, the primary concern relates to autonomy and choice 

narrowly tied to hypothetical discussions of duty and obligation. 

The comment of the next speaker about genetic testing, from the chapter "Genetic 

and Reproductive Risk: Can Having Children be Immoral?", illustrates how women's 

concerns are marginalized. The ethicist says: 

Some people think that we should recognize a "right not to know." It seems that 
such a right can only be defended only where ignorance does not put others at 
serious risk. So i f people are prepared to forego genetically related children, they 
need not get tested. (Mappes and DeGrazia, 2001: 525). 
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The ethicist makes the statement that the "right not to know" can only be "defended" i f 

"ignorance does not put others at serious risk." The foundation of the argument is the 

medical version of genetic risk. Because the ethicist problematizes the ethical issue from 

this medical standpoint, the broader issues of justice that are raised when patients 

encounter these technologies, are not only displaced, but do not seem "defensible." The 

woman's concerns that I state above are secondary, from this perspective. 

One of the women I discuss earlier provided a description of her experience with 

genetic testing; in the following she tells how she felt after she received the test results. 

This example again illustrates the way the "side effects" of genetic testing (like shock and 

devastation) pose central issues and concerns for ordinary social actors. 

When I received the results that basically said I had the worst case scenario, having 
received the Alzheimer's risk factor from both mother and father, I was shocked, I 
was devastated. For approximately one month, I walked around almost as i f I had the 
disease already. I felt that it was inevitable and that I would start living life 
differently. Then I realized I didn't have the disease, just the predisposition. I began 
to look for ways to take back control of my life. 

The experience this woman had with genetic testing created new problems for her. These 

problems refer to the consequences that may result i f genetic testing is made a part of 

standard medical practice. The central ethical issue for this woman is the way testing 

caused her emotional harm. Feeling that she "had the disease already", she felt that she 

had lost control of her life. How she dealt with this shock and the sense that she no 

longer had control over her life, is interesting to note. In her narrative, the woman 

renegotiates her "risk factor" by finding a "legitimate" way of placing it in perspective. 

She relies on the power of medical discourse by referring to her risk as a "predisposition" 

rather than a medical certainty. 
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While this renegotiation of her status gave the woman a greater sense of control 

over her life, it is important to note that this negotiation is private. Moreover, the 

importance of doing this work is displaced when the ethics of testing are considered only 

within the parameters of diagnosis and treatment. Furthermore, the process of 

renegotiating is not automatic; it is a process that is different from the decision to 

undergo testing and it involves rethinking the place of disease in one's life. Whereas the 

medical model implies that one's life is no more than the presence or absence of disease 

(and one's future is also defined on this basis), this woman struggles to resist that model. 

Since she asserts that life is more than that, she needs to do some work to justify it. This 

example shows that ordinary social actors may make moral choices by reclaiming 

medical discourse. 

In this next example, we see how the important issues of pain and the speaker's 

long term health are reduced to the category of "side effects." Here, a woman describes 

the pain of undergoing infertility treatments and the way such treatments affected her life. 

I also underwent infertility treatments over several years. I endured all kinds of 
discomfort and pain, in hopes that I too someday might be able to hold my own 
baby. Today I am still experiencing side effects from the ovulation-stimulating 
drugs, pain from the salpinographies and the lower back pain that begins during 
ovulation and lasts until my period starts. Finally I stopped receiving the 
treatments two years ago. It had gotten to the point where I could not go on with 
the seemingly endless treatments, and also, I decided that my healthy body was 
something that I cherished and wanted to take care of. 

For this woman, the central issue is created by the "side effects" of treatment. The pain 

she felt after having undergone several treatments changed her mind about continuing. 

From the perspective of medical ethicists, the "central " ethical issue about infertility 

treatments revolves around autonomy and choice. However, "choice" is defined in terms 

of the medical question of "pregnancy or not" and not in terms of the way this woman 
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sees her "choice." She sees her choice more broadly; it encompasses outcomes that 

extend beyond the medical outcome of becoming pregnant, including both the outcomes 

of pain and long term health. This example shows the way the "side effects" of treatment 

create concerns and considerations that are central to the choices women make. When 

seen from the perspective of the patient, it is clear what ethical issues are ignored when 

genetic technologies are viewed based solely on their medical outcome. 

Some of the women who participated in the Internet discussions were well aware 

of the ways that new genetic technologies effected their experiences with reproduction. 

Consider the following description from the discussion "A: Is the Manipulation of Life 

Permissible? ". This woman is describing to another woman her experience with prenatal 

genetic testing. She wrote: 

To Ms.xxxx , I hope this message finds you well. You must be finding it quite a 
challenge to spend your days of pregnancy in peace with the sheer amount of 
information out there today. Unlike yourself, I hadn't given much thought to 
prenatal testing when I underwent the maternal serum marker testing. In those 
days there wasn't nearly as much information as there is now , and I don't even 
think I had any concerns. Today, my son, who has Down's syndrome is three 
years and nine months old. 

Here the speaker acknowledges the "challenge" that women today face because 

reproduction has been further watched and medicalized. She recognizes, as another 

mother, the way that the availability of genetic information causes Ms. X anxiety. She 

comments that, with less information during her own pregnancy, she did not have the 

concerns that Ms. X expresses; furthermore, she doesn't express any hardship as a result 

of not having had more opportunities to "choose". In the name of centralizing the 

importance of patient choice and autonomy, women's experiences with reproduction 

have become more stressful. With the possibility of knowing more and being able to 
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assess the risks mothers pose to their children, women are clearly facing some 

challenging dilemmas. Because genetic technologies are largely considered from the 

standpoint of what they can accomplish medically, the effects of such discourses for 

women are not confronted. 

Some professionals, however, recognize the need to put the broader issues raised 

by new genetic technologies on the public agenda. In the excerpt below, the concerns of 

the patient are centralized in the perspective of an Assistant Professor of Public Laws, in 

the discussion of "Issue A: Are human genes resources? " (No. 627) 

The questions regarding genetic engineering are, for lay persons, very 
complicated owing, first of all, to their grand scientific technicality but equally to 
the human stakes susceptible of being asked about, these two aspects being very 
often disassociated. Indeed, what surprises me is, first of all, that scientists as well 
as physicians do not fully consider the consequences related to the examinations, 
for example. In the case of pregnancy, the blood test concerning the detection of 
trisomy 21 are systematically proposed to the prospective mothers without their 
attention being called to the eventuality of a voluntary interruption of pregnancy. 
These problems that come up at an individual as well as societal level in this field 
of practice have not been sufficiently discussed. Further, in medically assisted 
reproduction, it turns out that the parents, after the birth of their children, do not 
seem to be sufficiently given counselling for discussion questions that are 
essential to their experiences. 

The professor makes crucial points. He draws attention to the problem of seeing the 

technology within the parameters of diagnosis and treatment. He also makes the point 

that by and large, the consequences that scientists and physicians fail to discuss with 

respect to genetic technologies, are the very ones that women face when they encounter 

such technologies. As he clearly states, "parents, after the birth of their children, do not 

seem to be sufficiently given counselling for discussion questions that are essential to 

their experiences." His statement "voluntary interruption of pregnancy" is ironic - - it 

alludes to the collision between the standpoint of the ordinary social actor and the 
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medical perspective. Furthermore, he correctly identifies the "disassociation" between the 

technicality of genetic technologies and lived experience as the root of all of these 

problems. 

In this final excerpt, we see another professional urging that people take account of 

the "disassociation" between how patients experience technologies and the way we talk 

about their consequences. Here a psychiatrist notes the gap between the diagnosis of a 

disease (in this case, Alzheimer's disease) and the available therapy after testing. Her 

comments, from the discussion of "A: What is genetic diagnosis for? " urge ethicists to 

reassess the value of predictive testing. She says: 

There has been no important result being presented for genetic diagnosis for 
Alzheimer's disease up to this point and I believe that those investigations for 
individual patients are of no avail. We probably have more problems than efficacy at 
this point since there is a huge stress that accompanies being informed of the result. 
If only diagnostic and no therapy method develops, it wil l forcibly be promoted. I 
perceive this gap as a great problem. 

The "gap" this psychiatrist identifies is important. Her opinion highlights a serious 

concern about the way medicine is advancing, a problem that has yet to become a central 

question in the discussions of genetic technologies. She describes the way the use of 

genetic diagnosis implies an imperative to undergo treatment even though the "gap" 

between therapy and diagnosis is not being fully considered. When we focus on the duty 

and obligation people have to prevent future risk or to undergo treatment and "know their 

risk status" without taking into consideration the outcome of knowing, people are left in 

difficult situations. This doctor is advocating that these difficulties be the central focus of 

continued discussion, specifically addressing the central issues articulated by many of the 

participants in the Internet discussions. 
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Structure of the Internet Discussions 

The way the forum discussion was organized and structured also reflects the way 

expert discourse conceptually frames a privileged way of understanding genetic 

technologies. The conceptual power the expert voice exerts on the way genetic 

technologies are considered is reflected in the way the questions were asked and preceded 

by preambles and case studies. The conceptual power of expert discourse to legitimate 

certain issues in place of others is also reflected in the way the narrator framed his 

comments in the broadcast discussions. 

Each of the discussion questions was preceded by a preamble and an introductory 

"case study." These preambles provided central, organizing concepts often discussing 

ideas about how genes are "valuable resources" that embody the "truth about humans." 

Each of the discussions was also preceded by a case study. Again, this case study was 

meant to inform the way the participants considered the discussion question. In fact, in 

order to access each discussion question the participants had to click on the question, 

which would then take them to the preamble, where they would click "next" and get to 

the case study. After the case study was presumably read, only then could the 

participants post their opinions. 

The discussion of question "A: Are human genes resources? " came with the 

preamble statement: '"genes' are a blueprint of life". The statement continued to portray 

the way genetic technologies will improve our lives. The statement continues with: "we 

have analyzed genes and engaged ourselves in various forms of breed improvement. 

Genes are definitely valuable 'resources'". This way of "pre-stating" the question 
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influences the way the participants consider genetic manipulation. The participants are 

urged to see such manipulation as a means to better their lives. 

The transition from the belief that genetic technologies will improve our lives to 

the idea that such technologies will allow us to better treat the i l l was also urged in the 

way the preambles provided a starting point for the discussions. For example, the 

preamble to the discussion of "B: What is genetic diagnosis for? " reads: 

When we come to know where the gene that causes a disease is located, genetic 
diagnosis becomes possible. This diagnosis enables us to tell in advance what 
kind of disease a person who is presently healthy will have in the future. 

By telling the participant what is possible with genetic diagnosis, the participant is lead to 

separate being "healthy in the present" with being potentially "diseased" in the future. 

They are led this way because of how this preamble, and the others, was written. Each 

appeared as an expert opinion, and attributable to this voice, the author of each preamble 

was erased from the narrative. No author makes himself or herself known to the reader 

thereby erasing any question that this might be a "biased" opinion or one that is 

influenced by a particular standpoint. In short, these preambles are presented as facts. 

The case study that follows this preamble is called "knowing your medical 

future". Again, this idea is simply presented to the reader and it appears as "background 

information" - - scientific fact - - that is important before a participant can post his/her 

opinion. The case study specifically discusses Huntington's disease and part of it reads: 

As the study of genes progresses, there will be an increase in the number of 
disease that can be diagnosed before they manifest themselves. This diagnosis is 
called presymptomatic diagnosis. This wil l create a situation where diseases can 
be genetically determined but not cured. Huntington's disease is a progressive 
degenerative nerve disorder. This disorder usually becomes apparent between the 
ages of 30 to 50. The patient suffers from symptoms that can shorten his or her 
life, including choreiform movement, mental deterioration and encephalatrophy. 
Dr. James Gusella of Massachusetts General Hospital, the discoverer of the 

122 



Huntington's disease carry gene, said, "With the discovery of the gene, we are 
able to diagnose Huntington's disease in advance. Examination of the gene is 
possible anytime. We can test even i f the person does not show any symptoms. 
Even 30 years prior to the appearance of symptoms, i f we examine the gene we 
can still be certain that the symptoms of the disease wil l appear later". 

Again, devoid of an author, the "facts" about the place of genetic technologies in medical 

practice are presented. Also, certain issues are elaborated upon and others are not and 

this seems fine- - the expert voice places an invisible boundary on the issues because they 

seem objective, fixed and determined. Consider what follows the statement: "this 

[genetic testing] wil l lead to a situation where diseases can be genetically determined but 

not cured". While this "gap" raises important issues as we saw from the above analysis, 

the way the author refers next to a description about Huntington's disease places a 

boundary on these concerns; he/she determines the relevancy of peoples' experience with 

testing. Another important point about this case study is that it enlists another expert to 

describe the worth of the technology, and again, before the participants can discuss the 

question. Interestingly, the particular expert called upon is not only introduced by name, 

but his title is provided along with his contribution to the development of the technology. 

The use of this "discoverer" contributes to the conceptual power this "authorless" 

narrative has on the way the discussion question is presented to the participants. 

The narrator of the discussion also participated in conceptually ordering what 

perspectives are given "mainstream" importance. The narrator speaks in a way that 

seems detached and neutral. Not unlike the genetic counsellor, the narrator presents 

himself as "non-directive" even though he legitimates certain ways of seeing the issues. 

To illustrate this point, above I cited the following description by a woman who 
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experienced the use of maternal serum marker testing. What is important is the comment 

of the narrator after she posted her opinion. She first wrote: 

To Ms.xxxx , I hope this message finds you well. You must be finding it quite a 
challenge to spend your days of pregnancy in peace with the sheer amount of 
information out there today. Unlike yourself, I hadn't given much thought to 
prenatal testing when I underwent the maternal serum marker testing. In those 
days there wasn't nearly as much information as there is now , and I don't even 
think I had any concerns. Today, my son, who has Down's syndrome is three 
years and nine months old. 

The narrator then provided the following: 

There are several types of prenatal testing. In the maternal serum marker testing 
that Ms x underwent, blood is taken from the pregnant woman, which is tested to 
find out the numerical probability of having a child with aberrations such as 
Down's syndrome. For a definitive diagnosis, women need to undergo 
amniocentesis, in which a needle is stuck into the woman's abdominal wall. In 
Great Britain, almost all pregnant women undergo the maternal serum testing. 
Aside from the relatively slight psychical and psychological discomfort involved 
with having a blood sample taken, the fact that most of the tests are covered by 
administrative expenses accounts for this. The maternal serum marker testing 
became widespread as an easy way to screen for diseases and disorders in large 
numbers. In one region the number of infants born with spina bifida and 
anencephaly decreased sharply from 500 to 2. On our website, we introduced the 
state of prenatal testing in Great Britain. We mention in the pertinent case study 
that Professor Chuckle and others, who developed the British prenatal testing 
system calculated that the cost of prenatal testing to the public would be 
considerably lower than the welfare costs for handicapped people. 

The narrator writes as i f he was providing a neutral description of the procedure that the 

woman underwent. The implication is that the woman's description is experiential - -

mere opinion - - whereas his is "factual". What he says appears to restate her "view" in 

objective, scientific terms. By presenting himself as the voice of science, not opinion, he 

clearly participates in "giving status" to the experiences of the women participating in the 

discussion. 
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Summary 

There is a gap between the way experts "textually mediate" our understanding of 

genetic technologies and the way ordinary social actors experience their use. In the way 

that experts describe the ethical and moral questions that genetic technologies raise, the 

lived experiences of patients are negated and displaced. Moreover, in the way experts 

represent themselves, these issues are legitimately displaced and marginalized. Moral 

decision making about these technologies tends to get reduced to the issues these 

technologies raise from a technical and medical standpoint. Therefore, the ways that 

women and couples make choices about the use of these technologies, and the risks they 

face in making these decisions, are misrepresented and at times, overlooked. The ways 

that people make decisions about their health and illness are complex, and their decisions 

are embedded and contextual. But, many of these complexities are lost in the way those 

who speak about the ethics of genetic technologies define and shape their discussions. 

Moreover, there is little recognition in principle-based discussions that women may be 

employing a different method of moral reasoning. 

Expert discussions are stripped of the context in which they were developed. 

Assessments about the use of genetic technologies rely on technical and scientific 

perspectives which are seen as neutral, detached, and objective. In wanting to provide a 

standard way of approaching ethical problems, ethicists decontextualize the main concern 

from the lived situation. Thus, the problem refers to the technical rather than the lived. 

One of the consequences is that the ethical dilemmas genetic technologies pose appear to 

be problems posed about women rather than problems and solutions posed for women. 
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It is important to notice, as I have shown in my analysis that experts do not 

always speak in an expert voice and that sometimes, ordinary actors themselves use the 

expert voice. This draws our attention to the fact that there is no "neat" connection 

between the actor and the voice he/she uses. Instead, this suggests that discourse (here, 

the expert discourse), can be used as a flexible resource. People draw on the expert 

discourse for a number of reasons and in very strategic ways. Some participants use the 

expert discourse to engage the experts and others use expert talk as a way of 

understanding their disease or treatment. The main point however, is that these strategic 

uses of expert talk - -by both the experts themselves and ordinary actors - - supports the 

notion that expert talk carries a certain legitimacy and a certain privilege. 

Genetic technologies and their use in medical practice are creating new problems 

for ordinary social actors. These problems are undercutting the certainties upon which 

medical technical descriptions rely and upon which our conceptions of health and illness 

also rely. However, in the way that ethicists create categorical distinctions about what is 

considered a risk, these uncertainties are not confronted. The uncertainty about how the 

decisions of ordinary social actors will change the landscape of social order and how we 

relate to one another, is another topic that is not discussed. The discussion that does 

occur instead only individualizes and depolitizes the issues and choices that ordinary 

social actors face. This precludes a broader, public discussion about what genetic 

technologies accomplish and what the consequences might be i f genetic technologies, 

like screening and preimplantation diagnosis, become a part of routine practice. 
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Chapter 5: Concluding Remarks 

Moral life is a life of continuous uncertainty (Bauman, 1995:3). 

The moral dilemmas genetic technologies pose for ordinary social actors are 

significant. They are significant in that they change the way people think of themselves, 

their lives, their relationships and their responsibilities to others. The way we -- we 

being the patients, doctors, nurses, policymakers, ethicists, sociologists and indeed, the 

general public - - encounter and decide about genetic technologies is, consequently, a 

"moral occasion" (Frank, 1997). How we proceed to think and act in meaningful ways 

about the use of these technologies is, and continues to be, an important topic of research. 

In the remarks that follow, I draw on the insights of the authors previously discussed to 

reflect on how we might proceed with our discussions about these technologies. 

Reconsidering the Problem 

There are clear differences between encountering medical technologies and 

reading about those encounters in the texts of bioethicists. Through my research, I have 

come to understand that this problem has two aspects. One aspect is the difference 

between the issues that bioethicists and ordinary social actors identify. Another aspect of 

the problem is that bioethicists and ordinary social actors employ different types of moral 

argumentation. Why should bioethicists be attentive to these two differences? Are both 

of these "gaps" a concern? 

The difference in the issues that patients and ethicists identify is important to 

consider because it relates to how well bioethicists are doing their jobs. It seems to be 

generally agreed that bioethicists want to influence medical practice and it is clear that 

this role is both appropriate and needed. By failing to see the issues and concerns of 

127 



ordinary social actors, a barrier is placed before the academic and the professional 

ethicist, both of whom seek a role in understanding and commenting on how things ought 

to be. Thus, it seems important that bioethicists see the problems that ordinary social 

actors face so that they can provide a meaningful commentary about these dilemmas and 

how they might be resolved. The second aspect of the "gap" deals with differences in the 

types of moral argumentation bioethicists and ordinary social actors employ. Why 

bioethicists need to be attentive to this difference is a discussion to which Beck and 

Bauman make important contributions. 

According to these authors, facing reflexive modernity requires the bioethicist to 

recognize the individual's efforts to live a moral life; bioethicists must consider 

"individuation" in all its aspects. In light of modernity, Bauman argues, the profession of 

ethics constructed the individual not as an agent, but rather, as an agentless actor who 

was "prevailed upon" and "told of their duty to do good" (Bauman,1997:35). Moreover, 

decisions made according to "codes of conduct" applied only to the actor's public life; all 

other aspects of living a moral life were relegated to the private sphere, and hence, not 

discussed. 

Bauman criticizes this divide and this "form of togetherness" in part, because of 

the type of community it inspires. In his book, Facing Modernity. Barry Smart (1999) 

describes Bauman's perspective on the modern community, modern ethics, and the 

modern actor: 

From Bauman's Levinasian standpoint the corollary of community-developed 
responsibility [as enshrined in modern ethics] is likely to be disciplined and 
submissive forms of subjectivity, and an associated abdication of the moral self, 
rather than a restoration of moral life. ... the communitarian 'modern' legislative 
programme tends to counter-pose individual self-interest to the potential moral 
virtue of the community... [emphasis added] (1999:189). 
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The modern ethic develops a community where individual interests compete. The 

"community" is dissolved as anything greater than the preservation of the individual's 

right to make self-preserving choices — within, of course, the limits of duty and 

obligation. This "weak" form of community detaches the moral actor as an active 

participant in preserving any greater "moral virtue" within his/her community; agency is 

"abdicated". In such a community, people feel unable to create change; as Smart 

suggests, "responsibility for the other is not evident" (1999:187). 

The problem, Beck says, is that in "risk society," the individual is forced to be an 

actor with agency and forced to take "responsibility for the other". People grapple with 

important moral questions and dilemmas in their private everyday lives and as Beck 

stresses (along with Summerville (2000)), the choices people are making are affecting us 

all in ways today that are different than before. Thus, the everyday life of the ordinary 

actor is publicized and the personal dilemmas people face are revived as important topics 

of discussion. The nature of risk society thus reveals both urgency and opportunity - -

urgency in the sense that people's choices are changing the landscape of social order, and 

opportunity in the sense that this discussion provides a forum to make evident the 

responsibilities people have for others. Below, Bauman notes how this new opportunity 

has emerged in "reflexive modernity." 

thanks to the 'disocclusion ' - the dispersal of ethical clouds which tightly 
wrapped and obscured the reality of moral self and moral responsibility - it is now 
possible, nay inevitable, to face the moral issues point-blank, in all their naked 
truth, as they emerge from the life experience of men and women, and as they 
confront moral selves in all their irreparable and irredeemable ambivalence 
(Bauman, 1997:43). 
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The new version of community proposed by Beck and Bauman, centralizes the patient's 

moral experiences and dilemmas. The actor is seen and treated as an agent who is 

positioned within a community and a local context. 

This analysis of the world today and the nature of risk society calls the ethicist to 

confront the moral travails of the individual "point blank", as Bauman says above. In 

arguing that ethicists need to pay attention to the ways people seek to live a moral life, it 

becomes clear that the project of the modern ethicist - - to legislate morality in codes of 

conduct- - must be reconsidered. For the bioethicist, this means broaching the subject of 

responsibility not just through codes, but by hearing and responding to the moral 

reasoning of ordinary social actors. It also means that bioethicists must reconsider the 

ways they write and deliberate about the issues new technologies pose. 

The Philosophical Deliberations of Professional Ethics 

The discussion of how to live a moral life in reflexive modernity frames how I see 

the problems associated with the type of philosophical deliberation ethicists employ. It is 

problematic that principle-based ethics calls the moral actor to "detach" him/herself from 

community and context, because responsibility and moral action is developed precisely 

because we are part of a community. Moreover, principles seem to stand outside of any 

time, place or circumstance, but this only detaches the principle from the "tapestry" from 

which it was developed. As actor commented in "Discussion A: Are human genes 

resources? " : 

... every opinion and principle is a statement of its time and, therefore, it cannot 
be legitimate and sound over time. When a single statement is employed in its 
time, there inevitably comes up something to be excluded. 
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It is in these respects, that I see the texts of ethicists that are written from the 

expert standpoint as obstacles. I do not immediately understand the problems genetic 

technologies pose for the people who use them when I read the texts of experts. These 

"textually mediated" understandings are codes that conceptually mediate the lived 

experiences of the people who use these technologies. The moral agent is reconstructed 

and conceptualized into a code that misses something important; autonomy, as 

formulated in principlism, poses the individual's self- interest in competition with the 

"Other". Further, much about the moral experience and the meaning of that experience is 

displaced, and even lost, in the ways that ethicists write about these encounters. The 

consequence is that the written texts of professional ethicists do not facilitate a dialogue 

about genetic technologies that is meaningful to the individuals who are faced with 

making choices about their use. 

Dealing with the "Gap" between Description and Experience 

While many bioethicists, nurses, physicians, ethical theorists and feminists have 

discussed how narratives about ethics might be more usefully written, Dorothy Smith 

(1999) offers a way of understanding how to better "write the social". Smith argues that 

social theory should center the subject in its discourse. It is important to realize, 

however, that Smith's (1999) "institutional ethnography" goes beyond this standpoint of 

the subject to consider ways institutions affect the subject in ways the subject cannot see. 

But for this thesis, my concern has been with Smith's emphasis on the starting point of 

social theory. For ethics narratives, this means centering the experiences of patients, 

doctors, nurses and indeed, the experiences of the bioethicist, as the starting point of 

social theory. In other words, ethicists might deal with the gap between how moral 
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encounters with medical technologies are written about and how they are lived, by 

designing a way of writing that sees the world from the insider's position. This means, 

among other things: a) referring not to the technology but to its application; b) referring 

not to the abstract but the lived world; c) referring to the woman, not her body; d) 

referring to the illness, not the disease; and, e) referring not to a "standard", willful moral 

actor, but to the moral actor in her community and with an acknowledgement of all of her 

differences. As Gilligan and Belenky suggest, this way of writing would encourage 

people to root themselves in their communities rather than abstract themselves from it in 

order to understand how to live a moral life - - a point that resonates with Bauman's 

conception of morality in reflexive modernity. As Elliott (1999) points out, this way of 

writing would acknowledge rather than "blunt" difference. Moreover, as Beck and 

Bauman argue, this way of writing, and indeed theorizing, would bring to the fore 

discussions of how we can face and deal with the uncertainty, ambivalence and risks that 

are associated with reflexive modernity. Below I reflect on some of the implications of 

writing the social from the insider's position, and what this means for how ethicists and 

sociologists can contribute to further research and discussion in this area. 

i) Writing texts from an acknowledged standpoint 

Art and life, observer and participant, detachment and involvement: these are 
tensions that drive the world of the memoirist, the ethnographer, the psychiatrist, 
and, I want to argue, the bioethicist. ... we [bioethicists] are often tempted to 
write about life in a way that is convenient for our purposes, rather than in a way 
that matches up to life in all its comedy and ugliness and disarray. The danger for 
bioethics, as for moral philosophy as a whole, is that of widening the gap between 
art and life still further, of inventing creatures who live only in the pages of 
philosophy textbooks and medical journals, and whose world bears little 
resemblance to the world that we actually inhabit (Elliott, 1999:xvi). 
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Elliott (1999) describes the type of authorship associated with most ethics texts as 

"impersonal detachment": 

Whether it was inherited from medicine or philosophy or both, this standpoint of 
impersonal detachment has given rise to a certain way of thinking and writing 
about bioethical problems (Elliott, 1999: xxiii). 

This standpoint of "detachment" influences the way bioethical texts are written and the 

ways bioethicists analyze and describe biomedical problems. And, it contributes 

significantly to the way texts appear to me as obstacles. Writing from the insider's 

position means abandoning such detachment as appropriate or necessary, and replacing 

the way authors write with an acknowledgement that standpoint is a moral and ethical 

issue. 

To explain this moral task, Frank (2000) understands standpoint as "a political 

and ethical act of self-reflection" (2000:356). He describes the standpoint of the author 

as something that is not "static", and not something that one can "opt out o f (2000:356). 

What I think is important about acknowledging standpoint in one's text is that, as Frank 

argues, it "involves taking responsibility for the ethical effects of your behavior and 

seeking to affect the world through that behavior" (2000:356). The "standpoint of the 

storyteller" links the author with his/her community and each of these aspects "calls the 

other into being" [emphasis added] (2000:356). I link this act of "positioning" with 

moral responsibility in reflexive modernity and the need to restore the place of the 

individual in our communities as a responsible, moral agent. One way this link is 

apparent to me is in the changing nature of standpoint: as Bauman recognizes, "moral life 

is a life of continuous uncertainty" (1997:35). Both the individual and the nature of 

community are in constant flux, and as they call each other into being through the 
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"standpoint of the storyteller", this change is always apparent. More importantly, 

however, standpoint becomes a method through which the individual finds meaning in 

his/her community and calls for solidarity within that community. Acknowledging 

standpoint also provides an occasion to reflect on the way one conceives of moral choice 

and responsibility as it is contextually positioned within community and context. In the 

end, so to speak, standpoint evokes "ethical answerability" and this "answerability" 

evokes the need for the individual to take "responsibility for the Other." 

ii) Centering lived experience 

The acknowledgement of standpoint impels authors to think differently about the 

subjects they write about. The Other and his/her lived experience become central to the 

text. When lived experience becomes the reference for discussion, the way bioethicists 

conceive of the moral problems posed by genetic technologies changes. Problems would 

not be posed through "agentless questions" about a technology that is considered outside 

of its medical context. The "gap" between the issues the women discussed in the previous 

chapter, and the issues bioethicists discuss, would narrow. 

Asking questions about risk, benefit, duty, obligation and justice as they refer to 

the everyday world would also change the type of discussion. The patient's dilemmas 

would provide a basis for developing judgments and policies about the use of new 

technologies. This would replace the tendency to use the "sensory organs" of science and 

"scientific conjecturing" (Beck, 1992) as primary basis for assuming what is a "benefit" 

and what is a "risk" with respect to genetic technologies. 

Referring primarily to the patient and his/her experience with illness also widens 

the scope of the ethical discussion to include the aims of medicine. This would replace 
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the often-accepted presupposition that new technologies will benefit the patient; we 

would also be more concerned with how these technologies are applied rather than with 

how they are meant to be applied. One question that would be raised is whether genetic 

technologies, which aim to eliminate disease, is an appropriate direction for medicine. 

Care, rather than diagnosis and medical treatment might become a focus of further 

discussion. Other questions about the distribution of resources and the costs of new 

genetic technologies would be raised in relation to the current distribution of resources 

within medicine. Contextualizing the debate is what allows these sorts of comparisons to 

be made and to be "on the table" at all times. 

Hi) Changing the audience of the text 

Creating a text which is based on the "subject", would widen the ethicists' 

audience. De Vries and Conrad argue that "only certain actors attract the attention of 

bioethics" (1998:236). By widening the scope of those to whom ethicists speak, the 

concerns of nurses, doctors as well as patients would be counted. In this respect, Elliott 

makes the point that: 

... detached observation is not, of course, the natural perspective of the doctor or 
the nurse, whose involvement with patients may be intensely personal. It seems 
slightly odd, then, that this impersonal style represents the dominant way of 
writing about ethics cases in the faux objective, passive-voiced style of the 
medical case presentation... This makes for an odd match between medical 
experience and reading about medical experience - a gap between the personal, 
even intimate, relationships between doctors, nurses and families as they gather 
around the bed of a dying child, and the detached, clinical prose in which that 
encounter is described (1998: xxviii). 

This raises the point that not only patients, but also doctors and nurses, have to stand 

outside of themselves to understand their medical encounters with genetic technologies 

as they are written in bioethical texts. The problem is that the concerns of patients, 
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doctors, nurses, and indeed the bioethicist, are different, but the expert, professional 

standpoint of bioethics does not allow for these specific "insider" concerns to be seen as 

different nor as equally valid ethically. As De Vries and Conrad explain: 

Somehow the ethically resonant work done by nurses is not labeled "bioethical." 
Nursing ethics is a minor planet in the galaxy of bioethics, offering its 
practitioners little respect and prestige (1998: 235). 

In addition to what De Vries and Conrad assert, I also think that this issue would become 

a question of justice as much as it is one of participation, 

iii) A revision of autonomy 

Many theorists have argued that the current concept of autonomy in bioethics is 

flawed. Autonomy is a principle that is given foremost consideration in bioethical 

discussions and it conceptualizes the moral actor as willful and detached. This view is 

problematic for many reasons. The idea of autonomy detaches the individual from his/her 

community and this move has new, moral consequences in reflexive modernity. As an 

issue of justice and respect for difference, women's concerns are systemically displaced 

and "invisible" to those who shape medical practice. Restoring the actor as a moral agent 

not only gives credence to women's concerns, but it provides a legitimate place for a 

feminist ethics of care. 

Reformulating autonomy would also raise the profile of another interesting 

question posed by some bioethicists. That is, do moral agents actually want more 

autonomy? (Elliott, 1999). I see this as a crucial question that warrants serious discussion 

because it became clear in the Internet discussions that genetic technologies, while they 

offer more choice, also cause real psychological harm. The very "choice" that will allow 

one to "know" their genetic future causes real concern and anxiety for some. The 
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argument that genetic technologies enhance "patient autonomy" seems, in and of itself, to 

legitimate their application. The problem is that this position displaces the question of 

whether women want more choice and, more generally, whether the medicalization of 

disease and reproduction has negative consequences for people's experiences in the 

health care system. 

iv) Facilitating public debate 

It is unclear whether bioethicists take responsibility for facilitating a democratic 

and public debate about the use of genetic technologies. Beck and Bauman argue that 

they must. Beck says: 

Science, which played an essential part in setting everything in motion, has 
excused itself from the consequences and takes refuge for its own part in 
decision-making, into which modernity transforms everything anyway. 
Therefore, what matters now - the conclusion goes - is to make this basis of 
decision making publicly accessible, according to the rules provided for such 
things in the recipe book of modernity: democratization (Beck, 1992: 228-229). 

Summerville (2000) alludes to two of the ways bioethicists might expand their role. She 

comments that it has only been recently that bioethicists and doctors have discussed 

"bedside" encounters at medical conferences. It seems that this should continue - - and 

that the discussion should include nurses. Secondly, Summerville (2000) suggest that 

those who make moral decisions - - about issues like abortion - - are not sufficiently 

aware of the morality involved in their decision. Here she points to a broader educational 

function for bioethicists and professional ethicists. 

One concrete way the bioethicist can facilitate greater dialogue is through the 

Internet. I note that this is already occurring: since I found the discussion I used for my 

analysis, similar discussions seem to be on the Internet and they are easier to find. 

Moreover, increasingly, academic research groups, ethics research institutes and other 
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groups like patient advocacy groups and patient support groups are hosting these 

discussions. These provide relatively accessible forums for exploring the moral and 

ethical aspects of new technologies. Moreover, these forums provide an occasion for all 

who influence medical practice to position him/herself within a much broader community 

and to hear, listen to, and participate in much needed dialogue. 

v) Continued reflection within the profession of bioethics 

A sociological perspective has become a part of bioethics and not necessarily 

because of the work of sociologists; Carl Elliott, whom I have often cited, for example, is 

a bioethicist and physician. The sociological perspective is also evident in journals like 

the Hastings Center Report where articles are written by social scientists. This cross-

disciplinary perspective is important because it allows ethicists to examine their 

relationship to science and medicine within broader theoretical perspectives. As a result, 

questions are more readily asked about how ethicists "do ethics" and the way the 

profession itself maintains and perpetuate the status quo (De Vries and Conrad, 1998). 

Being reflexive about the way the profession is organized also inspires an "ethical 

imagination" about how bioethicists help doctors, patients, nurses, scientists and the 

public resolve the questions genetic technologies present. Moreover, this "positioning" 

of bioethics within sociology displaces the privilege of philosophy as the only legitimate 

commentator on ethics (De Vries and Conrad, 1998). De Vries and Conrad argue that 

sociology has much to contribute to the understanding of how we "do ethics": 

Nearly all bioethicists would agree that the purpose of bioethics is to provide an 
independent and reasoned voice in medical decision making. Here is where 
sociology can help. Careful reasoning requires a full understanding of bioethical 
transactions, wherever they occur: in the clinic, in the classroom, in the offices of 
policymakers or legislative halls. Sociology, with its ethnographic approach to 
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social interaction, offers the possibility of a richer understanding of these 
transactions (De Vries and Conrad, 1998: 234). 

vi) New directions for the sociologist and social theory 

As much as "writing the social" in a "Dorothy Smith way" has implications for the 

ethicist, it also has implications for the sociologist; we too should seek to "narrow the 

gap." And in the same way that bioethicists have applied a sociological lens to their 

work, sociologists like Beck, Bauman and Smart - - each drawing on Lévinas - - have 

applied a moral lens to sociology. But, in order for social research in this area to 

continue, sociologists must remain reflexive about their role in commenting on the 

medical enterprise; sociology needs to continue to be critical about doing a sociology of 

bioethics. 

Steven Seidman (1991) has made an important contribution to this topic. He 

discusses the difference between doing social theory and doing sociological theory and 

he sees this debate as having an important moral and ethical dimension. Seidman argues 

that sociologists should abandon the search for large-scale, foundational theories and treat 

social theories instead as "stories about society that carry moral, social, ideological and 

perhaps directly political significance" (1991:142). He sees this "moral dimension" as 

the "site for more elaborated analysis", an analysis which acknowledges theory's "moral 

voice," and which sees "social theory as a social narrative with a moral intent" (1991: 

142,131). In light of this, perhaps the role of the ethicist is to help the sociologist reinsert 

a meaningful ethical and moral dimension into contemporary sociological inquiry, a 

responsibility which would reconstitute social analysis as concerned with "attempt[s] to 

provide an understanding of the moral difficulties and ethical dilemmas which have 

arisen with modernity" (Smart, 1999:86). 
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raised by individuals considering such practices and how they try to negotiate a moral and 
ethical position around their use. 
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d) responding to any questions posed by participants regarding the nature of my research; 
e) clarifying and gaining further consent for, i f needed, the use of any transcribed data. 
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c) Other controversial/ potentially risky 
manipulations? 
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d) Questions which may be upsetting to the 
respondent? 
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f) Potential for identifying disturbed/distressed 
participants? 
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monitored and that excerpts from their discussion may be used in my analysis. Consent 
will be established based on continued and informed participation of the subjects in the 
chat groups. Participation can be discontinued at any time. Should any of the participants 
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express any level of objection to the use of their statements or comments as part of my 
data, I will simply exclude that participant as part of my study. Provided that the 
participant is satisfied with this course of action, I will continue to monitor the discussion. 
Should any of the groups as a collective express any level of objection to my presence at 
any time, I will not continue to monitor their discussion. 

9a) How do you plan to handle the requirement of confidentiality and/ or 
anonymity? Anonymity entails the collection of data not linked to any 
particular subject, thus, non-identifying data. Confidentiality entails data 
that is linked to a participant either directly identifying or by a particular 
code. In such cases, you need to ensure that any potentially identifying data 
is handled appropriately, (see section (b) below). 

To conceal the identity of the chat groups, the selected groups will be referred to as Group 
X or Y and each respondent will be given a case identification number. The identification 
numbers will not be related or traceable to the individual identities of the respondents. It is 
anticipated that the identity of each of the participants in the selected groups would have 
already been disguised with the use of pseudonyms. Where the respondent's identity is 
revealed or may be potentially linked to the data extracted for my study, his/her name will 
be deleted and replaced with an identification number. 

9b) Please provide details as to the storage and ultimate disposal of records/ data: 
(i) what precautions will be taken to ensure that data is not 

traceable to given subjects/participants. 
(ii) where this is not possible, who will have access to the data; 
(iii) where and how the data will be stored; and 
(iv) for how long the data will be stored. 

(i) To ensure that data is not traceable to the participants, all retrieved information from the 
chat groups will be stored separate from the respondent's actual or pseudonym name. 
(ii) In any case where precautions cannot be taken to ensure that data is not traceable to 
given subjects/participants only my thesis supervisor and myself will have access to the 
extracted data. 
(iii) The database of transcribed comments will be stored in the principal investigator's 
personal files or with my thesis supervisor. 
(iv) Data will be stored until the research project is completed. 
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