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Introduction
M artin G unnarson
F redrik S venaeus

This book is the outcome of a research project at the Centre
for Studies in Practical Knowledge, Södertörn University,
funded by the Baltic Sea Foundation. The main participants
of the project were one philosopher—Fredrik Svenaeus—
one historian—Ulla Ekström von Essen—and three ethnologists—Martin Gunnarson, Susanne Lundin and Markus
Idvall—from Södertörn University and Lund University,
but we also benefitted from the help and advice of medical
researchers and physicians from the Karolinska Institutet
—Annika Tibell and C. G. Groth—and many other scholars
from Sweden and abroad, especially from the Baltic Sea Region. You will find some of our collaborators represented
as authors in this volume, but most of them are not on the
list of participants, since they, for ethical reasons, have to
remain anonymous. The persons in question have helped
us with information about and access to practices which are
precarious objects of study—organ transplantation and organ trade—subjects that are highly sensitive and often hard
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to speak about for the people involved. We want to thank
the health care personnel, patients and other persons, who
have generously offered us their time without any other
return than to be able to support the growth of knowledge
and reflection in this field. We hope that this book and other
outcomes of our research project, such as articles in journals and newspapers, and presentations at conferences and
meetings with the public, will help to build sound political
judgement and policies on organ, tissue and cell donation.
The rules and procedures of organ, tissue and cell transfer
are, indeed, vital, not only in the sense that they concern
who will live and who will die, but also in the sense that
the decisions in question determine how we are to view the
moral essence of human relationships as such. What duties
do we owe to each other regarding the giving away of what is
most intimately ours: our bodies and the organs, tissues and
cells they consist of? And what limits should we set regarding procuring and transferring the “things” in question?
Organ transplantation took its first tottering steps in the
late 1950s. Successful transplantation of tissues and cells,
such as skin and blood, began a little bit earlier than that
(Tilney 2003). Organ transplantation has in the course of
the last 50 years expanded exponentially, both in terms of
survival rates and the number of people on the waiting lists.
Advances in immunosuppression, prevention of infection
and other improvements in medical measures have led to
success, and, as a result, the number of patients who are
considered eligible for transplantation has increased. The
range of conditions for which transplantation is offered has
widened, and transplantable organs now include kidney,
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liver, heart, pancreas, and lung. Dead donors can provide all
of these organs, while living donation is restricted to kidney
and sections of the liver, lung, and pancreas. A consequence
of this dramatic expansion in life-saving potentiality has
been a worldwide demand for organs, far exceeding their
current availability from either living or cadaveric sources.
From all corners of the globe, one now hears the talk of a
“shortage of organs” (Lock and Nguyen 2010, 234–36).
Parallel to the advancements in organ transplantation
we have also witnessed medical developments related to
the transfer between bodies of tissues and cells that are not
strictly organs, such as bone marrow, blood, skin, and gametes. We are moving into an era of “tissue economies”: the
transfer and circulation of human tissue on a global scale
(Waldby and Mitchell 2006). This includes the donation of,
and trade in, sperms and ova, as well as the in vitro fertilization and implantation of embryos, and, in some cases,
the rental of uteruses for these embryos to grow in (surrogate motherhood). Tissue engineering (growing organs
from stem cells cultivated in the laboratory) is a technology
which might become a reality in the future. But considering
the case of xenotransplantation (using genetically modified
animals to harvest organs for humans), a technology which
looked very promising 20 years ago but came to a total halt
because of the risks of zoonosis (transfer of viruses between
species), one should be careful when assessing what clinical
options organ engineering in the laboratory will be able to
provide (Sharp 2007).
There are three metaphors that guide contemporary
thinking about organ, tissue, and cell transplantation as it
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is increasingly focused and debated. These metaphors: the
body being looked upon as a gift, as a resource, and, as a
commodity also make out the main title of our research
project, and, indeed, the title of this book. Although the gift
is the sanctioned metaphor for donating parts of the body,
the underlying perspective from the side of states, authorities, and the medical establishment often seems to be that
the body shall be understood as a resource. The recent shift
in many countries’ legislation from informed to presumed
consent regarding organ donation from brain-dead patients
is a clear sign of this. So are the even more recent attempts to
reframe and expand the number of bodies available for donation by implementing DCD (donation after cardiac death)
in cases where total brain infarction does not occur, but the
hope of recovery to consciousness and a life worth living is
(close to) zero. Giving away one’s organs when one does not
need them any more (when one is dead, or, perhaps rather,
“dead enough”) is increasingly framed by states as a gift one
cannot refuse to give, provided that one has been properly
informed about what the decision means to those in need
of an organ. Framed in this manner, the refusal to donate
becomes viewed as irrational. What rational person would
want to keep something that he or she does not need when
others are in desperate need of that very thing? As a consequence, all citizens’ willingness to give the “gift of life” of
organ donation can be presumed. Organs are too precious to
be wasted because people are irrational or egoistic, or simply because they do not want to think about their own death
before they pass away. This is the message sent worldwide
by the metaphor of the “gift of life”.
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Thus, paradoxically, the “gift of life” metaphor simultaneously underpins and conceals the prevalent “resourcification” of organs for transplantation. The view of organ
donation as a gift one cannot refuse to give, resourcifies the
body. At the same time, however, this is effectively hidden
from view precisely by the continuous use of the metaphor
of the gift.
But is a gift that is presumed really a gift? And if one’s
dead body is such a valuable resource for helping others in
grave need, should it still be considered an object that one
is entitled to control the ways of even when one is dead?
Perhaps the right thing to do would be to once and for all
let go of the gift metaphor and officially start referring to
the brain-dead body as a resource. In the wake of such a
rhetorical shift, a political space might open up allowing the
implementation of policies aimed at increasing the number
of organs available for transplantation. But as we all know,
leaders who propose changes of such nature would almost
certainly risk committing political suicide.
The problems of implementing strategies aimed at increasing the number of organs for transplantation are many
and hard to solve, everybody involved knows this. In this
context, not only politicians risk losing the trust of people,
health care practitioners do, too. Whether we are talking
about making consent as a necessary requirement for donation weaker, or about making the donor pool larger by
moving from total brain death to a criteria based on that
the parts of the brain necessary for being conscious and
feeling pain are forever gone, mistrust may easily arise
and spread if patients in some situations move from being
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a subject of concern in their own right to being a resource
for the concern of others. Emergency care to keep organs
fresh for transplantation, rather than trying to save the life
of the person that the organs presently belong to, are hard
to handle, for health care personnel, as well as for relatives. Every prognosis in medicine has a certain percentage
of uncertainty to it, and if we move from total brain death
to less strict criteria (either directly or by the way of DCD)
the chances (even if still very close to zero) will rise that
somebody diagnosed as dead will come back to life (meaning coming back to consciousness). And even if this does
not happen in a case which has been strictly controlled, it
might happen, or, at least, be said to have happened, in other
cases which involve coma not being sufficiently diagnosed
to determine if it is irreversible or not.
But the potential mistrust does not stop with doubting
if the doctors are able to determine if a person is really irreversibly gone despite blood flow, breath and other bodily
signs of “life” being visibly present. Our trust in doctors,
after all, is much higher than the trust we put in other
scientists, not to mention politicians and business leaders. The main problem is not that people in general do not
trust doctors to be able to make a good prognosis in cases of
brain injury. The most detrimental effect of the prevalent
resourcification of the body is rather that it paves the way
for a commodification of the body. Medicine, as some of the
contributors to this book are trying to show us in more detail, is not sealed off from the market economy, a fact that
is not least evident in the increasing monetary value that
is assigned to human body parts. The total worth of all 150

Introduction

reusable parts of a brain-dead body is today estimated to be
around 230,000 dollars (Sharp 2006, 11). In their advocation
of state-controlled “compensated living kidney donation”
three Swedish scholars have concluded that “a payment of
up to $ 250,000” would be a “cost-effectiv” compensation
to a person who agrees to donate his or her kidney (Omar,
Tufvesson, and Welin 2010, 94). These examples clearly
show how easily a resourcification of the body becomes a
commodification.
The body as commodity is the third metaphor used in
contemporary discourse to frame the ontology of the body
in the case of transplantation. As we touched upon above,
there is an acute scarcity of organs for transplantation, a
scarcity that generates a desperate demand in relation to a
group of potential suppliers who are desperate to an equal
extent (desperately poor). As a consequence, the transfer of
body parts is increasingly organized in the form of a global
transplant trafficking scene, which is illegal, but still a reality and an option for the rich (the buyers in North America
and Western Europe) as well as for the poor (the sellers in
Asia and Eastern Europe). Poor people, with no or little
property, have been selling their labour to the wealthy for a
very long time. Now they are also selling parts of their bodies (kidneys, oöcytes) in order to mitigate their misery. That
the misery in question is often aggravated rather than mitigated by the transplantations of kidneys—the medical condition of the sellers is worsened and most of the money ends
up in the hands of organ brokers and medical clinics—is the
sad, present reality of organ trafficking (Scheper-Hughes
2003). However, the body is not only commodified through
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illegal trade. Commodification also occurs in legal, but still
ethically problematic, businesses involving tissues and cells
procured from dead bodies, patients and healthy subjects,
who, for various reasons, choose to give or sell parts of their
body such as blood, hair, sperm, or ova.
The ethics of organ transplantation is tied to the question
of what kind of relationship we have to our own bodies. How
can it be that a person who is allowed (and, indeed, encouraged) to give parts of her body away is not allowed to sell the
same parts to a buyer who is prepared to pay the price? How
can I be the owner of something (my body) that I am still not
allowed to sell? This is the paradox which haunts contemporary bioethics on this topic. Since the donation of organs
is taken to presuppose ownership, how can this ownership
rightly be restricted by the liberal state, especially if the
selling in question could be organized in a (legal) manner
which would benefit not only the buyers but also the sellers
in question (Erin and Harris 2003)?
There are a number of strategies that scholars have tried
to apply to solve this problem, ranging from comparisons
with other accepted ownership-right restrictions regarding
one’s own body and person (prohibitions against slavery,
suicide or prostitution), to arguments stressing the bad consequences of organ markets (risks of exploitation of sellers,
decreasing numbers of donations, threats to the altruistic
society as such) (Campbell 2009). However, all these strategies appear to share one premise: in order to defend the
gift metaphor one needs to take for granted that we own our
bodies. This premise is deeply ingrained in bioethics as it
is practiced today, especially in the US: the liberal heritage
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with its focus on personal autonomy is a property-based
model, which ever since Locke has been founded in the
person’s ownership of her body. This ethics could be rights
based—a person has a fundamental right to decide over her
own body, a right which nobody can take away from her—or
it could focus rather on autonomy and personal freedom as
the guiding principles of bioethics in general.
The main current of thought supplementing personal
autonomy in bioethics today is utilitarianism. Utilitarianism can be framed as a major alternative to rights-based
ethics—if others could benefit more from my belongings or,
indeed, organs than I do, they should have them, since future utility for everybody involved is what matters, not what
happens to belong to me presently (and this includes my
body and life)—but it often rather joins forces with autonomy
talk by accepting the same thin version of what it means to
be a person. If liberalism (libertarianism) with its focus on
personal autonomy and freedom is the principle defender
of the body as commodity metaphor, utilitarianism could
be viewed as the principle defender of the body as resource
metaphor, most often in different merged versions. In both
cases the idea of giving is grounded and developed in a way
that, too often, is not deep and consistent enough to help us
in addressing the real life ethical dilemmas of organ, tissue,
and cell transplants (Svenaeus 2010).
The contributors to this volume are all trying to find
ways of analysis that do not get caught in an ownership or
resource-commodity way of thinking from the start by way
of assuming a disembodied, non-contextualized picture of
human nature. In the liberal, as well as the utilitarian, tra-
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dition teaming up in contemporary main stream bioethics,
this thin version of philosophical anthropology is a too often
overlooked, problematic starting point. Human beings are
not just rational, welfare maximizing minds, or brains, and
they do not take decisions about what to do with themselves
and others in a cultural and societal vacuum. The relationship between a person and her body, as well as between persons in a culture and a society have to be mapped out and
analysed in a “thick” way (Geertz 1973), if we are to move beyond an ideological or simply false version of philosophical
anthropology. The methods used in this volume to achieve
this task range from proceeding from thicker versions of
theory, such as phenomenology and cultural analysis, to
various ways of introducing the thickness of real life by the
use of empirical material. Most of the contributors are, indeed, neither philosophers nor bioethicists, but rather ethnographers, historians of ideas or art, or sociologists. And
as the bioethicists bring in empirical material to guide their
theoretical analysis, the other researchers bring in theories
of philosophical origin and nature when they dwell upon
the meaning and significance of empirical findings. This
way of cross fertilizing philosophy, history, and cultural and
societal analysis has been the aim of our research project
from the very start.
The chapters following this introduction are arranged in
a way that presents, one after the other, the three metaphors
of the body in our research project, starting with the body as
gift, proceeding by way of the body as resource, and ending
in the body as commodity. Although all three metaphors as
ways of conceptualizing and making use of the human body
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can be found throughout human history, the present drive
of commercialization will increasingly force us to identify
and scrutinize the way these metaphors are used. Not only
in addressing the fascinating question of what kind of an
object (subject) the human body is, but also in trying to decipher what interests lurk behind the use of the metaphors in
question when claiming that human bodies, organs, tissues
and cells are gifts, resources or commodities. We hope that
this volume to a certain extent will address and remedy this
need of a hermeneutics not only of depth, but also of suspicion (Ricoeur 1981), in the case of organ transplantation and
other medical technologies involving the transfer of human
tissues and cells. As a last part of this introduction we will
give brief descriptions of each of the eleven chapters of the
book. For information about the authors please also see the
notes on contributors.
Kristin Zeiler’s chapter is an attempt to spell out a phenomenological account of in what way the idea of the gift can
be used as a basis for transplant ethics and other instances
of bodily giving. Her strategy is to examine implications
of a Levinas-inspired ethics in this field. Levinas’s ethical
approach illuminatively highlights the basic sensitivity at
stake in human relations, and the ethical urge to care that
we may experience when facing someone in need. However,
there are also problems to Levinas account, concerning the
layout of the phenomenology of approaching the other, and
in what way the ethical urge felt in this meeting should be
interpreted in the realm of a normative ethics trying to spell
out rights and duties. Zeiler tries to face these problems,
identifying wanting points in Levinas’s philosophy, but she

19

Martin Gunnarson & Fredrik Svenaeus

20

also tries to bring the ethics in question to new possibilities
beyond the position of Levinas. She identifies three major
strands in phenomenological ethics—phenomenology of
moral experience, phenomenological approaches to moral
philosophy, and critical phenomenological ethics—which,
she argues, have to be carried out in an integrated way in
order to provide a phenomenological ethics of bodily giving
which not only attends to the other as a person who I am
responsible for, but does so in a way that brings out how
particularities of embodiment and cultural norms influence
the way this responsibility should be understood.
Fredrik Svenaeus analyses, from a phenomenological
point of view, changes in identity and selfhood experienced
by people going through organ transplantations. Similarities and differences between cases are fleshed out by way of
identifying three layers of selfhood in which the procedures
have effects: embodied selfhood, self-reflection, and socialnarrative identity. Organ transplantation is found to be tied
to processes of alienation in the three layers of selfhood,
first and foremost a bodily alienation experienced through
illness or injury and in going through and recovering from
the operation. However, in cases in which the organ in
question is taken to harbor the identity of another person,
because of its symbolic qualities, the alienation process
may also involve the otherness of another person making
itself, at least imaginatively, known. Such an otherness of
the other is not only experienced, but also explicitly worked
through (or rejected) in existential self-reflection through
the medium of stories. The material for the phenomenological analysis in the chapter is brought in from such stories:
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two accounts of kidney and heart transplants offered by patients who also happen to be novelists (Slavenka Drakulic´)
and philosophers (Jean-Luc Nancy).
The emergence of biotechnologies dealing with organ,
tissue, and cell transplantation, as well as with genes and
genetic information, has changed the way not only experts
but also laypeople view the structure and essence of the human body. Aivita Putnina provides a deeper look at the way
this has happened, taking recent developments in Latvia as
her starting point. She revisits the introduction of the modern medical concept of the body into the Latvian language
during the 19 th century, and discusses the implications of its
use in relationship to other older terms used to talk about
the human body. She then revisits field material collected
during the last five year in Latvia concerning the impacts of
four biotechnologies—stem cell technology, genomics, organ
transplantation, and xenotransplantation—on perceptions
of the body and its parts. Putnina’s focus in the chapter is
on how the new ways of thinking about the body found in
lay interpretation of medical technologies are not devoid of
personal meanings, but rather creates new social meanings
and bonds through the significance given to the technologies in shaping human lives. These interpretative processes
depend upon patterns which involve religion and politics,
as well as the terminology and structure of the language
that people in a country speak. But they can also rest on
misunderstandings or popular versions of the science of
the body.
Martin Gunnarson takes on the challenge of showing
what negative consequences the prevailing use of the “gift
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of life” metaphor might have for persons suffering from
kidney failure. He tries to unsettle the conception of life
with dialysis as mere waiting, suffering, and dying, and life
with a functioning transplant as a return once and for all
to a healthy and normal life, by unmasking the complexity characterizing the relation between the two treatment
alternatives. His analysis, based on interviews with dialysis
and transplant patients in Stockholm and Riga, shows that
the simple opposition between dialysis and transplantation
created and sustained by the “gift of life” metaphor does not
hold. Rather, from the perspective of persons with kidney
failure, the relation between the two treatment alternatives is strikingly complex. Besides being the prevailing
metaphor for promoting the donation of organs, labelling
donation a “gift of life,” in Gunnarsons view, serves two
purposes. First, it safeguards the normalizing ability of
biomedical intervention. Viewed from the perspective of the
“gift of life,” transplantation does not only save the recipient’s life, but it also restores health in such a way that the life
that was interrupted by the onset of illness may be resumed.
Second, imagining transplantation in this way sustains the
moral economy in which individuals become responsible
for working on and actualizing themselves. Freed from the
passivity and suffering caused by the dialysis machine the
kidney recipient is able to resume responsibility for and
take control over his or her body and self. Through the “gift
of life” metaphor a sharp line between normal—life with a
transplant—and abnormal—life with dialysis—is maintained
for ideological as well as practical purposes.
Ulla Ekström von Essen puts the spotlight on the found-
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ing patterns of the social welfare state in displaying and
criticizing arguments found in Swedish governmental and
expert discourses on organ donation policy. Sweden has a
long tradition in which experts, not least physicians, have
had a strong influence on social and health policy objectives.
In comparison with other countries, the Swedish politics of
“putting things in order” leads to rapid changes in cultural
attitudes when experts and politicians team up in massive
information campaigns on health issues. A good example of
this is when brain-related death criteria were introduced
into Swedish law and health care in the 1980s. This was done
in a both programmatic and corrective manner: the experts
defining brain death tried to determine society’s general
understanding of death through simplification and homogenization. Drawing on this history Ekström von Essen attempts to show what happens when the tradition of expert
governance meets the established gift-discourse of organ
transplantation in Sweden today. She identifies such normative acrobatics as “donation is a right which society must
ensure” in the debate on DCD, and provocatively asks if we
are facing a future scenario in which preparatory treatment
to dying patients will simply be communicated as “the right
to give.” As she points out, this is hardly in line with contemporary ideas about how trust is created—through openness,
transparency, and participation. In Sweden we should be
ready for a public, open, and thorough discussion about donation, death, and dying that neither hides nor embellishes
what is really at stake, she argues.
The next contribution brings contemporary art into the
analysis of different ways of giving, resourcing, and com-
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modifying the body. Displaying (with pictures), describing
and explaining works of body art and bioart Max Liljefors
attempts to show how the body and its parts can move into
the focus of our attention by the performance of the artist
and in this process display a new and unexpected significance. Liljefors looks at three works from different periods:
Marina Abramovic´ ’s performance Rhythm 0, from 1975, in
which Abramovic´ abandoned herself, concretely and dangerously, to the hands of an audience; Mona Hatoum’s video
installation Corps étranger, from 1994, which visualizes and
explores a kind of threshold between selfhood and alterity
in the artist’s own body; and the installation Tissue Culture
& Art(ificial) Wombs Semi-Living Worry Dolls, from 2000,
by the artist group Tissue Culture & Art, in which human
biology is juxtaposed, or better, pitted against the Gestalt
of the human body. Liljefors uses Bataille’s anthropological
philosophy of excess, Laplanche’s psychoanalytic theorization of otherness, and Sartre’s literary account of existential
alienation, to elucidate a theme which he argues is essential,
in different ways, to the artworks in question: that of a social and societal disquietude related to the foregrounding
of the materiality of the body. He tries to show how works
of body and bioart are not only about performing certain
embodied subjectivities, but about disconnecting the body
from subjectivity, revoking voice and agency from it, rendering the body mute and impassive, reducing it to a state of
senseless corporeality. “This artistic de-subjectification of
the body, contrary to what one might expect, does not produce a harmless, docile and easily controlled body, but, on
the contrary seems to revitalize the body with a new and
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subversive energy, recharge it with a dark vitality, a foreign
life of its own,” as he writes.
The starting point of the chapter by Markus Idvall is that
organ transplantation has developed, worldwide, as a profoundly national phenomenon. We have learned to recognize human organs as national resources in various kinds
of contexts. In most Western countries, and elsewhere as
well, transplant programmes have been developed nationally; that is, we have seen the formation of a plethora of interior systems based on national law, national regulations,
and national infrastructure. In the rhetoric of these different transplant communities, kidneys and other organs have
regularly been represented as a kind of societal resource. A
peculiar type of national economics has developed, based
on annual statistics reports on transplantation and donation
rates within the boundaries of each nation-state. Despite the
national focus, transplant programmes have never been disconnected from the international arena. On the contrary,
in parallel with its national orientations, transplant society
is very much dependent on different kinds of international
collaborations. One such form of collaboration is the founding of transnational exchange programs for organs, such
as Eurotransplant. Idvall focuses in his chapter on two less
well-known organ-exchange organizations—Balttransplant
and Scandiatransplant—in a cultural and historical analysis
based on extensive fieldwork. He points to the central importance of transnational giving to the cultural economics
that regulates the relationships between transplant centres
and, in extension, between organ recipients and donors. In
this regard, transnational giving is constituted on the basis
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of a kind of national imagination that surrounds any organ
given across national boundaries with a certain form of
moral dynamics. Competition and trust between transplant
centres seem to be influential in how this transnational giving is handled in practice. They frame the forms of ideas that
direct people’s minds and practices when an organ is given
as a societal resource between nations.
Mark Schweda and Silke Schicktanz try to disentangle
the same kind of mixed message that is scrutinized in the
chapter by Ekström von Essen, but this time primarily on
the basis of the German, rather than the Swedish, public discourse on organ donation. On the one hand the option to give
is framed as a duty, on the other hand as an act of generosity,
a message that is clearly not consistent and therefore risks
generating confusion and mistrust. The authors suggest that
we should focus on the complex role of the idea of “responsibility” in public and political discourse to find a better alternative than the ones driven by concepts such as duty, generosity, or right. The focus on “responsibilities” is motivated
by two considerations: First, responsibility is a concept
commonly used in legal, public, and moral discourses on
organ donation, but mostly in an underdetermined, implicit
way. Second, the analytical scope of responsibility is rather
broad and able to comprise care ethical approaches as well
as consequentialist positions together with deontological
models. In order to make these qualities productive for the
debate on organ donation the authors explicate the concept
from a moral philosophical point of view, developing a descriptive conceptual matrix which allows them to classify
and analyse different forms and aspects of responsibility in
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the organ donation context. Against this background they
discuss hypothetically what shifts in the identified responsibilities would take place if the current system was changed
from “altruistic donation” to more commercial practices, a
shift suggested by some contributors to the public debate as
the best way to increase the number of organs available for
transplantation by way of different regulated models.
In the next contribution Catherine Waldby takes a close
look at a new form of emerging business she names “reproductive labour arbitrage”: the trading of fertility across
borders. The European Union oöcyte market has developed
into a vigorous cross-border trading zone, despite an explicit
regulatory commitment to the maintenance of a compensated gifting system. It forms part of a more general phenomenon in which informal labour relations and transactional
recruitment are increasingly displacing voluntarism and
gift relations in the areas of tissue donation and in human
medical research. If we contextualise the situation of European oöcyte vendors, Waldby argues, we can see that such
reproductive labour forms a continuum with other kinds
of often informalised feminised labour. Care, nurture, and
fertility are priced and traded across borders through processes of labour arbitrage, exploiting the precarity of young
women in particular regions of Europe. In particular, we
can see that East European feminised labour increasingly
provides both the elements of biological fertility and the elements of nurture required to create and maintain families
elsewhere, for others. East European women provide both
well-educated care and fair-skinned biological capital.
They are not by any means the only group of women caught
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up in this more general economy, but they do provide the
most salient example of ways that particularly fair-skinned
women with precarious lives might capitalise on their biological qualities and transform them into negotiable assets.
The chapter by Erik Malmqvist continues the discussion of what trade in human body parts might mean to us
in terms of self understanding and potential exploitation of
human capital. Human tissues and products derived from
such trade are increasingly being circulated on a large and
complex international market. Malmqvist compares two
different forms of bodily commodification that so far have
received relatively little scholarly attention. The first, the
global trade in hair sacrificed by Hindu pilgrims, might appear to have little to do with the cutting-edge technologies
and high stakes of modern biomedicine. Fascinating as it is
in its own right, the hair trade is also interesting because it
helps bringing into view a set of ethical concerns surrounding another practice: the handling of transplantable skin
and musculoskeletal tissue from deceased donors. Given
that the commodification of hair from Hindu pilgrims seems
quite innocent, why think differently about the remarkably
similar commodification of skin and musculoskeletal tissues from dead donors? Malmqvist suggests that the salient
differences between the two practices have less to do with
what body parts are given away for trade, than with why
they are given and with the wider practices within which
they are traded. Hair is offered to God, tissues to a worldly
recipient—a difference that gives donor families a stronger
claim than pilgrims to know about and restrict how their
gifts will be used. Further, the trade in temple hair ben-
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efits pilgrims in the sense that it facilitates their pilgrimage
(the money gained from it being used collectively for this
purpose), whereas this is not the case with donor families.
However, Malmqvist also raises the concern, that the temple hair trade, while obtaining its hair in legitimate ways,
nonetheless stimulates illegitimate hair collection. Similar
worries about the tissue market may not be misplaced, since
it also serves to increase the attractiveness of the body parts
in question.
In the last contribution to the book Sara Berglund and
Susanne Lundin explore illegal trade in organs by way of
an in-depth interview study with Swedish citizens who have
travelled abroad (most often to their former home countries)
to buy a kidney. In relation to the medical and cultural context they live in, these persons have acted in a morally problematic way when they left the Swedish waiting list and paid
for an operation abroad. Therefore it is interesting to scrutinize their reasons for doing so and how they legitimize
their choice of action. Even if the patients have not actually
broken the law, their acts are stigmatized and condemned
on ethical grounds within the health-care system as well as
in society at large. The transplanted persons each describe
themselves as critical of kidney trade from the perspective
of principle. But, simultaneously, when they talk about their
own situation, they take another stand. Interestingly, they
talk about their health and survival as something vital, not
only to themselves, but also to others (family members, the
employees of their private businesses, and so on). In this
sense, they have not acted egoistically, and, as they also
point out, they have tried to take measures to ensure that
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the persons they have purchased their grafts from have been
duly compensated and taken care of. Furthermore, the persons in Berglund’s and Lundin’s study are doubtful whether
they ever would have been transplanted if they had stayed
on the Swedish waiting list, this because of their foreign
origin, not being “proper Swedes.” These arguments are
interesting regardless of whether they are viewed as proper
concerns or mere rhetoric strategies to legitimize a behaviour that is generally seen as suspect. They show how the
general ethical views that people have on phenomena like
organ trade are easily changed or compromised by personal
needs. People may be generally negative towards different
kinds of medical procedures or medical tourism but accept
them in specific situations. Possibilities may be pointed out
on the personal level (a transplant gives life), while risks
and threats are discussed when biotechnologies are looked
at from a societal perspective (buying an organ is wrong).
The chapter by Berglund and Lundin illustrates how ethical dilemmas and decisions are handled and legitimized on
different levels. It shows how negotiations between the level
of principle and the personal level are culturally embedded
and manifested in narratives about illness—stories in which
the persons interviewed give voice to their own experiences
of why they bought a kidney abroad.
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With Levinas against Levinas
Steps Towards a Phenomenological
Ethics of Bodily Giving in Medicine
K ristin Z ei l er

phenomenologica l ethics
Medical therapy, research, and technology make it possible
for us to give parts of our bodies to others in new ways, during our own lifetime. This is the case in various forms of
organ, tissue, egg, and sperm donation. It is also the case
in practices of surrogate motherhood, in the sense that a
woman gives of her own body as a site for an embryo to develop during the nine months of pregnancy. Some of these
forms of bodily giving, as it will be labeled here, can save the
recipient’s life. Others can result in new life being brought
to existence. On the one hand, these forms of giving can be
experienced as beautiful and meaningful acts, on the part
of donors and recipients (Sanner 2003; Zeiler, Guntram, and
Lennerling 2010). On the other hand, the concept of “giving”
can be questioned, in this context, and there are nuances to
explore. We may ask about the conditions for this giving, and
we may wonder if sacrifice is sometimes not a more accurate
description of that which takes place when someone “gives”
a body part to someone else (Mongoven 2003).
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Ethical analyses of bodily giving in medicine, such as
different forms of body-part donations, commonly centre on
whether decisions to give of one’s body really are autonomous (Reding 2005; Zeiler, Guntram, and Lennerling 2010),
on the magnitude of different health risks to donors, and
on what risks qualify as ethically acceptable (Delvigne and
Rozenberg 2002; Patel et al. 2007). In cases which involve the
transaction of money, one more topic is common: the meaning and risk of exploitation (De Castro 2003; Widdows 2009).
The ethical debate has also been coloured by two major
conceptions of embodiment: a property conception of embodiment according to which I own my body, and a phenomenological conception that highlights how I, as a subject, can
experience my body not only as something that I have but
also as what I am (Merleau-Ponty 1962). 1 The latter conception has enabled analyses of some recipients’ experience of
no longer being themselves after having undergone transplantation (Waldby 2002; Shildrick et al. 2009; Zeiler 2009).
It has also been valuable in the analysis of differences in
what it can mean to undergo kindey and heart transplantation (Svenaeus in this volume). So far, however, there have
been few efforts to elaborate phenomenological ethics of
bodily giving in medicine (see Leder 1999 and Diprose 2002
for some exceptions to this general tendency), but it has been
suggested that Emmanuel Levinas’s ethics would be a useful
starting point in this regard (Perpich 2010; Svenaeus 2010).
The aim of this chapter is to examine implications of a
Levinas-inspired ethics in the analysis of bodily giving in
medicine. Levinas’s ethics is illuminative in its acknowledgement of the other human being as always ungraspable
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and irreducible to the self’s own thinking. It also has more
problematic sides, as when Levinas uses pregnancy as the
example of an ethical relation par exellence and describes
the feminine as the absolutely Other (as discussed, for example, by Brody 2001, Katz 2001, and Guenther 2006). Furthermore, its focus on a far-reaching responsibility of the self for
the other person has made some describe it as an ethics for
martyrs, and one may wonder if it is useful in a discussion
of possible limits to what one should give to the other, since
Levinas (2007, 98–100) somewhat provocatively states that
also the prosecuted is responsible for the presecutor.
The chapter is divided into three parts. First, I outline
three strands within the field of phenomenological approaches to ethics and situate the present chapter within
this larger field. Second, I discuss some main features of
Levinas’s ethics, such as his conceptions of sensibility and
subjectivity, and his emphasis on the self’s openness to, responsibility and respect for the other. I also examine Levinas’s (ibid.) statement that we should preferably not note the
particularities of the other, when we are in the face-to-face
encounter. This is an important point for his approach, for
reasons that will be discussed in this chapter. It is also problematic, and it evokes questions about what it means to see
the other, face to face, at all and what it means to face this
other rather than other others (see Ahmed 2002; Diprose
2002). It also evokes questions about what it means to respond to the singular other and about the role of embodiment
in Levinas’s ethics.
These issues are critically examined in the second part
of this chapter. I suggest that we need to argue with Levinas
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against Levinas in order to elaborate a phenomenological
ethics that helps us to examine ethical aspects of that which
takes place in cases of bodily giving in medicine. This suggestion comes close to that of Rosalyn Diprose (2002) when
she suggests that we need a phenomenological ethics that
(i) acknowledges that human existence and coexistence is
characterized by openness to the other and (ii) allows for
an examination of social asymmetries. My reasoning will,
however, proceed in somewhat different ways than hers.
Levinas offers a thought-proving analysis of the faceto-face encounter and he states that we should preferably
not note the particularities of the other when in the ethical relation. I will argue that a phenomenological analysis
of how corporeal specificity is given meaning, by self and
other in the face-to-face encounter, become crucial in order
to elaborate an ethics of bodily giving in medicine. In other
words, we need to attend to particular modes of encountering the other (as suggested by Ahmed 2002, 562) and to how
particularities of self and the other, as interpreted by these
individuals, inform the face-to-face encounter. I end—in the
third section—with a discussion of why such an analysis is
needed.
A note on terminology is needed by way of introduction.
Some phenomenologists contrast ethics with morality and
describe morality as a set of rules or principles for behaviour . Building on the etymological link between ethics and
ethos, where ethos can be translated as dwelling or habitat,
Diprose suggests that ethics should be concerned with the
34
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problematic of what constitutes one’s habitat, the problematic of corporeal self-formation in relations to other social
beings and within the laws and discourses that regulate
those relations. At issue in such an ethics is the extent of
injustice perfected by normalization and intolerance of,
and discrimination against, different modes of dwelling.
(Diprose 2005, 239)

In such reasoning, ethical questions are questions of what
world we have been familiarized with as particular embodied beings, who we are, how we relate to and should relate
to others, and how we can and sometimes should move beyond that which is familiar. The ethical analysis includes
both what may be called “proto-ethical” in (some strands
of) analytic moral philosophy, such as the conditions for
self-formation, and that which belongs to the field of normative ethics, such as the question of how human beings
ought to live together. I use the concept of ethics as including
concerns about what world we have been familiarized with,
how we are formed in interactions with others in this world,
and how we ought to live together within it. 2

thr ee str a nds of phenomenologica l ethics
There is a growing interest in phenomenological approaches to ethics, 3 and I suggest that three major strands can be
discerned within this field. The first strand, the phenomenology of moral experience, examines what it feels like to
be in a situation that the subject experiences as ethically
sensitive, problematic, or promising and what being in this
situation means to the subject. This is often done with a
focus on the structure of that experience. To give some ex-
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amples, it includes analyses of “direct moral obligations,”
that is, experiences in which the subjects felt bound to act
in particular ways because of something in this particular
situation (Mandelbaum 1955) and analyses of experiences
of objectification (Bartky 1990; Beauvoir 2009) or shame or
guilt (Fuchs 2003; Guenther 2011; Sartre 2010).
The second strand is tentatively called phenomenological approaches to moral philosophy. Some research in this
strand starts in an analysis of human being-in-the-world,
which also includes being-with others, and moves from this
level of analysis to an examination of how we ought to live together. This can be exemplified with phenomenological work
on how the other is encountered in the forming of the self, on
different ways of encountering the other (Weiss 1999; Diprose
2002), where some ways of encountering the other are seen
as better than others. 4 Some such work start in ontology and
move to ethics. Other work, such as Levinas’s, want to distinguish ethics from ontology, see ethics as prior to ontology,
and emphasize human vulnerability, responsivity, and openness to the other as ethical modes of being (see also Perpich
2008). This is where the present work is situated.
I suggest that there also is a third strand, which typically
focuses on and critically interrogates “lines of privilege,”
that is, dominant modes of being, thinking, feeling, and
acting, in particular cultural contexts (Ahmed 2006, 183).
Research in this strand explicitly examines (not only or primarily how the self is formed in relation to others and what
this can mean for the singular subject, but also) how dominant forms of being-in-the-world can and do become taken
for granted. Such processes can have marginalizing effects
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on subjects who do not “fit” or cannot be aligned along these
dominant lines of thinking, feeling, and acting. I label this
work critical phenomenological ethics, for lack of a better
term. 5 Now, however, I turn to Levinas’s ethical framework.

lev inasi a n ethics
Levinas theorizes the meaning of ethics and embodied subjectivity in new ways. He does so by introducing the concept
of the Other (l’Autre) and explains that the self will make
the world its own. This is fine as long as the self does not
relate to the Other, which for Levinas means (among other
things) the other human being in contrast to a thing, in the
same way. The other human being is irreducible to the self’s
own thinking and the self must refrain from seeking to reduce her or him to its own categories. He also emphasizes
the prereflective character of sensibility and subjectivity.
Both foci are brought together in his ethics. However, and
importantly, Levinas examines that which makes possible
the ethical relation and he sees the ethical relation as one
in which the self is open to and responds to the other, and
no longer focuses on itself. I will now take this reasoning
through several steps.
Sensibility for many scholars in the phenomenological
tradition(s) refers to a basic level of conscioussness which
is affective and prereflective rather than cognitive and thematic. This basic receptivity to other and the world matters
for human existence and coexistence. It can be exemplified
with the sensibility to others and the world that becomes
evident when we enter a room and “feel” whether the atmosphere is tense or relaxed, before anyone utters a word. We
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may even “understand” the situation, and somehow “feel”
what to do in it, on prereflective, affective, and bodily levels
of existence, that is, before we start thinking about what to
do, because of this sensibility to others and the world.
Levinas (2007, 138) states that sensibility is prior to reason. It is prior to any reflection on who the other is or on
how we should act when the other needs our help. One way
to understand this is to see sensibility as that which makes
us so disposed that we can be affected by the other before we
start to deliberate on what to do, on whether and how to act
in relation to this other. Sensibility makes the subject open
and vulnerable to the other. 6 Per Nortvedt (2007, 215) puts
this well in stating that Levinas construes sensibility “as the
condition for ethical arousal in the sense that we are always
already open to the other,” where ethics is the “awakening”
of consciousness “no longer for itself, but before the other.”
On the one hand, Levinas’s description of the neighbour
knocking on one’s door is useful in order to elucidate some
features of his reasoning. The knocking on the door disrupts
what I may previously have been engaged in and calls me to
the world of infinite possibilities: anyone can be on the other
side of the door asking for anything. While I may choose
not to respond to the other’s needs—whatever they may be—I
cannot not respond at all to the other, since not opening the
door is also a response (in terms of declining to). In other
words, I am always sensible to others and the world, and
cannot choose not to be called by the other to the door, to
the face-to-face encounter. The ethical character of this encounter consists in my “response-ability” before I am called
to the door and in the “moment of my response to the other”
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before I know whether she or he is there (Perpich 2008, 8).
On the other hand, this description can be misleading,
since Levinas’s ethics is situated in an “encounter” with the
other that is arguably not to be localized historically or temporally. Even more important, the idea is not that there first
is an independent subject that is called forth by the other
human being. Rather, Levinas can be read as seeking to
elaborate a new conception of subjectivity which takes its
starting point in the experience of the other. Such a reading
is motivated by his own statement that I am
defined as a subjectivity, as a singular person, as an ‘I’
precisely because I am exposed to the other. It is my inescapable and incontrovertible answerability to the other
that makes me an individual ‘I’ to the extent that I agree
to dispose or dethrone myself—to abdicate my position of
centrality—in favour of the vulnerable other. (Levinas, interviewed in Kearney 1984, 60)

This is to emphasize the way subjectivity is formed in the
relations with the other. Indeed, it is by being exposed to the
other, by being vulnerable to and called forth by the other,
that I come to exist as a singular ethical self: as me, the one
being called by the other. Subjectivity, in this perspective,
is ethical subjectivity and it is intersubjectively formed (cf.
Guenter 2009).
Levinas uses a strong vocabulary when describing the
encounter between self and other: to face the other is to be
exposed to “nakedness, destitution” (2007, 167), and the gaze
of the other is a “prayer” and a demand (but a fragile one)
that I recognize and welcome the other’s call; the self is also
“held hostage” by the other (2005, 75). 7
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Now, the other is unique and irreducible to the self’s own
thinking. She or he is always more than her or his own appearance in the eyes of others. This other is singular, not
like anyone else. Furthermore, and as seen above, the self
is also singular in being called to respond to the other as a
unique self, as this self, as me and not as a part of a larger
collective (Levinas 2009, 103; see also Guenther 2009). In no
cases is singularity, in this discussion, a matter of specific
bodily characteristics. In Levinas’s own words: at stake is
uniqueness, but “not because of any distinctive sign that
would serve as a specific or individuating difference” (Levinas, quoted in Drabinski 2001, 61).
This is useful to keep in mind, since Levinas repeatedly
uses the concept of the face and talks about the self being
faced by the other. Importantly, however, the concept of the
face does not refer to concrete faces of specific individuals or
to the physical assemblage of eyes, nose, and mouth as such
(Levinas 2007, 86, 97). It is not even the “figure of a unique
personal identity,” as Diane Perpich (2010, 182) puts it in a
discussion of face transplantation, where she rightly notes
that there is no ground from within Levinas’s approach to
claim that the physical face is more unique than other body
parts. Levinas (2007, 86, 97) describes the face as “the expressive in the Other,” the whole body as face, and the face
as that “which cannot become a content, which your thought
would embrace.” It is this ungraspable other that is unique.
The idea that it is not uniqueness in terms of individuating features that lies at the heart of the reasoning becomes
even more clear in an interview in Ethics and Infinity where
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Levinas (2007, 98) somewhat provocatively states that we
should preferably not note the other’s eye colour or other
particular features of the other as a unique individual in
this face-to-face encounter: we should conceive of the other
“not [as] a character within a context.” He explains that to
be a character within a context is to be “a professor at the
Sorbonne, a Supreme Court justice, son of so-and-so” (ibid.).
The meaning of such descriptions is relative to their context,
and such particularities of the other should be irrelevant in
the face-to-face encounter.
This is informative. The idea is not primarily that we
should refrain from noticing particular features of the other
out of fear of a possible bias towards one other (with whom
we happen to have, say, common interests) in contrast to
other others. Such equality concerns are based on the logic
of comparing two or more others. This is not Levinas’s ethical focus. Ethical asymmetry (where the self is responsible
for all others, and more so than anyone else), rather than
equality concerns, lies at the heart of his ethics. The idea is
rather, as I read Levinas, that the ethical mode is one where
we should remain open to the other and seek not to reduce
the other to a set of graspable features. Noting that someone
is the son or daughter of some particular persons or noting
some bodily features such as eye colour may imply such a
reduction—and should therefore be avoided.

r esponsibilit y
Before continuing this line of reasoning, some words need to
be said about Levinas’s conception of responsibility. Levinas
(2005, 215) states that hearing the other’s “destitution which
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cries out for justice … is to posit oneself as responsible.” In
this way, he highlights that responsibility is not a matter of
my own choosing in any simple sense: it is not the result of
what I have done or not done in relation to the other. It is
prior to any kind of reciprocal arrangements such as social
contracts. I am responsible for the other person, Levinas
(2007, 96) says, “without having taken on responsibilities in
his regard; this responsibility is incumbent in me.”
This is a responsibility that goes beyond what I do, and
the other concerns me—whether I like it or not. It is also an
infinite responsibility for the other, where I am responsible
for the other “without waiting for reciprocity, were I to die
for it” (Levinas 2006, 92–93; 2007, 98). It is described as the
exit out of the ego, as a matter of “leaving oneself, that is,
being occupied with the other” (Levinas 2001, 46).
It would lead too far to enter a discussion of this, and it
will have to suffice to say that his conception of responsibility seems to be intrinsically bound up with his understanding of sensibility. Sensibility (in the sense of openness to the
other) arouses responsibility in the self in the face-to-face
encounter: as a subject that is sensible to the other, I will
feel the need to respond to her or him. In this sense, Perpich
(2008, 79) makes an important point in emphasizing that
even though Levinas’s conception of responsibility systematically inverts standard understandings of responsibility,
he still retains the sense of responsibility as “something that
binds us without physical force.”
This is the case even if Levinas sees the self as responsible for the other irrespective of any previous actions and
intentions on the part of this self, and also when he quotes
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with approval Dostojevski’s claim that “we are all guilty of
all and for all men before all, and I more so than the others.”
Furthermore, and as suggested by Carl Cederberg (2010, 181),
the infinity of this responsibility may reside primarily not
in the idea that there is too much I can do for the other (and
that I therefore cannot accomplish that which responsibility implies) but rather in the idea that “the more I meet the
demand, the more I will sense it.”
Levinas’s conception of responsibility has been criticized
for being too far-reaching; it has been described as pathological, as applicable only to saints, or even as destructive
to the motivation to act morally since we will never be able
to live up to it. There are also other interpretations of it, and
we may preferably see Levinas as concerned not so much
with self-abnegation as with “the very possibility of going
against oneself’ in the very movement that he chooses to
label ethical” (ibid., 181). The ethical movement, then, is one
where I respond to the other’s call, become occupied with
the other and not myself.
To sum up: the other’s face and appeal precedes the self,
and the other is the very condition for subjectivity (and
subjectivity in this reasoning is ethical subjectivity). It is
the other in the ethical relation who calls forth the subject,
and this other is other in the sense of being unique, not like
anyone else. The self is also infinitely responsible for the
other, in this relation, and this irrespective of reciprocity
concerns. Indeed, the ethical relation is far from a relation
of power, nor is it a relation in which the self encounters an
other as someone waiting to be understood by her or him.
Levinas sometimes describes this relation in terms of dis-
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ruption: the self is shaken in her being by the encounter with
the other and the other is impossible to thematize, irreducible to a set of graspable features.
Levinas’s statement that we should not note the other’s
particularities needs to be understood in the light of this
framework. The self should never seek to reduce the other to
graspable features, and seeking to note the other’s particularities may involve such a reduction. If so, it may change the
very character of this self–other relation. Indeed, noticing
particularities seems to be a way to open the door for the
kind of attendance to self, other, or others that Levinas sees
as incompatible with the ethical relation. 8
The character of Levinas’s face-to-face encounter
has been much debated. Arguably, the other in Levinas’s
thought is concrete in the sense that the other suffers and
age and “nothing could be more immediate, more concrete,
more pressing than the other’s suffering” (Cohen 2001, 200).
However, and while emphasising the self’s responsibility for
alleviating suffering, feeding the hungry and taking care of
the widow and the child (as some examples), Levinas also
holds that we should not attend to the particularities of the
other in the face-to-face encounter. I will now focus on the
way Levinas holds attendance to the particularities of the
other—the other within a context, with a particular eye colour—to be ethically problematic. This idea is central to his
analysis of the face-to-face encounter, where the other calls,
moves, and takes hold of the self. To me, this does evoke
questions about what it means within his work to see the
other, face to face, at all, and what it means to face this other
rather than other others. It also evokes questions about what
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it means to respond to the singular other, and about the role
of embodiment in his ethics.

depa rting from lev inas?
Levinas’s ethics is fruitful as a reminder of the other’s irreducibility. Whether it is also fruitful for more normative
ethical projects remains to be discussed. On the one hand,
when Levinas examines the meaning of ethics in the relation to the other human being, in the demand on the self in
the face-to-face encounter, he does not construct and defend
moral principles that should guide action as is often done in
normative ethics. On the other hand, Levinas’s thought does
have a normative dimension to it, concerned as it is with
responsibility for the other. While agreeing that Levinas’s
focus often is on an experience of openness to the other that
makes ethical encounters possible, I still see it as useful to
examine whether his approach can fruitfully be taken as
a starting point, perhaps in a somewhat modified version,
also in other fields of inquiry—such as medical ethics and in
cases of bodily giving in medicine.
A modified Levinasian ethics is also what Diprose (2002)
discusses. Diprose concurs with Levinas in acknowledging the basic openness to others. She also doubts that his
approach is sufficient if we want to examine social asymmetries in face-to-face encounters. In order to do so, it is not
enough to see the other “outside context.” And she turns to
Maurice Merleau-Ponty’s discussion of perception to make
her point.
Perception, for Merleau-Ponty, has to do not only with
physical sight but also with orientation, that is, with how we
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are directed in the world as embodied beings, and with how
we are given the world by others. Perception immediately
and prereflectively organizes the world for certain purposes, such as the purpose of engaging with others and the
world in an intelligible and successful way. Furthermore,
perception is “cultural-historical” (Merleau-Ponty, quoted
in Diprose 2002, 173). In Diprose’s reasoning, this implies
that perception is formed by “social imaginaries” of others
and their values, and these are not an optional extra that can
be added or dismissed when the self faces the other: they
form our very perception, and they are something that we
continuously “give” to each other in everyday interactions,
often without us being reflectively aware of that we do so
(Diprose 2002, 173–74).
This is important to Diprose, as I read her. Neither self
nor other (as sensible subjects) can be outside or beyond expectations and norms about particular bodies, ideas about
the value of different bodies, and ideas about how particular
bodies should relate to each other. This also matters for her
discussion of face-to-face encounters. If facing is not to be
a mere symbolic description, if it involves one self encountering one other, at all, then this self will be situated and
the social imaginary will contribute to subjectivity and to
the formation of both self and other that do take place in
the face-to-face encounter. It will inform the self’s perception, and this implies that it would be most difficult, to say
the least, to perceive the other outside context. To take her
example:
46
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The white, middle-class government official or high court
judge presiding over the granting of land rights to indigenous peoples will see black and white (land and rights)
from which his or her perception extends. This perception
is prereflective, affective, and thoroughly corporeal, and
while subject to reflection and modification after the event,
the subsequent ref lection, as perception of perception,
never lifts itself completely out of the cultural-historical
situation that informs it. (ibid., 175)

I will pursue this reasoning. While acknowledging that this
does imply a departure from Levinas’s ethics, I will make a
case for the view that this ethics is Levinasian-inspired and
draws on some important features of his ethics. And I will
present arguments for why this departure is needed.

seeing the other?
Levinas’s use of the concept of seeing is ambiguous. While
saying that the self looks and sees the other, he emphasizes
that he is not referring to physical sight and declares that
the face “is not ‘seen’” in the sense that it is not an object of
a thematic gaze (Levinas 2007, 86). This can be understood
in the light of his frustration with a “totalizing” gaze and a
“formal logic of the gaze” that seeks to grasp, appropriate,
and reduce the other to that which the self can think (Levinas 1987, 68; 2005, 23, 289). But this is just one side of his
reasoning. He also hints at another kind of seeing that is not
combined with a tendency to dominate and reduce the other.
This is the case when he describes ethics “as an optics”
that is “bereft of the synoptic and totalizing objectifying virtues of vision” (Levinas 2005, 23). 9 It is also the case when
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he declares that “perception does not project itself towards
the horizon (the field of my freedom, my power, my property) in order to grasp the individual against this familiar
background. It refers to the pure individual, the being [étant]
as such” (Levinas, quoted in Cederberg 2010, 85). Ethics as
optics is not totalizing, and Levinas seems to hold that not
all perception seeks to grasp the other. But what does such
perception imply? And, to return to the topic above, is it at all
possible to perceive the other outside context?
At this point, it is possible to discern two positions where
Merleau-Ponty (and scholars such as Diprose) argues for
the impossibility of separating perception from the socioculturally situated perceiver and where Levinas seems to
claim that we can (and preferably should) see the other outside context, without noting the other’s particularities.
It is now high time to discuss the meanings of the terms
otherness and particularities, and I will do so by turning
to Sarah Ahmed’s (2002) examination of what she sees as
a problematic tendency in some feminist and postmodernist work to abstract otherness. This abstraction implies that
differences between others dissolve, with the consequence
that it will be difficult to examine the historical and social
processes that have made some others appear as more other
than other others (see Ahmed 2000, 25–37). This also matters for the present discussion of what it means to see the
other human being in the face-to-face encounter.
On the one hand, Ahmed cautions against this abstracting of otherness. On the other hand, and when relating to
Levinas’s face-to-face encounter, she also emphasizes that
attendance to the other’s graspable “this-ness”, understood
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as a set of fixed properties, would be problematic. Contra
Levinas, as I read him, she holds that we should locate the
face-to-face encounter in time and space and ask what conditions make the face-to-face meeting, here and now, possible. Pro Levinas, she argues that we should not attend to the
particularities of the other. She also qualifies this statement:
we should not attend to the particularities of the other if by
so doing we use particularities as a description of the other.
Ahmed’s suggestion is a third route: we should attend to the
particular modes of encountering the other. She suggests
that this would have the benefit of not reducing the other
to the set of properties: to “discuss the particular modes of
encounter (rather than particular others) is … to open the
encounter up, to fail to grasp it” (Ahmed 2002, 562).
This is a fascinating approach that seeks to acknowledge
that perception is always situated and that encourages us
not to attend, thematically, to the particular features of the
other as a set of fixed properties. In her words:
To describe, not the other, but the mode of encounter in
which I am faced with the other is hence not to hold the
other in place, or turn her into a theme, concept of thing.
Rather, it is to account for the conditions of possibility of
being faced by her in such a way that she ceases to be fully
present in this very moment of the face-to-face encounter.
(ibid.)

Ahmed (2002, 561) also states that particularity, in this approach, “does not belong to an other, but names the meetings and encounters which produce or flesh out others, and
hence differentiate others from other others.”
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I share Ahmed’s concern with attendance to particularities of the other if this involves an attendance to the other as
reduced to a set of fixed properties or if it implies the idea
that the particular of the other is “simply present on the body
or face of this other” (ibid.). This is not the only alternative,
however. Indeed, one of the insights from feminist and queer
phenomenology (including Ahmed’s contributions to these
fields) and from phenomenological analyses of illness experiences, is that we need to examine how cultural, historical
and individual (and indeed bodily) differences can matter
for the subject’s bodily being-in-the-world together with
others. This does imply a focus on how the particularities of
self and the other are lived and made meaningful for them.
It does not mean that the particular features of the other
necessarily are seen as fixed properties.
Ahmed (2002, 563) calls for an ethics of facing this other
that would require “getting close to an other while recognizing what cannot be present.” She approvingly quotes
Levinas’s statement that we should not notice the other’s
eye-colour. We should preferably not notice the face’s appearance, nor locate the particular “in a present moment
(or present body), and hence associate the particular with
the here and the now (with what I am faced with)” (Ahmed
2002, 561). While agreeing with her overall concern, I wonder if this approach will prove helpful in an examination
of particular modes of encountering the other. To me, such
examinations need to involve analyses of how each of us
continuously make our own corporeal specificity, and our
bodily here and now, meaningful to us, alone and in interactions with others. In order to examine particular modes of
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encountering the other, we cannot refrain from examining
our own lived corporeal specificity.
I suggest that we all, as particular selves, need to attend
to our own corporeal specificity (which includes our takenfor-granted, lived assumptions and norms about our own
bodies) in order to understand and examine the particular
mode of our encounters with others. We need to examine
our own lived corporeal specificity in terms of how specific bodily features are attributed meanings by ourselves
and others, in past interactions—and how this informs the
encounter with the specific other in the present encounter. Furthermore, I see no reason why we should not seek
to examine also how the other’s corporeal specificity may
have been attributed specific meanings, by her or him alone
and in past interactions with other others (and perhaps ourselves) in order better to understand the particular mode
of our encounter. Why should this imply that the other is
reduced to a set of properties?
Ahmed has an important point in noticing that when getting close to the other we need to acknowledge “what cannot
be present,” that is, all that cannot be “seen” in the faceto-face encounter. This acknowledgement, however, can be
combined with a phenomenological analysis of that which
takes place in face-to-face encounters, where we do attend
to both the self’s and the other’s corporeal specificity, as
lived and made meaningful by them. And such an analysis
of how corporeal specificity can matter for my being-in-theworld together with others need not imply a thematization
of the other as “always gendered and racialized in a certain
way” (ibid.). It could imply “an ethics of facing this other”
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where we get “close to an other while recognizing what cannot be present” (ibid., 563) and where we acknowledge the
importance of attending also to the particularities of self and
other—in this phenomenological sense. This, however, is to
depart from Levinasian ethics. Yet there are seeds to this
reasoning also within his work.

ethical response, bodily needs, and bodily gift
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Levinas does attend to bodily features of human existence.
This is the case when he states that “only a subject that eats
can be for-the-other” (Levinas 2009, 74). It is also present
when he states that to recognize the other is “to recognise a
hunger” and when he declares that to respond to the other is
to respond to the other’s bodily needs such as food and shelter (Levinas 2005, 75). He also states that we should respond
to the other’s need not only by giving of “the heart, but of the
bread of one’s mouth, of one’s own mouthful of bread. It is
the openness, not only of one’s pocketbook, but of the doors
of one’s home” (Levinas 2009, 74).
This quote can be read as indicating that there is no limit
to what we should give. It can also be read as implying that
not all responses are equally good, ethically speaking. Responding to the hungry by giving shelter may be misleading
charity rather than a response to the other in any meaningful sense, and a meaningful response to this particular
other is only possible if the self sees the need of this particular other. In this way, the seed of the reasoning above
on the importance of attending to the particularities of the
face-to-face encounter and of both self and the other can be
found in Levinas’s own work.
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Another seed can be found in a(n unorthodox) reading
of Levinas’s analysis of the self-other relation as a relation
where the self should remain open to the other in a farreaching manner. This time, I will start from the idea that
not only sensibility but also a bodily giving takes place on
prereflective and affective levels of human existence and
coexistence. This is a starting point in Merleau-Ponty’s
(1962) analysis of how self and other are formed in relation
to each other. It has been further elaborated by Diprose in
her discussion of what is termed corporeal generosity. This
generosity is described (in a Levinas-inspired fashion) as
an “openness to others” and the “dispossession of oneself,
the being-given to others that undercuts any self-contained
ego” (Diprose 2002, 4). The concept of corporeal generosity
is designed to highlight that we are continuously being given to each other, and there is a very bodily dimension to this.
Because of the basic openness to others, we may “take in”
others’ bodily postures, habits, and ways of moving or acting through repeated mimicking. In this way, we may also
“give” bodily postures and habits to others and receive from
others, through our ways of acting, while others, through
repreated practice, incorporate these postures and habits
into their own bodily modes of being (Diprose 2002). 10
Now, this matters also for that which takes place in the
face-to-face encounter. On a prereflective level, we may give
not only bodily habits, expressions, and postures to the other,
we may also “give” prereflective, culturally shared and bodily expressed norms, and some such norms may have a harming effect on the other (Malmqvist and Zeiler 2010; Zeiler
2012). Not all such “gifts” are beneficial to the one receiving
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them/taking them up. Elsewhere, I have examined the postcolonial scholar Franz Fanon’s story in this regard. Arguably, and without entering into any details, Fanon is given
bodily expressed norms that make him experience himself
in an alienated mode, and this is very painful (Zeiler 2012). 11
It would be unfortunate if this phenomenological ethics is
not able to account for such experiences. If the self is called
to respond to the other and be responsible for the other, in
the far-reaching way that Levinas describes, then it seems
problematic to claim that we should not note how particularities of self and the other are interpreted by self and the
other, and how they inform the face-to-face encounter. If the
particularities of self and the other do inform the face-toface encounter, and if we should take the self’s responsibility
for the other seriously, then we need to examine how these
particularities are lived and interpreted by the self. This is
a first step if the self is to become aware of what harmful
“bodily gifts” she or he gives to others, on prereflective levels, and eventually be able to refrain from this giving.
Diprose provides one more seed, from within Levinasian
ethics, of this reasoning. When Levinas suggests that the
irreducible uniqueness of the other is “signified in ‘the expressivity of the other person’s whole sensible being, even
in the hand one shakes’,” we may add that the uniqueness of
the other is signified not only in the hand that one shakes,
but also in hands that shake out of fear, nervosity, or anger,
and this shaking highlights that the other is not any other,
but this other (Diprose 2002, 186). Being sensible and vulnerable to the other arguably implies feeling the other’s fear,
nervosity, or anger.
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r etur ning to cases of
bodily gi v ing in medicine
Levinas’s ethical approach illuminatively highlights the
basic sensitivity at stake in interhuman relations, and the
ethical urge to care that we may experience when facing
someone in need. This is relevant for the discussion of bodily giving in medicine. Before highlighting what I see as a
major benefit with the modified Levinasian reasoning just
presented, I will first discuss two cautions of mine.
First, we need to be careful when discussing responsibility from within his perspective. While Levinas does state
that the self is responsible for the other irrespective of any
previous actions, his work can also be read not as making
a case for self-abnegation but as seeking to reach a better
understanding of the phenomenology of the experience of
feeling the need to come to someone’s aid (this is further discussed by Cederberg 2010). This reading of his work can be
useful for the purpose of examining details in, for example,
parents’ experiences of having a child who needs a kidney
transplant. In such situations, many parents articulate a
strong feeling of wanting—and feeling the need—to donate
one of their kidneys, to the child, as a response to what they
see as the child’s painful situation (see Zeiler, Guntram, and
Lennerling 2010). However, and as should now be clear, depending on how orthodox our reading of Levinas is, it will
be more or less problematic to apply his ethics to particular
face-to-face encounters such as these, where the parents’
certainly do attend to the child as their child.
Second, and as said in the introduction, Levinas sometimes describes pregnancy as the ethical example par excel-
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lence. This, he holds, is a situation where the self cares and is
responsible for the other in a thoroughgoing way and there
is no reciprocity involved. This reasoning brings problems
with it, particularly when Levinas emphasizes the passivity
of the mother as a core issue here. Arguably, while becoming
pregnant has not been a choice for many women globally
and in history, seeking to become pregnant is a choice for at
least some women. In analogy with this case, however, we
may see the altruistic organ donor as exemplifying Levinas’s ethical relation in some regards: this donor gives of
her or his own body, without waiting for any reciprocity, and
she or he does give of her or his own body, without waiting
for reciprocity.
I will end on a positive note. A modified Levinas-inspired
approach has clear benefits, particularly if we use it to examine the encounters and the corporeal specificity of those
in the encounter, as suggested above. Indeed, in cases of living kidney donation, for example, there are gender-based
asymmetries in terms of who gives and who receives organs
or body parts, and some such asymmetries are ethically
relevant to examine (see Zeiler 2009). A phenomenological
analysis of individual routes to that encounter, and of that
encounter, which does examine how specific bodily features
are given meaning can help us understand some dimensions of these gender-based asymmetries.
In terms of global ethics, a Levinas-inspired ethics can
help us ask questions concerning face-to-face encounters
between a middle-class western woman and man and their
surrogate mother who may come from a developing country (see Waldby in this volume). There are certainly many
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dimensions to such a situation. Arguably, however, it is relevant to examine the lived bodily situation of both the woman
and man who hire the surrogate and the woman who is the
surrogate mother. What are the “conditions” that make this
encounter possible, to draw on Ahmed’s (2002) way of putting it? What dimensions of historicity are at stake in this
encounter? And how is each individual’s corporeal specificity made meaningful to her or him, so that being a woman or
a man involves seeing this route to motherhood and fatherhood as an alternative? What meanings are reinforced in
this encounter: what bodily modes of being are reinforced if
I am paid to carry someone else’s child or if I pay someone to
do this for me? A modified Levinas-inspired ethics that calls
us to attend to particularities of self, the other, and the encounter between them—without seeing these particularities
as fixed properties—is useful in this regard. It is useful in order to examine social asymmetries in ethics. It is also useful
in the elaboration of an ethics of bodily giving in medicine.
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My inspiration for investigating the relationship between
our organs and our sense of selfhood comes from the new
possibilities opened up by certain medical technologies
in saving and improving human lives—organ transplantation in particular. Organ transplantation not only offers
ways of treating diseases, congenital defects, impairments,
and injuries, it also influences processes of self-formation
in different ways for the persons treated. The goal of this
chapter is to better understand the ways of these identitycontributing processes by comparing and relating them to
each other, and in this endeavor also to try to flesh out differences between the cases of transplantation of different
kinds of organs. My chief examples will be brain (science
fiction), kidney and heart. The analysis will be guided by
the theoretical framework of phenomenology and it will be
philosophical in character. This means that I do not claim
the empirical examples I give to be typical for every case of
organ transplant of the sort in question, but I am neverthe-
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less searching for and trying to map out characteristics of
identity-changing processes and relate them to the different
types of organ transplants listed above. The empirical examples I give will rely on stories told by persons who have gone
through transplantation, but the stories in question have not
been gathered by way of interviews or ethnographic field
work. Instead, the stories have been picked up from novels
and papers about organ transplantation.
Identity is a multifaceted concept. To begin with, it can
mean identity over time, staying the same object, or, in the
case of persons, staying the same person, in a process of
change. This kind of identity is often called numerical identity. The alternative to numerical identity is qualitative identity. Two things can be qualitatively identical but still be two
separate things, like two molecules of water. As things get
more complex, qualitative identity becomes rarer, and in the
case of persons it will, at least in the age preceding sciencefiction technology, remain impossible. Even mononuclear
twins, as we all know, are far from qualitatively identical.
The type of change in identity that will be of concern in
this chapter is change in qualitative identity in preserving
numerical identity; that is, the person who is transplanted
does not believe herself to be (and neither do we believe her
to be) another person, but a change in personal identity has
nevertheless taken place, since important self traits have
been changed. I will use the terms self and person interchangeably in this chapter, 1 and the changes in qualitative
identity I am looking for will include what we normally refer
to as personality changes, rather than personality disorder
(which is, of course, also a possible, but rare, consequence
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of having an organ transplant). 2 Such changes of personal
identity are certainly not restricted to the events of organ
transplantation but also take place in other forms of life
crises, such as severe illness or injury, existential crisis,
and also by way of other life-turning events, such as falling in love, becoming a parent, or losing one’s job, if these
events have deep-reaching effects on the persons we are.
Our identities are constantly changing all through our lives
as we grow older and experience new things. Some events,
however, provoke more sudden breaks in identity, and organ transplantation is, in many, but perhaps not every, case,
such an identity-breaking event.

the br a in a nd the body
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Organ transplantation could possibly lead to a change in numerical identity as well, but only, I think, in the case of the
science-fiction scenario of brain transplantation. If I get a
new brain I (at least possibly) become another person. In this
sense, the brain is the only organ that cannot be donated; if
you offer your brain to be transplanted into another body,
you become a receiver, not a donor, of organs. That is, your
brain gets a new body, and in this sense brain transplantation does not indeed lead to a change in numerical identity.
However, it is actually highly doubtful if the brain transplanted into a new body would actually still be the same person as before the operation. As brain scientists have pointed
out for quite some time now, what the brain feels and thinks
is determined by the way it is connected to the rest of the
body (Damasio 1999). This goes not only for feelings but also
for thoughts, since thoughts are indeed made meaningful
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by the feelings that precede and feed into them in various,
bodily ways. The self becomes attuned through its bodily
being, and such attunement is necessary for all forms of human understanding (that we know about). The brain cannot
think in the vat, only in the body.
To sum up, what actually would happen if we were able
to transplant a brain into a new body—what kind of identity changes it would lead to—we simply do not know at this
point. The practical difficulties of such a transplant appear
insurmountable at present, but doctors have done things
considered impossible to do, before. The heart transplant
was certainly considered to be impossible one hundred
years ago, but it was still carried out sixty years later. Maybe
the first brain will be transplanted in 2070 or so.
A good guess is that the brain-transplanted person will
feel to some extent like the same person he was before the
operation. Especially if he has memories of the time preceding the transplant (which, indeed, appears to be necessary
if he is even to understand the question we are confronting
him with). Maybe he would say that he is the same person
as before the operation, but also different in many important ways (consider, for example, the possibility that he was
a she before her (his?) brain was transplanted). He would
also, I think, say that these ways of being-the-same-andyet-different are new to him in an important way. To get
one’s brain transplanted into a new body will probably be
a different kind of personality change than going through
an existential crisis. Maybe puberty, or pregnancy, could be
helpful as comparisons when we consider what getting a
brain transplant (getting your brain a new body) would be
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like, but these real-life examples will not get us very far. We
simply have to wait for the event to take place to be able to
answer the change-of-identity question.
The brain transplant case is different from the prospect
of getting, not a whole new body (except for that body’s
original brain), but one or two new organs: perhaps a new
kidney, or a heart and a pair of lungs. These cases differ not
only according to how many new organs one gets but also
depending on which types of organs are replaced. Different organs seem to be of different importance to the identity
of the person. This is true not only concerning which organs you could dispense with and still go on living without,
but also concerning other aspects of personal identity (see
Malmqvist this volume).

phenomenology a nd the multil ay er ed self

62

A founding hypothesis in this chapter will be that identity,
in the case of persons, is provided through several layers of
processes constituting the self. I will not argue explicitly for
this position here, but merely develop it and then depend on
it conceptually in the subsequent analysis of organ transplantation as an identity-influencing process. This will take
us into many of the deepest corners of phenomenology and
philosophy of mind, as well as the hot spots of social construction, but for obvious reasons of space, I will not be able
to do much more than point towards most of the problems
and dissidences as we pass by them. The focus of the chapter
will be the relationship between selfhood and organ transplantation.
The identity-forming processes of the self include pro-
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cesses of the body, processes of the mind, and processes
of social and cultural origin and nature. The processes of
selfhood start with meaning formation that takes place on
preconscious embodied levels, but the processes in question
attain a different quality on the conscious level of self-reflection. 3 This happens when I understand, and not only feel, that
I am a something, which, in the experiences I am having, is
encountering other things. This type of self-understanding
means that I become able to attain an epistemological stance
in which I direct my explicit attention to my very self in having the experiences, a procedure that allows several ontological as well as existential questions to set in. The processes
of self-constitution, by yet another layer, also extend into the
cultural world of language in which the person’s identity, her
personality, is shaped by stories told with others. 4
The multilayered makeup of the self should not be understood only in an evolutionary or developmental way. It is
certainly true that the preconscious level of self-awareness
preceded the phenomenon of reflective self-awareness
in the evolutionary process of life on earth, and it is also
true that it does so in the individual life of a child, but the
crucial point is that the different layers (when they have all
been put in place) coexist and interact with each other. 5 The
narrative-social self never leaves the embodied (or the selfreflective) self behind, since they are all part of the same
process (the same self). They are different aspects of what it
means to be a self (a person).
Several disciplines and fields of knowledge are essential
for understanding these self- and identity-forming processes
—medicine, psychology, sociology, ethnography, aesthetics
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—but my focus in this chapter will be mainly philosophical.
As mentioned above, phenomenology will be my main theoretical platform, but the kind of phenomenology I will put to
work also includes the tradition referred to as hermeneutics.
Identity, in the sense that I am analyzing it in this chapter,
is thus tied to the question of person- or selfhood: that is, it
is tied to the question of the multilayered phenomenology
of the self. This, I think, has the advantage of not leaving
the silent, embodied aspects of a person’s identity behind, a
risk we are running in highlighting the concept of identity,
which is often interpreted to concern mainly our cultural
belonging. At the same time, the link to hermeneutics (phenomenological hermeneutics) will make us able to preserve
our sensitivity to the meaning-making of selfhood that goes
on at the cultural level by way of the phenomenological
analysis in question.
As any phenomenologist will point out, such a study
should not attempt to answer the question of selfhood from
the third-person perspective of science only, but rather
search out the basic experience we all share of being a self—
the first-person perspective, which will also prove, by way
of the hermeneutical extension of phenomenology, to be a
second-person perspective. The fact that we are not sure if
infants and chimps are persons should not fool us into assuming that we do not know what it is like to be a self. Neither should the often quoted remark by David Hume that nowhere in his experience has he come upon any entity which
could be referred to as his self, fool us into assuming that the
self is either a fiction or something we will have to leave to
the brain scientists to determine if we really have. 6 The is-
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sue is in many ways a question of terminology, of course, but
if we leave behind the rather naïve idea that the self would
consist in some kind of separate physical or mental entity,
we could at least agree that many of us are able to say “I”
and mean something essential by it, and that the ones who
are not able to do so can be taught to, or have at some earlier
point in their life been able to do so. 7
Despite the claim that it is the basic belongingness to
somebody of every experience in the streaming life of
consciousness that is the ground of selfhood, it should be
pointed out that this pre-reflectively embodied self is in a
way exactly anonymous in character, since we do not control
it, but are rather constituted by it. 8 As pointed out above,
the body to a large extent organizes my experiences on a
preconscious level. Proprioceptively it makes me present in
my own body, and kino-esthetically it allows me to experience the things that are not me: the things of the world
that show up to my sensing, moving body in different activities through which they attain their place and significance
(Gallagher 2005). Intentionality, as Edmund Husserl named
it, our being-in-the-world, in the terminology preferred
by Martin Heidegger, is consequently basically a bodily
phenomenon, an insight famously elaborated by Maurice
Merleau-Ponty (1962). To the ways of the lived body also belong the autonomous processes of my biological organism:
breath, digestion, blood flow, etc., which are mostly absent
from my awareness but nevertheless provide the backdrop
for my intentionality (Leder 1990).
Normally, when we move around in the world, acting,
speaking, thinking, and feeling, we do not pay any attention
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to our bodies. They perform their duties silently in the background, not only proprioceptively and kino-esthetically but
also as regards all the autonomic functions of our visceral
life—breathing, our hearts beating, stomachs and bowels
working, and so on. Sometimes, however, the body shows
up in resisting and disturbing our efforts. It “dysappears,”
to use a term coined by Drew Leder (1990, 83). The body
plagues us and demands our attention by revealing itself,
not only as our home, but also as an alien creature. 9 Organ
transplantation, and also the process of falling ill, which in
most cases (if one does not end up in the operating room because of an accident) precedes the transplantation, to a large
extent inflicts such changes in self-being (identity) when
our bodies display their autonomous character. As Richard
Zaner writes in his study The Context of Self:
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If there is a sense in which my own-body is “intimately
mine”, there is furthermore, an equally decisive sense in
which I belong to it—in which I am at its disposal or mercy, if
you will. My body, like the world in which I live, has its own
nature, functions, structures, and biological conditions;
since it embodies me, I thus experience myself as implicated
by my body and these various conditions, functions, etc. I
am exposed to whatever can influence, threaten, inhibit,
alter, or benefit my biological organism. Under certain
conditions, it can fail me (more or less), not be capable of
fulfilling my wants or desires, or even thoughts, forcing
me to turn away from what I may want to do and attend to
my own body: because of fatigue, hunger, thirst, disease,
injury, pain, or even itches, I am forced at times to tend and
attend to it, regardless, it may be, of what may well seem
more urgent at the moment. (Zaner 1981, 52)
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I will now proceed to a more direct phenomenological analysis of organ transplantation in developing examples of what
it is like to have a kidney and a heart transplant, respectively. I will try to fit my findings into the phenomenological pattern of selfhood developed above. This will allow us to discern similarities, but also systematical differences, between
the different cases. It will allow us to answer the question,
How do different sorts of organs influence our ways of selfhood? through an analysis of the situations when organs are
not doing their proper job and have to be exchanged.

the k idney tr a nspl a n t
In Holograms of Fear, Slavenka Drakulić tells the story of
her first kidney transplantation, which takes place in Boston in 1986. 10 Drakulić has left her homeland of Yugoslavia,
her family, friends, and even her young daughter, in order
to live in New York as a journalist. This radical decision is
forced upon her not by political oppression but by a kidney
disease (PKD). The medical care she is getting in Yugoslavia is not sufficient (she watches her fellow patients in the
dialysis ward deteriorate and die), and she has poor chances
in Yugoslavia of getting the transplant she needs to survive.
In the book she tells how the disease and her dysfunctional
kidneys force her to undergo dialysis every second day in the
hospital for several hours:
I had no choice. Every other morning at five o’clock I went
for my dialysis at the hospital on 72 nd Street. I didn’t consider
the possibility of not going. The healthy can choose. Life
is simple when you’re sick, as it is for people in jail or in
the army. There are rules that are more than rules because
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breaking them can only mean one thing. At first this is nonfreedom but later, it is just certainty. . . . Here the blood flows
in streams: in veins, capillaries, pumps, rubber hoses, in
clear plastic tubes, in cylindrical dishes with filters. As if
the white room was woven with a red web. Everyone is
quiet, deathly tired. They communicate in code, in subdued
tones. (Drakulić 1993, 3-4)

To be in dialysis treatment means that your life becomes
regimented in a new way. This concerns not only the hours
you have to spend connected to the dialysis machine but also
the way you have to watch and regulate your body, considering diet, how much to drink, sleep, exercise, etc. to keep the
disease under control. But the most thoroughgoing effect of
the kidney disease is that the body shows up in new and
disconcerting ways that become central to your everyday
experience, self-reflection, and life story:
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The disease suddenly appeared in my ancestors’ genes.
Who was the first? Perhaps my grandfather. While still
quite young, he stopped eating and would only drink. He
grew paler and paler, his legs began to swell until his skin
was so stretched that it began to crack. Then he vomited up
a murky yellow liquid and the stench of urine spread from
his mouth. He died exhausted, bloated, perhaps in sleep. His
son remembered a high, moist brow and a smell that lingered in the house for days. The thing moved from person to
person like bad luck. No one could tell who it would attack.
It attacked my father. It attacked me. It left my brother unharmed. We almost thought that it had skipped us, too, that
those ancestors who had died in the past had nothing to do
with us. But at the first signs—nausea, vomiting, tiredness—
I knew that it had come. The doctors didn’t tell me right
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away although they suspected it. I was already pale, my
pulse was fast and every time I lay down I thought I might
not be able to get up. Later my father came down with it as
well. They told us that these days it was possible to live with
it, that there were machines, kidney transplants. Various
deals could be struck with the sickness, negotiating with
bad luck. (ibid., 6-7)

The uncanniness of such experiences is hard to deny. The
body reveals itself as incorporating alien, unhomelike elements in illness. 11 The uncanniness concerns the way the
body becomes an obstacle and a threat, instead of my home
territory and founding ground, but in this (and most other
severe) case(s) of illness it also concerns the ways I address
the meaning of my life and my relationship to others on a social and narrative level (the level Heidegger names being-inthe-world). It should be noted that the bodily experiences in
question in this case do not specifically make the kidneys appear, the way, for example, my finger appears to me as painful and needing attention when I hit it by accident. Rather,
in kidney disease, my whole embodiment becomes plagued
and obtrusive through pain, nausea, and bodily decay.
Waiting for the transplant, knowing that you are on the
waiting list but with no knowing when, if ever, the doctors
will find a suitable kidney for you, is a pressing experience
in itself. So is the fear of pain or dying as a result of the
operation. You long desperately for a life with more freedom and fewer symptoms, but at the same time, the regime
of dialysis becomes a habit and a kind of security you are
afraid of leaving for the uncertainty of the operation, which
is, certainly, a very dramatic event:
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“Breathe, breathe.” An English voice penetrates the darkness in which I’m floating. . . . Terrified I try to suck in air,
catch it with my open mouth, but something is inside, something is inside. It is smothering me, I have to retch it out.
They are pulling out a long tube with a sudden jerk from my
throat, tearing the membranes. A deep sigh. Then a sharp
pain under my stomach cuts me in half. “Your kidney is
functioning.” (ibid., 42)
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Only slowly does Drakulić recover after the operation;
it takes hard exercise and a lot of time to be able to sit up,
stand, walk, eat, etc. Even the routine of going to the toilet is
an effort and, in the specific case of kidney transplants, also
a new and remarkable experience for the patient, since the
kidneys have not been producing any urine for a long time.
Even in the successful cases, when the new kidney works
properly and is not rejected by the immune system, life after
a transplant is not like life before the disease entered the
stage. To suffer from a disease that destroys one’s kidneys
and to get a new kidney means that life becomes prolonged
and normalized, but it never means that life becomes quite
normal (the way it was before the onset of the disease), since
you are at constant risk of renewed kidney failure (see Gunnarson this volume). This leads to a life that is very selfcontrolling as regards the relationship to one’s own body. It
often means a more anxious life, in the sense that the basic
trust in one’s body is gone, but it could also mean a more selfreflected life, in the sense that the finitude of one’s life and
the question of what is of real importance in it have come to
the surface. 12 Finally, it will lead to thoughts about the life
of others and how they are connected to me, particularly
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the particular other whose death (in the case of cadaveric
transplant) and/or (in the case of living transplant) generous gift means life for me:
“Her kidney came from a woman,” the doctor said to someone. He was leaving the room. He thought I was asleep.
When the doctor left the room, his words simply stayed
behind. I couldn’t push them out with him. I didn’t want to
hear them. I don’t care who it belonged to, I am not curious.
I think of it as an organ, not as part of a person. I must not
be sentimental. My life is on the line. But the picture reappears. Her smiling face, gone forever. A lot of time will pass,
then in a subway somewhere, a tall man will stop me. . . .
“Excuse me, I couldn’t help myself, but . . . you look so much
like my late wife.” I’ll stare at him, indifferent at first. I’ll
pretend that I have no idea what he is talking about. Perhaps
I’ll say I don’t know any English. But something will force
me to change my mind and I’ll say: “Yes. Yes, I probably do
look like her. We are sisters, almost twins—you didn’t know
that she had a sister? You see this thin scar? It has almost
disappeared, but this is where she moved in. We live well
together, the two of us. Sometimes she gets a little obstinate.
I can’t keep her from spreading. Sometimes she chooses a
smile, other times a gesture, or a walk—to show that she is
here, that I am in her power. I think perhaps she wants to
make me feel grateful. It’s not my fault that she was killed.”
(Drakulić 1993, 73-74)

To sum up: already the kidney disease leads to changes in
selfhood on the embodied level and the level of existential
self-reflection. This, indeed, includes the social and narrative realms, since my life story, spun in the web of my
relations to others, is exactly the place and structure in
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and by which the existential reflection is carried out. This
reflection, after the operation, also often leads to feelings
and thoughts about the origin of the new kidney I now bear
in my body. 13 The scientific attitude to my new organ, an
attitude that will be encouraged by the doctors, can easily be conquered by an attitude in which the kidney of the
other harbors her identity in some way that has now been
transposed to me. It might also lead to a thankfulness that
becomes transformed into guilt: How have I earned this life
that was made possible by the other person’s death?. In the
case of the kidney, however, this process is made weaker by
the fact that I cannot feel the new organ in me. The kidney is
buried in the depth of my body in a disappearing way.

the hea rt tr a nspl a n t
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In the case of the heart, things are slightly different, not
only when it comes to the symbolic character of the heart
(life, love, goodness) in comparison to the kidney (what, really, is a kidney symbolic of?) but also regarding the extent
to which the heart shows up to me, in illness, and also in
health. It is possible to direct one’s attention to the activity of one’s heart at any time, and in situations that make
us react strongly emotionally it is almost impossible not to
notice one’s heart pounding in association with other bodily processes, such as blushing or sweating. In exercise, the
heart (together with the rest of the body, of course) sets the
limit for what we are able to accomplish, and these limits
are clearly felt on the embodied level as intense heart and
lung activity or pain and weakness of muscles when, for example, I run fast for a long time.
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It is true that a heart disease, just like a kidney disease,
does not always make itself known through the experience
of pain in the heart itself; a heart attack is experienced as a
chest pain radiating out through chest and arms, for example. But the possible irregularity in the rhythm of the heart’s
beating, which can be a very powerful and frightening experience, nevertheless marks out the heart as a phenomenon
that appears in a more singular manner than the kidney
does, in at least some cases of heart disease.
Hearts have been transplanted since the late 1960s (the
history of kidney transplantation dates back to the 1950s)
(Tilney 2003). A heart transplant is an even more dramatic
and difficult operation than a kidney transplant, and it was
not until the 1980s that surgical techniques and new immunosuppressive medications made it possible to survive
a heart transplant for a longer time. To find a new heart for
a dying patient is even harder than finding a new kidney,
for two simple reasons. Each person only has one heart,
which makes living donation impossible (as long as we do
not allow killing one person to let another live). Hearts deteriorate much faster than kidneys outside the body, which
means that we have only a very limited time in which to
carry out the transplant (kidneys last much longer if they
are kept the right way). Hearts for donation will most often
come from patients who have been put on respirators as the
result of accidents or sudden occurrences of disease (stroke)
and have then been declared brain dead while they are still
connected to the machine that assists the breathing and the
circulation of the blood that keep the organs of the deceased
person fresh.
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In the early 1990s, the French philosopher Jean-Luc Nancy underwent a heart transplant after a period of of severe
illness. He wrote about this event and the cancer that he
was subsequently taken with—probably as a result of the
heavy doses of immunosuppressive medicines that posttransplantation patients have to take to prevent rejection of
their grafts—in “L’intrus,” which was published in 2000. 14
Nancy’s main figure for understanding the process he is
undergoing is found in the title of his essay, in English “The
Intruder”:
The intruder introduces himself forcefully, by surprise or
ruse, not, in any case, by right or by being admitted beforehand. Something of the stranger has to intrude, or else he
loses his strangeness. If he already has the right to enter
and stay, if he is awaited and received, no part of him being
unexpected or unwelcome, then he is not an intruder any
more, but neither is he any longer a stranger . . . To welcome
a stranger, moreover, is necessarily to experience his intrusion. (Nancy 2008, 161)

This way of conceptualizing the intruder (as a person, but
also, as we will see, as a thing that intrudes in me, such as an
organ) is very similar in structure to the analysis of bodily
alienation we developed above. When Nancy’s analysis is
coupled to the experience of illness and transplantation, the
overlap becomes almost total:
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If my own heart was failing me, to what degree was it
“mine,” my “own” organ? Was it even an organ? For some
years I had already felt a fluttering, some breaks in the
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rhythm, really not much of anything: not an organ, not the
dark red muscular mass loaded with tubes that I now had
to suddenly imagine. Not “my heart” beating endlessly,
hitherto as absent as the soles of my feet while walking. It
became strange to me, intruding by defection: almost by
rejection, if not by dejection. I had this heart at the tip of my
tongue, like improper food. Rather like heartburn, but gently. A gentle sliding separated me from myself. (ibid., 162-63)

In comparison with the kidney failure experienced by Drakulić we can see that the malfunctioning heart penetrates
the experiences of Nancy to a far greater extent, as regards
the perception of the organ itself in comparison with the rest
of his embodiment. But the alienation is also driven by the
unique symbolic quality of the heart as the essence of life,
goodness, and personal identity. Despite living in a scientific age, it is almost impossible to view the heart as a pure
biological entity among others, a “pump” only, rather than
the center of our emotional life. The heart is loaded with
meaning and identity; therefore the intruding heart (still his
old one) separates him from himself.
A new heart (the transplanted heart) is certainly also
an intruder, but it is an intruder that we would like to welcome. This is possible, however, only by “experiencing his
intrusion,” as Nancy writes (ibid., 161). This means the pains
and plagues following the procedure of having the sternum
cracked and the chest cut wide open in an operation that
lasts for several hours and during which the blood is circulated and oxygenated by way of an external device, a heartlung machine. It also means suppressing the body’s immune
system (if the donor is not an identical twin) to prevent it
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from attacking and rejecting the graft, something that will
otherwise happen immediately after the operation or in due
time. The graft is foreign, an “intruder” in the body, which
we have difficulties welcoming. But the immunosuppressive
actions taken mean that other intruders (bacteria, viruses),
lying dormant in the body or entering from outside, become
a major threat. It also means that the regular outbreaks
of uncontrolled cell division in the body, which otherwise
are dealt with by the immune system before they grow and
spread, can now lead to cancer diseases.
Nancy describes this multiple intrusion by organs, viruses, and cancerous cells, but also by medical technology
and therapies. The latter make him objectify his own body,
and in this way he becomes alienated from it in a way that
aggravates the physical suffering: 15
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I end/s up being nothing more than a fine wire stretched
from pain to pain and strangeness to strangeness. One attains a certain continuity through the intrusions, a permanent regime of intrusion: in addition to the more than daily
doses of medicine and hospital check-ups, there are the dental repercussions of the radiotherapy, along with the loss of
saliva, the monitoring of food, of contagious contacts, the
weakening of muscles and kidneys, the shrinking of memory and strength for work, the reading of analyses, the insidious returns of mucitis, candidiasis, or polyneuritis, and a
general sense of being no longer dissociable from a network
of measures and observations—of chemical, institutional,
and symbolic connections that do not allow themselves to
be ignored, akin to those out of which ordinary life is always
woven, and yet, altogether inversely, holding life expressly
under the incessant warning of their presence and surveil-
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lance. I become indissociable from a polymorphous dissociation. This has always more or less been the life of the ill
and the elderly: but that’s just it, I am precisely not the one or
the other. What cures me is what affects or infects me; what
keeps me alive is what makes me age prematurely. My heart
is twenty years younger than I, and the rest of my body is (at
least) twelve years older than I. (ibid., 169)

The heart is “mine” in a way that the kidney is not, despite
their both being hidden under the skin, rarely visible, except in the extreme situations of accidents, operations, and
autopsies. This is probably due to the heart’s being an organ
that can be felt to a greater extent in its beating. Because of
this, we consider the heart to be the locus of our feelings,
a view that is upheld through a whole system of different
metaphors feeding our language with meaning (Lakoff and
Johnson 2003). The heart is considered the heart (!) of selfhood and personality in many emotionally and culturally
inter-nested ways, and therefore the heart transplant evokes
questions of identity to a far greater extent than the kidney
transplant does. 16
In the case of both heart and kidney, the organ is invisible
to its bearer. We all know what a heart or a kidney looks like,
but it is still hard to imagine that my heart (or kidney) looks
exactly like that right now when it is functioning within
my body. The inner realm of the body is a messy, foreign
zone with which we are rarely acquainted directly. It is foreign, despite its being closest, because we have only a lived,
subject-like experience of it and not, in addition to this, an
object-like acquaintance, as in the case of my hand, which I
can watch and touch from outside.
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conclusion
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In this chapter I have attempted an analysis of how the malfunctioning and replacement of organs relate to our ways of
selfhood. After first considering the borderland example of
the transplanted brain (borderland because still unknown,
and also because of its inverting the relationship of giving
and receiving organs), I turned my attention to the examples
of kidney and heart transplants.
In the case of the kidney transplant, the matters of selfhood involved were found to reside largely in autonomous
processes of my own body that make themselves known to
me in an alien, disconcerting way, in the illness preceding
the transplant and in the recovery and control regime following the operation. Admittedly, the two other layers of
selfhood—existential self-reflection and social-narrative
identity—will also become involved in the suffering of grave,
life-threatening illness, and in the experience of thinking
about the fact that the kidney I now bear in my body has belonged to another person. The extent to which the processes
going on in these layers of self-understanding are displaying
a pattern of alienation, making the kidney appear as alien
to the person, also in the sense of its being the kidney of
another person, will vary from case to case depending on
circumstances and the attitude taken to the new organ.
The example of the heart is different from the kidney
because the heart makes itself more directly known (felt)
to the person in the process of bodily alienation, and also
because the heart is linked to selfhood by being traditionally
considered as harboring the feelings and character of the
person, a cultural factum that is heavily inscribed in hu-
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man languages by powerful metaphors involving the heart.
Because of this, the existential self-reflection brought about
by a heart transplant is often more deep-reaching than it is
in the case of kidney transplants. Hearts are not only more
difficult, technically, to obtain and transplant than kidneys
are, but they are also more personal in this symbolic way.
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The Relations between
the Body and Its Parts
Accommodating Stem Cell, Gene, Tissue,
and Organ Transplantation Technologies in Latvia1
A ivita P utnina
A woman enters, hugging everyone in
the room. She announces: “You can
take it or not, but cancer comes from
an inability to forgive.”
Another woman in the room objects: “I
am related to science and can say that
it [cancer] is linked to heredity.”
(An observation at the beginning of a
cancer patient focus group discussion)
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The emergence of biotechnologies dealing with organ and
cell transplantation, genes and genetic information has
changed the perspective from which bodies are seen in both
anthropological research and society. Firstly, the impacts
of biotechnology have clearly problematized the unified
vision of the body. Secondly, we see an increasing perception of the fragmentation and commodification of the body
and its parts (Sharp 2000; Scheper-Hughes 2001 b; Lambert
and McDonald 2009, 2) and an increasing complexity in the
theoretical approach to the body (Lock 1993). Questions of
embodiment and the unity of the fragmented body parts are
brought to the centre of analysis (Csordas 1994; Martin 2001).
A relational perspective on bodies makes it possible to ques-
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tion the person–body integrity and uncover the sociality of
body parts (Lambert and McDonald 2009), thus redefining the body as an object of research (Strathern 2009). As
Strathern argues, in conceptualizing bodies in a particular
manner, researchers project “that concept in such a way
that it appears as an object of knowledge” (ibid., 149). Vilaca
(2009), who presents a good example of this critique, points
to the holistic aspect of the notions of body and embodiment
dominant in medical anthropology and its inadequacy for
addressing her Amazonian material.
I found myself interested in revisiting questions raised
by Lambert and McDonald’s (2009) edited volume on the
sociality of the body by making an analysis of Latvian material. Their volume, drawing on ethnographies not only
of Amazonia, Melanesia, and Africa but also of the United
States, Serbia, and Britain, demonstrates the fruitfulness
of a social-relational analysis of the body. Biotechnologies
have an impact on the experiencing and conceptualizing
of bodies not only by fragmenting the concept of body and
changing the level of perspective on the body but also by
making it possible to see that body parts have never been
“biological” or “parts of a larger ‘whole’” but retain their sociality and ability to produce relationship (see e.g. PetrovicSteger (2009) on the use of human physical remains to create
individual and national identities).
My aim is twofold. Firstly, I revisit the quite well-documented introduction of the concept of body into the Latvian
language and discuss the implications of its use. The new
concept was aimed at severing the social ties constituting
the human body before the introduction of concepts of natu-
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ral science into Latvian. Secondly, I revisit already collected
field material and examine the impacts of four biotechnologies—stem cell technology, genomics, organ transplantation,
and xenotransplantation—on perceptions of the body and its
parts. Shortly before the time of writing, an exhibition of
human bodies opened in Riga. Studying this event aided
me in pulling together the findings of the case studies mentioned above and in questioning the concept of body in the
first place. While the concept of body has been present in
all of these biotechnology case studies, it has played only a
secondary role in their respective analyses. Both the exhibition of human remains and the application of biotechnologies provide space for enacting concepts of body and testing
the body’s properties. The case analyses allow me to argue
for the capacity of cells, genes, tissues, and human remains
to retain sociality and produce relationships. According to
the logic of the biological body, parts should have remained
parts—replaceable and without social identity once detached
from the whole.
In this paper I deal mostly with the lay perspective. The
technocratic image offered by the practice of biotechnology
permits a “zooming in” on the body, isolating certain bodily
parts, giving them a life of their own, and using them as replacements to ensure the continuity of life in a new body. In
exploring ways in which lay people conceptualize technologies, I try to keep the voices of specialists in the background.
When attention is concentrated on the biological body or
embodied experience, one might miss the opportunity to
record perceptions of the impact of technology through social relations. As a lay woman and stakeholder in a stem cell
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bank comments at the end of a nearly hour-long interview
about her participation in the bank, “I was wondering what
I might be asked about stem cells. I don’t know anything
about them, ultimately. Anything scientific, nothing” (Stem
cell interview 7). What the informant did speak about in this
interview were kin relations stirred up through the decision
to deposit umbilical stem cells in a private bank.

data used
The paper draws on interviews with actual or potential users of organ transplantation, a human genome database,
xenotransplantation, and a stem cell bank project. The interviews on organ transplantation were conducted in 2006
during the Challenges of Biomedicine project, 2 and six of
those interviews with patients are used for this paper. Four
interviews with xenotransplant recipients conducted in
2010 under the CIT-PART project 3 were selected for a secondary analysis here. A selection of twenty-two interviews
and three focus group discussions with genome data bank
donors or potential donors were taken from research material collected in 2008 under a UNESCO-funded project. 4
Jekaterina Kalēja (2010) kindly offered the research data she
collected on a stem cell data bank for her master’s thesis;
nine extended interviews with actual or potential data bank
users were selected from this material for secondary analysis. In addition, thirty-four interviews with lay people about
bodies and biotechnologies were carried out in March 2011
for the European Science Project (ESF) on biosafety, 5 focusing on informants’ relationships with their bodies. Eight of
these interviews were transcribed and used for this paper.
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All data were coded using Atlas.ti. The material, with the
exception of the 2011 interviews and the data collected by
Jekaterina Kalēja, had been coded already and several code
families such as “genes,” “organs,” “transplant,” and “body”
were analyzed in greater depth. The rest of the material was
coded according to the same scheme, looking at the articulation of the concept of the body and its parts.

the in troduction of the concept of body
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The volume edited by Lambert and McDonald (2009) problematizes the concept of body from biotechnological and
native perspectives. The case of Latvia offers an interesting
historical resource in this context with the introduction of
the tools of natural science into the Latvian language, body
being one of them. The concept of “body” was introduced into
Latvian in the nineteenth century along with other terms
that would make it possible to articulate natural science. At
the time, Latvian contained several terms describing (so to
speak) corporeality: miesa, which described muscle mass or
meat and was attributed to humans in Christian texts and
used in opposition to the spiritual (the English equivalent
would be “flesh” or “the flesh”); rumpis, which described
a body without head and extremities and was attributed
to humans; and augums, which described human stature
exclusively and incorporated social factors and nurture
(Karulis 1992, 463–64). Augums incorporated traits of personal character expressed in relation to others—diligence,
virtue—which were not seen as features separate from the
physical body but jointly determined the beauty of augums.
For example, as a popular Latvian folk song recounts, the
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ugliness of a girl could be seen in a situation when she quarrelled with her mother, while the beauty of an orphan girl
could be seen when she cleaned the front yard of her house.
When a person died, it was augums that was buried, along
with all the social relations incorporated in it.
When natural science concepts were being introduced
into Latvian, none of the above-mentioned terms seemed
suitable to describe the concept of “body.” The discussion
concluded by coining a new term, taking the old Prussian
k‚  e rmenis and ascribing a new meaning to it. 6 Current dictionaries indicate this intended use of the concept.7 Firstly,
the new term allowed all bodies to be seen as a universal
and purely material substance. Secondly, it allowed animal
and human bodies to be seen as organisms, indicating common substance. The concept of augums became outdated
because of its purely human and relational nature. Most informants in the 2011 interviews had forgotten the history of
the term and used it to describe the height of a living being.

bodies r ev ea led
In early March 2011 the exhibition “Bodies Revealed” opened
in a Riga shopping centre, stimulating intense public debate
about the body, its ownership, human dignity, and the authority to exhibit the interiors of bodies and define those
body parts that are most “sensational” to the visitor. In official communication about the exhibition the organizers set
their aim as both education and art.
Interviews conducted after the opening of the exhibition
show that linguistic definitions do not adequately describe
the positioning of the concept of body in society. The exhi-
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bition’s communication uses body in a context of medical
and anatomical knowledge, something that can be accessed
by doctors and exhibited to lay people for educational purposes. However, medical students dressed in white overalls
fulfilled a first-aid function as well as an educational one,
helping fainting visitors recover with offers of a bottle of
ammonia water to sniff.
It was not a view of bodies as detached and “natural” that
the process of visiting the exhibition enabled visitors to see.
Rather, the process of seeing engaged visitors in “knowing”
their own body:
I think it [the exhibition] is [suitable] for children as well
to explore and compare. It’s one thing to speak of harm
done by smoking and another thing to see a smoker’s lungs.
I think it’s permissible to go and see what a stroke is and
finally understand it. (Male, forty years old, director of a
centre for the elderly)

This visitor saw not what organizers claimed to exhibit—the
anatomy of the body—but his own body. Thus, stroke-afflicted human remains in an exhibit allow him to “understand”
his own (potential) stroke. At the same time, body is also
seen here as a common feature of human likeness: the exhibited bodies allow viewers to see their own bodies and
mentally relate to their inner body parts.

hum a n a nd a nim a l bodies

86

As I wrote earlier, the introduction of the concept of body
allowed the similarity of human and animal bodies to be
emphasized. At the same time, the context of the exhibition
allows informants to problematize this similarity:
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I want to know about my own body, however.… It’s said that
when a pig is slaughtered, its insides look the same [as human], and I know how it looks inside the pig—I’ve had pigs
my entire life. We kept animals for meat and I know the
insides. I don’t know [about my body]… It’s simply interesting. (Female, diabetic, seventy years old, from a rural area)

As the informant says, the way of “knowing”—or in other
words relating to—the human body has become particular.
While one may “know” animal insides from daily experience, this informant’s experience contradicts the conceptualization of the “body” as introduced in the nineteenth
century that stresses the resemblance of human and animal
bodies. Though the biological composition of human and
animal bodies is similar, their embodied social connections
become the source of irreducible difference.
The case of xenotransplantation opens an interesting
angle on this animal–human dissimilarity. The technology
draws on biological similarity of human and animal bodies
and was developed to cover human organ and tissue shortage. At the same time it opened a lot of controversies dealing
both with zoonosis (infection transmitted from animals to
humans) and imagined social threats of losing one’s humanity after transplanting animal tissues. Xenotransplantation
research was carried out in Latvia during the Soviet period. 8
Currently, only biovalves of xeno origin are used in routine
heart surgery. At the same time, knowhow gained through
xeno research was used despite the fact that the material
had been bought from specialized providers.
The booklet for surgery patients wisely calls implants
“biological” and not “xeno.” One of the patients in the inter-

87

Aivita Putnina

view says that his implants were “ecological” as opposed to
“artificial”:
This artificial [one] which is sewed in is well tested. It’s not
blood that comes from a homeless person being transferred
without any testing. The blood is tested. And so is the tissue.
The tissue is processed so that they do not differ in their
essence from human tissue. Are they taken from a cow or
sheep [both words in diminutive form], those do not differ,
since the tissue is tissue. Muscle fibre. A muscle is muscle. It
is unimportant whether it’s here or there or in a dog’s hind
leg. (Xenovalve recipient 2; my emphasis)

None of the patients interviewed had contemplated the origin of their heart valve prosthesis. This surgical solution is
used for older patients who have experienced illness before.
These patients did not discuss their surgeries as kidney
transplant recipients did, and doctors carefully dosed the information they provided according to the (perceived) capacity of each patient to understand the surgery. The “animal”
origin of the transplant came up in our interviews and all
patients offered ad hoc solutions to erase any possible bodily
or mentally perceived connection to animals. They invested
in accommodating the new “part” in their body but saw it
as something taken for granted, as an improvement of their
own capacities, thus avoiding establishing a relationship
with it. In a way, talking about xenoprosthesis was similar to
talking about using animals for food. As one of the patients
said, the new valve worked silently. When he slept in their
bed with his wife, the previous mechanical valve had ticked
loudly, making him feel uneasy.
88
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r epl acea ble vs. r el ated body
Organ transplantation offers a different case of relating to
a new part. 9 In technical terms, a human organ designated
for transplantation undergoes a procedure similar to what
an animal organ removed for the same procedure would
undergo: testing, removing, washing, and transporting. In
Latvia, the Law on the Protection of the Dead Human Body
and the Medical Use of Human Tissue and Organ Material of
1992 10 requires the provision of anonymity to the donor and
the recipient, thus legally cutting the link between the organ
and the organism of the donor.
In our interviews with transplant recipients we found
that full anonymity is rarely achieved in spite of its being
the legal norm; informants tried to gather at least some information about their donor and could tell a story concerning the transplanted organ. Their stories might not breach
anonymity in its legal sense. However, I want to point at
their efforts in “personalizing” the received organ in terms
of knowledge and experientially. One of the informants
recounted how he had heard the story of his donor in the
operating room when the doctors thought he was already
under anaesthesia. Whether or not the effect of this was true
from the doctor’s perspective, the information enabled him
to relate to his newly acquired kidney. An elderly woman
who knew only the sex and age of her donor and related it
to the “quality” of her transplanted kidney denied that the
social identity of a donor had an impact on the performance
of a kidney, saying that “a kidney is a kidney anyway.” A few
minutes later the informant claimed that she would never
accept a kidney from a homosexual person.
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The transplanted kidney retains not only personal features of its donor but is ascribed the capacity to produce
relationship—kinship-like relatedness between recipients
of kidneys from the same donor, for instance:
There is such a view [in the transplantation ward]. Let’s
say that two kidneys are transplanted. Two operations [kidneys] come out of one donor. Then this one and the other [recipient] call each other brothers. This is when the kidneys
come from the same donor. Between the patients. Informal.
(Organ transplant patient 4)

We can address kidney transplantation in terms of incorporating new parts. However, a transplanted kidney never
becomes truly a part of the recipient. One male informant
reported on changing dietary habits and new cravings after
transplantation. He attributed these changes to his transplanted kidney. The incorporation of a kidney implied building a relationship between the organ and the self. On the one
hand, a transplanted kidney had to be treated well to make it
work. On the other hand, it altered the body and sometimes
even the personality of the recipient. Martin Gunnarson
(in this volume) describes the phenomenon from another
perspective: transplantation does not bring recipients back
to health and they have to maintain awareness of the new
organ to avoid risks of renewed kidney failure.
We interviewed an elderly woman just after a heart xenoprosthesis operation. She appeared to be a model body for
biotechnology research:
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I have had ten surgical interventions. Three Caesarean
sections, a transplanted kidney [diminutive], Thyroid
gland cut out and womb [diminutive] excised. I don’t have
anything appreciable left inside. Only the exterior. On the
inside I have only lung [diminutive] and the liver [diminutive]. And now it is the heart [diminutive] [implant]. The
heart is. I think she [heart] will improve with time and will
get stronger and I will be able to do some jobs to help my
husband. (Xenovalve recipient 1)

This informant’s relations to her body are created by multiple surgical interventions. Each surgery opens a new connection, emphasized by her use of the diminutive form. In
the interview she describes caring for her kidney as one
would describe caring for a person. This caring had led to
the neglect of her heart, and immunosuppressive medication had eventually damaged her heart. The relationships
to organs removed are narrated as relationships to persons
taken away and living in her memories. Her heart is taking up a new life after the surgery and the patient waits for
her (the informant uses the personalized form to tell about
her heart) to be strong enough to be able to work. On the
one hand, her body can be seen as fragmented through the
anatomical knowledge, but on the other, the new entities
are kept together by the same kind of interpersonal relations. The relationship between the patient and her husband
is much the same as her relationship to her kidney or heart.
Kidney transplant recipients do not see the transplant
just as a means for rebirth (as stem cells are perceived) or
as an instrument for keeping their health (as artificial kidneys or the above-mentioned xenoprostheses are perceived)
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but as a relationship that has to be carried on. There might
be many logical reasons for such a perception—willingness
to reciprocate the donation and get well, for instance—but
those alone do not explain why the donated organ is narrated through building a relationship. One of the kidney
transplant recipients, a middle-aged woman, said that she
was caressing and talking to her three kidneys (her own two
and the transplanted one) every day. She believed that her
own kidneys were starting to work because she was caring
for them. None of the xenoprosthesis recipients perceived
their heart valve as something distinct from them and did
not relate to the transplant in as intimate a way as kidney
recipients did .
The anonymity of the post-mortem donation process
allows donated organs to be universalized and stripped of
their particularities. Recipients willingly accept this kind
of universality. At the same time, the particularity of their
kidney remains important—informants describe visualizing
their kidney “lying in the chalice” or “being washed in the
spirit” and “knowing” details about the donor—place of origin, age, sex. In other words, the idea of the donation and
circulation of the body parts is seen as a universal feature of
bodies, while the accommodation of the transplanted organ
is seen as a process of social relating to the organ. Two set of
relationships, therefore, are in operation—one dealing with
universal and replaceable body parts offered by biology and
population science, and one at the level of particular social
relationships allowed by personal experience.
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stem cell technology
Despite their relatively simple removal procedure compared to organ transplantation, umbilical stem cells are
also imagined in terms of these two kinds of opposed sets of
biological and social relationships. Some informants were
ready to donate their umbilical cord stem cells to a public
cell bank: “This is a donation. The same way I go to donate
blood—it is the same. Someone might need it” (Stem cell donor 4). Some informants saw stem cells through the lens of
their particular situation in giving birth. Stem cells get their
social features from the mother-child bond, which is seen as
embodied in the umbilical cord.
As Kalēja (2010) asserts, parental obligations, and especially obligations attached to the traditional maternal role,
are the main motivation for preserving cells in a private
stem cell bank. Looking from the relational perspective,
the technology allows the mother-child bond to be made
explicit. Similarly to the way a mother invests resources in
nurturing her child, she invests in preserving stem cells as
an initial form of the body of her child, her own body, and
potentially the bodies of her family members:
I will begin with the situation when I was pregnant and everything was focused on the little one and I thought that everything should be done for him to ensure that he has everything. Pregnant women are so undefended when someone
comes with such a good proposal [the option to insure a
child’s future health via a stem cell bank].… And another
thing was that in my family my dad had fallen ill and was
gone. Third [factor for investing] was the advertisement that
everything is curable [with stem cells]. (Stem cell donor 6)
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Fathers are marginalized in the stories about stem cell bank
investment. The situation of birth’s creating a mother-child
bond serves also as a basis for imagining the work of stem
cells. The father stays out of the final decision because of
“not understanding it properly” and/or accepting the traditional role of breadwinner that allows him to invest in financial means as opposed to the investment of cells provided
by the mother. What stem cell banking seems to be doing
is conserving parental obligations and the very moment of
birth in time.
It is interesting to note that the tight focus on preserving
the mother-child bond allows a disregard of other aspects of
stem cell technology, namely, its regenerative purposes and
application. The informants had a rather vague understanding of the application of the technology or located it in the
future. The use of stem cells is imagined within the context
of birth and a capacity to “reproduce” the birth for a cure
in the event of illness, which extends the work and duty of
the mother to preserve resources for her family. Only one
informant—a biologist working with stem cells and not participating in the banking—posed questions about the actual
use of banked cells in a treatment process.

genes
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Genes, like stem cells, are also imagined as simultaneously
biological and social building blocks of entities ranging
from individuals to the nation. Initial attempts to establish
a genome database conceptualized genes as a solely biological entity. This can be clearly seen in the Latvian Human
Genome database project materials dating from 2001. The
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first project draft proposed to attract foreign investors—in
particular, there was a German company that was not allowed to conduct this kind of research in its home country.
The Latvian population seemed suitable for research of
that kind due to its size and relative stability. In the public
media discourse genes were initially seen as a compilation
of individual biological material linked to other biological
measurements and to the history of disease, devoid of any
personal relations to the donors. The project itself was defined as a matter of scientific development, and no kind of
relationship between potential donors and their material
was envisaged by the project. Like census data or tax paying, the biological material of a population was seen as a
universal and collectable property of that population.
A debate about political aspects of the genome project
broke out, however, with the result that the idea of private
investment was dropped and all gene research was reformulated as a state-regulated and publicly owned and funded
activity. The content of the debate is described elsewhere
in greater detail (Putnina 2008), and I comment here only
on aspects of “uncovering” the social nature of genes and
complicating the scientific endeavour.
When the debate erupted, “genes” appeared to be linked
to the Latvian nation and became a sort of “national property,” with the biological material standing for the public
body of the nation. The new Human Genome Act strictly
regulated the export of the material beyond the national
borders, thus seeing genes as akin to citizen bodies. The
national body emerged as an artificial construct—a collaboration of donors, genes, and scientists:
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This is like it is in agriculture. The peasant could not manage without the seed but the seed would not be able to grow
if the peasant did not plant it. And there is a field in the
middle—it should be fertile! (Genome project donor 18, male)
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Moreover, as the potential foreign investor happened to be
located in Germany, the whole history of colonization was
laid on the table, seeing the collection of genes in such a
context as akin to the colonization of the population residing
in Latvia in the twelfth century. Latvian genes appeared to
carry the whole national history.
Blood transfusion and organ donation have never evoked
national arguments, at least in the Latvian situation, but
“genes” are imagined as a particular kind of relational information about Latvians. On the one hand, the properties of
“Latvian genes” come from the way the Latvian population
is imagined, but on the other hand, “Latvian genes” simultaneously allow the nation to be objectified in the biological
form of a population database. While blood might also be
used as a metaphor in imagining national ties, what is different with genes is their social nature, imagined as information stored in those genes and their potentiality to link
not only kin but also the nation.
An example comes from a Latvian ethnogenesis project
that preceded the human genome project. This project was
searching for the particularity of the Latvian genome and
its relation to neighbouring nations (Putnina 2002). The
findings were much in line with the political orientation of
Latvia in those days—the late 1990s—and confirmed the close
relationship of Latvians to Estonians (despite the difference

The Relation between the Body and Its Parts

in language group that is the usual measure of the relatedness of nations) and a more distant relationship to Lithuanians (despite the close links based on language) and Russians
(belonging to the same Indo-European language group).
The research methodology demonstrated the social nature
of genes: the genetic material came from persons socially
defined as Latvians by the project group. According to this
definition, Latvians were persons identifying themselves as
Latvians, speaking Latvian, and living in the same location
for three generations. Genes as a bodily substance acquired
the social properties of being “Latvian.” In a simultaneously
material and scientific fashion, genes objectified the Latvian nation. 11
Research on Genome project participants and patients
who were potentially interested in research results showed
difficulties in imagining genes and relating them to particular bodies and experiences of illness. The inability to
narrate one’s relationship to one’s own genes is linked to
the informational nature of the genes. A comment from one
gene donor makes the knowledge aspect of the genome bank
explicit. When asked about the bank in which the donor is
participating with his sample and background information,
the informant “misunderstands” the question of the public
utility of the bank, exclaiming, “A gene bank? What to say?
[Takes a deep breath] It comes from the field of science fiction. It might become a casual thing in the future. When it
will be useful in that way I don’t know yet.” As later becomes
apparent, he imagined the bank as a material entity (another informant uses the analogy of a seed bank in agriculture)
which has a potential to collect, store, and exchange genes
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similarly to body parts. He did not perceive the database as
an information database.
Most often, informants represented genes as an abstract
entity from biology textbooks or as information that could
not be linked to their individual bodies. Genes are difficult to conceptualize at an individual experiential level;
as one informant says, “My hand is aching, not my genes.”
However, the genome project has the capacity to reproduce
person-related information, and in 2010 a new initiative on
reporting the genetic screening information back to donors
was undertaken. At the time of writing, a chromohematosis
screening of databank samples has been conducted, fourteen invitations to consult with a geneticist have been sent
out, and one donor has replied so far. Those donors who had
indicated their willingness to be informed of conditions that
could be treated were approached through the data decoding procedure and offered a genetic consultation on their
genetic material. Returning information to donors has a potential for the “embodiment” of genes, for making the visualization of their work possible in the same way anatomical
knowledge does.

natur e of genes
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As I have already mentioned, blood has a potential to produce (kin) relationships, but it has a limited capacity to (re)
produce bodily qualities. This is not true of genes. Interviews
suggest that heredity is a key concept when informants
speak of transmitting particular genetically conditioned
features. Heredity is a dual concept, linking the biological and the social, and I illustrate this with several exam-
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ples from the group discussions of potential gene donors.
A conversation about the impact of alien genes broke out
in a group discussion with diabetes patients. One of the participants told a story about her daughter:
Unfortunately, she [daughter] does not take after her father’s or mother’s traits. She was one year old when she had
to undergo a blood transfusion.… This alien blood took her
over. Took her over into an alien character. I got the first
warning then. Second, there is another warning—no one in
our family is as heavy as she is. [The informant recounts
her daughter’s disease history, which is different from the
disease history of her family members] …Yes, all this is because she got these alien genes inside her. (Genome project
focus group discussion 3)

The discussion in the group shows that other participants
accept the theory of “alien genes” in a modified form. It is
agreed that the capacity of “alien genes” to cause modification is greatest in the bodies of young children, because it is
in childhood that characteristics and body are completely
formed.
My aim in recounting the story here is not to assess the
objectivity or make a representative evaluation of the claim
but to point to the mingling of relations through which the
social is worked into the biological (for ideas about nurturing children, see also Strathern 2005) and the biological into
the social (the way genes work in the body). Genetics influences the perception of one’s daughter to the same extent
that biology permits an explanation of one’s relation to the
daughter.
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The concept of “alien genes” is just one way informants
tried to “disconnect” illness from being passed through kinship lines, thus avoiding the “guilt” of passing suffering on
to those one is closest to. Cancer patients generally admitted
the theory of the hereditary nature of cancer but rarely used
the theory to explain their particular case. Their particular
case was induced by trauma, coincidence, but not heredity.
One of the informants, a cancer patient, recounts her conversation with her young daughter after she had explained
her disease to her daughter. Her daughter had inquired
whether the mother would pay for treatment of the disease
she has passed on to the daughter.
The same kind of moral argumentation limits the acceptance of a genetic explanation of disease when it comes to
particular cases. One of the informants in a group discussion makes the concern explicit: “It is terrible to imagine that
I can pass this horrific condition to my beloved.” Therefore
another informant, a sixty-year-old medical doctor with a
heart condition, interprets her illness as an accident despite
the fact that her parents and siblings had died from the same
condition at an early age. Looking relationally, informants
reject the relations imposed by genetics because they do not
want their actual relations to be influenced by genetically
produced relations. Thus, genetics is not about transmitting disease through genes, it is about relations evoked by
the genes, and it is these relations that subsequently lead
informants to reject (or accept) the connections suggested
by genetics.
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conclusions
The uncovering of “real” bodies in the “Bodies Revealed”
exhibition at the shopping centre is a good commentary
on the closed and anatomized body of individual persons.
The relatively high entrance fee is paid for the chance to
see inside one’s own body—an interest that is rooted in the
simultaneous biological universality of the human body and
the necessity to establish its particularity through social
relations. The structure of the exhibition itself becomes a
path into one’s body through a dark labyrinth that brings
illuminated details into sight at each turn. What remains
hidden is the process of knowledge-building through seeing
and relating to exhibited bodies and their parts.
The technologies considered here do not cause, but do
make it possible to visualize, the fragmented relations in
which persons (through their bodies) are involved. The
technologies also reveal both the inadequacy of a biological
perspective and the social nature of bodies and their parts.
None of the informants in the 2011 fieldwork expressed willingness to be used for such an exhibition, though many had
donated blood and reported a willingness to donate organs
after death. One of the informants, a priest, declined the opportunity to transfer any of his body parts to other persons
due to his faith, claiming that each part of his body carried
the full image of his person. The same inherent sociality
underlies the resistance of potential kidney recipients to accepting an organ from a relative (also reported by Kaufman,
Russ, and Shim 2006). Transactions with body parts take
place in a world of relations. Declining an organ donation
from a relative has a relational, not a medical, cause.
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“New” body parts cannot be perceived as universal and
exchangeable units, because bodies are not perceived and
lived as universal biological units. New parts not only carry
features embodied via their social history but also have a
potential to create relations and reciprocation. Given that
one’s position in the social network creates the context for
one’s story, it is not only the technology but also the social
relations that make a person’s story of transplantation possible or impossible (see Berglund and Lundin this volume).
Thus, social relations serve as a resource for articulating the
new technologies.
The application of technologies depends not only on a
biological zooming in and out of the biologically conceptualized body but also on the capacity of the persons involved
to bring all entities into relation. The donor’s anonymity always hides the personified relation underneath, something
that becomes apparent when recipients try to make sense of
transplantation. The umbilical stem cell databank, for instance, uses the relationship created at birth, repeating the
event of birth when the work of stem cells is imagined. The
concept of genes makes it possible to cross the borders of the
material, virtual, and social body, replicating relationship in
each of its different forms, ranging from individual to nation.
The case of new biotechnologies shows that the project of
inventing the biological concept of body devoid of social relations in nineteenth-century Latvia is not complete. Despite
the change in terminology, the body has not been perceived
as an entirely “biological” unit. A century later, body parts
retain their particular sociality despite being removed from
a larger whole and despite the universal nature of the body.

Concealed by the “Gift of Life”
The Complexities of Living with Dialysis
and Kidney Transplantation in Stockholm and Riga
M artin G unnarson

in troduction
In this chapter I view kidney transplantation from the perspective of hemodialysis. Or more specifically, from the
perspective of persons who have been transplanted on one
or more occasions and are now back on dialysis. Transplantation and dialysis are the two treatment alternatives available for persons diagnosed with end stage renal disease or,
in lay terms, kidney failure. The diagnosis pertains to the
incapacity of the kidneys to free the blood from toxins and
excess fluid. If it is not treated, the outcome is fatal.
There are two types of dialysis treatment: hemodialysis
and peritoneal dialysis. Hemodialysis is the more common
of the two and thus the focus of my study.1 In hemodialysis
the patient’s blood is circulated through a dialysis machine
that rids the blood of its toxins. This process ordinarily takes
four to five hours and needs to be repeated three times a
week. Typically, the treatment is carried out at a hospital
unit. Depending on age and overall health conditions, a patient’s life can be sustained for several years on dialysis.
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There are two ways in which kidney failure patients may
receive a transplant: from a living or from a deceased donor. In most countries living donors are related or in other
ways emotionally attached to the recipient. However, during
recent years live donations from unrelated donors have become more common. If no suitable living donors are found,
or if the potential recipient is unwilling to accept an organ
from a living person, deceased donation is the alternative.
But the waiting list for deceased donation is long in most
countries, and while waiting, the kidney failure patient
needs to undergo dialysis.
Today, the problem of a shortage of organs dominates
the global debate on organ transplantation (Siminoff and
Chillag 1999, 34). The reason people die on waiting lists, it
is said, is because not enough people are willing to donate
(Lock and Nguyen 2010, 234–36). This notion rests on an
understanding of transplantation as a routine lifesaving
therapy. The problem haunting the transplant industry is
the shortage of organs available for transplant, not disproportionate medical risks (Omar, Tufveson, and Welin 2010,
86). As a result, the act of donation has been framed within
the powerful metaphor of the “gift of life.” By the use of this
metaphor, the gap between filling out a donor card and saving the life of another person is narrowed and the presence
of brain death, transplantation coordination, and organ rejection is under-communicated. In this “mechanistic image
… [transplantation] is often imagined to restore health in a
fairly straightforward way, analogous to replacing a faulty
motor part” (Crowley-Matoka 2005, 821). Here, a second
promise of organ transplantation emerges: not only does it
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save lives, but it also restores health. As a parallel process
to the body’s regaining a lost function, the recipient of an
organ regains his or her lost life. Framed in this manner,
the risks that accompany transplantation, the hardships of
living with a transplant, and the ever-present possibility
that the organ will cease to function tend to be relegated to
the background (Crowley-Matoka 2005; Sharp 2006, 110–23;
Siminoff and Chillag 1999).
Since there is dialysis, kidney transplantation is not as
acutely lifesaving as, for instance, heart, lung, or liver transplantation. There is almost always a possibility to return to
dialysis. Still, in the public discussion, kidney donation and
transplantation is included in the shortage debate and the
“gift of life” metaphor. First, this has to do with the conception of donation as a single act. In the promotion of organ
donation, the symbolic power of the lifesaving capacity of
transplantation is applied to the “gift of life” as a whole and
not to the specific organs that are given. Second, when remedies to the problem of the organ shortage are debated, the
superior survival rate and quality of life of persons living
with a functioning transplant as opposed to those living
with dialysis are invoked. Here, the suffering and dying of
dialysis patients is used as a point of departure for further
argumentation on how to solve the organ shortage. This
results in a rather one-sided image of the lives of both dialysis patients and transplant recipients in which the two
treatment alternatives become each other’s opposites. In
this imagining, transplant recipients are portrayed as onceand-for-all saved and capable of returning to a healthy and
normal life, while life with dialysis becomes almost incon-
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ceivable, since it is reduced to mere waiting, suffering, and
dying (see, e.g., Abouna 2008, 34; Charro et al. 2008; Matas
2008a, 2008b; Monaco 2007; Omar, Tufveson, and Welin
2010, 94; Radcliffe-Richards et al. 1998; see Idvall 2007a).
In this chapter I wish to nuance this one-sided image. I
aim to unsettle the conception of life with dialysis as mere
waiting, suffering, and dying and life with a functioning
transplant as a return once and for all to a healthy and normal life. In doing so, I want to shed light on the moral economy, upheld by the “gift of life” metaphor, in which what is
considered to be a normal life is given certain meanings and
in which the complex nature of transplantation is narrowed
down to a problem of a shortage of organs (Kaufman, Russ,
and Shim 2006; Siminoff and Chillag 1999).

theor etica l a nd methodologica l
consider ations
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In the “gift of life” rhetoric, transplantation is provided with
a normalizing capacity. Framed in this manner, receiving a
transplant not only restores “physical comfort,” but it also
facilitates the resumption of “social duties” (Frank 1997, 80).
Thus, health does not equal normality but is a crucial ingredient of it. Anthropologist Megan Crowley-Matoka has
eloquently shown how, within the practice of kidney transplantation in Mexico, the concept of health is inextricably
linked to societal norms on a wider level. Included here are
“culturally potent and highly gendered images related to the
family—specifically the ability to support a family (through
employment) and to have a family (through marriage and
reproduction)” (Crowley-Matoka 2005, 826). But the promise
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of normality accompanying the “gift of life” metaphor could
be described in more general terms. Following sociologist
Nikolas Rose, I would like to argue that transplantation
framed by the “gift of life” is akin to Rose’s characterization
of the contemporary free individual. According to Rose, in
today’s “‘advanced’ liberal democracies” “individuals [are]
governed through their freedom” (1999, 84). At work here,
however, is freedom in a particular sense, “understood in
terms of the capacity of an autonomous individual to establish an identity through shaping a meaningful everyday
life” (ibid.). Governed through freedom in this sense, the
individual is forced to actively work on, be responsible for,
and actualize him- or herself (ibid., 164–66). As sociologist
Chris Shilling has shown, in late modernity this work is often carried out through an orientation toward the body as a
project. In the present, Shilling argues, individuals are involved in “body projects” that serve to manage the perceived
“unfinishedness” of the self by working on the body (2003,
4–7, 158). Normality as freedom thus becomes a question of
an individual’s ability to take control over and turn the body
and self into a personal project. Framed by the “gift of life,”
a transplanted individual has this ability, while a person on
dialysis does not. Consequently, what is concealed by the
“gift of life” metaphor is, on the one hand, the fact that the
transplant recipient is not cured and may experience illness
symptoms, and, on the other hand, that, although ill and
dependent on a machine, the dialysis patient does work on
him- or herself and may experience a sense of freedom.
In this chapter I wish to unsettle this one-sided image
of dialysis and transplantation by giving an account of the
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complexity characterizing the relation between the two
treatment alternatives. Since the fall of 2009 I have conducted ethnographical research at one dialysis unit in Riga
and three in Stockholm. The material thus gathered consists of observations of the day-to-day care and interviews
with patients, nurses, nephrologists, and transplantation
surgeons. 2 The purpose of conducting the study within two
national contexts is, on the one hand, to examine the contingency of medical practice by paying attention to its materialization within two different historical and sociocultural contexts and, on the other hand, to study late-modern
biomedical practices as cultures of their own, containing
values and norms and shaping and reshaping the lives and
self-understandings of those who become part of them. In
the context of this chapter, however, the focus will be on
the latter, since my aim is to show how the globally occurring metaphor of the “gift of life” conceals the complexity
that is inherent in dialysis and transplantation as such. In
this chapter I analyze the narratives of dialysis patients who
have experienced one or more transplantations and are now
back on dialysis. Rather than portraying transplantation as
a straightforward path to health, these persons’ stories make
visible the complexity accompanying it. Here, the body plays
an essential role.
In order to understand this complexity and the role of the
body in it, I use philosopher Annemarie Mol’s concept of the
body multiple (2002). According to Mol, medical practice enacts a multiplicity of bodies. Both diagnosing and treating a
disease require the practicing of several practices, and even
though each of these revolves around the same condition,
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they all enact their own object—that is, their own disease
and thus their own body, Mol argues. The use of the term
enactment is a result of Mol’s conviction “that ontologies are
brought into being, sustained, or allowed to wither away
in common, day-to-day, sociomaterial practices” (ibid., 6,
32–33). Thus, the different practices that enact a disease really result in a multiplicity of objects (ibid., 33, 46). However,
as Mol writes, “a single patient tends to be supplied, if not
with a single disease, then at least with a single treatment
decision” (ibid., 84). But if there are multiple bodies, how
is this achieved? Mol’s answer is coordination. In order to
agree on a diagnosis and a therapeutic intervention, the different bodies have to be coordinated. This coordination is
achieved by medical practitioners who add, calibrate, and
translate the body multiple into one composite object (ibid.,
71, 83–85).
Rather than focusing on the coordinating work done by
medical practitioners, my intention in this chapter is to attend to the coordination work done by patients. Since my
conviction is also a phenomenological one, I believe that
there is an embodied person who encounters the body multiple of medical practice and both participates in its enactment and attempts to coordinate among its objects in order
“to make sense and give meaning to his or her new situation” (Mol 2002, 15). Thus, my primary focus in this chapter
is not on the care practice as such. Instead, I direct my attention toward how the body multiple emerges in the narratives of the interviewees. I argue that the body multiple
is both enacted and coordinated in these stories, since they
are simultaneously about and linked to the medical prac-
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tice (cf. ibid., 20). Thus, the questions I pose are concerned
as much with how persons with kidney failure coordinate
between their lived body and the body multiple as with how
they coordinate between the bodies that make up the body
multiple as such.
In the first two parts of the chapter the focus is on the
interviewees’ narratives of their experiences of transplantation. First, the erratic individual body that emerges when
transplantation goes wrong is discussed, and then the complexities of the matching process, multiple retransplantations, and the quantifiable body are in focus. The third part
of the chapter deals with the complex relation between the
dialyzed and transplanted body, while in the fourth part,
the personal body, enacted in dialysis practice, is in focus.

the er r atic indi v idua l body
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When Veronica, who receives her treatment at one of the
units in Stockholm, was transplanted it became painfully
clear to her that she embodies not only a body with a specific
diagnosis but also a body that reacts uniquely to therapeutic
interventions. The kidney she received from her husband
functioned for two years. But it never worked well enough
for her to feel healthy. “I couldn’t be happy,” she says. “People could, for example, say to me, ‘But Veronica, you’re away
from dialysis now,’ implying that I should be happy about
that. But when I didn’t feel well, I couldn’t…” The reason
she did not regain her health following transplantation, she
learned, was due to her disease “attacking” the transplanted
kidney. The risk for such a scenario was known all along
by the physicians, but “they tell me now because now they
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know how I reacted,” Veronica says. The treating doctors
had hoped that they would be able, by means of special therapies, to stop the attacks by her disease. But unfortunately,
they did not succeed. Instead she became worse and the
treatments were discontinued. All in all, Veronica describes
her experience of transplantation in negative terms. In contrast to the public image of transplantation, her life with a
transplant was characterized by ill health and dependence
on caregivers and family members.
Veronica’s experience of transplantation is born out of a
tension inherent in medicine, namely, that between the diagnosed body and the erratic individual body (cf. Mol 2008,
26–27). In the example above, these two bodies are both
points of departure for and products of the procedure. The
risks associated with transplanting a person with Veronica’s
diagnosis are known, but so, too, is the fact that not every
body reacts similarly. However, the only way of resolving
the tension between these two bodies is to go through with
the procedure. By attempting transplantation one may study
the reaction of the individual body and subsequently coordinate it with the risk estimation accompanying the diagnosis.
However, if the procedure fails, the consequences may
be severe. In Veronica’s case the physical and mental
strain caused by transplantation was arduous. Interestingly, though, she seems capable of aligning her negative
experiences with the information about the enhanced risk
associated with her diagnosis and the need to test the reactions of her body. When, following her transplantation, it is
recommended that she not opt for a second transplantation,
she explains her decision to follow the recommendations by
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reference to her difficult experiences. “I want to be more
careful. I don’t want to risk getting worse,” she says.
Some might argue that the erratic individual body is a
fundamental aspect of all human life. Since we are all biologically different we are always aware of the possibility of
our bodies behaving in a unique and unpredictable way. Essentially, it is the uniqueness of my embodied appearance
that assures a person that it is I he or she is addressing. But
ordinarily this does not cause me to thematize my own body.
It is not my body as an object that is addressed but I as an
embodied subject. This is true for my own engagement with
the surrounding world as well. It is as an embodied subject
that I use things and meet people. Thus, the body is ordinarily “absent” from my attention (Leder 1990). But since it is
made of flesh, skin, and bones, it can always be thematized
as an object. According to philosopher Drew Leder, this thematization typically occurs when the body is experienced
as “problematic and disharmonious” (1990, 70). Leder’s examples are disease and pain. He argues that, in disease and
pain, a person is forced to direct his or her attention to rather
than from the body (ibid., 83). Leder terms this state “dysappearance.” In the state of dys-appearance the reason for
the thematization of the body comes from within the body
itself. However, a person may also be forced to attend to his
or her body as a product of a societal situation. There may be
power relations that orient a person toward his or her own
body. Leder labels such occasions “social dys-appearance”
(ibid., 96; see also Young 2005). Both social dys-appearance
and dys-appearance always take place in societal situations and are therefore always interpreted and acted upon
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within a sociocultural context. What distinguishes the two
dys-states from each other is their origin. Dys-appearance
originates from within the flesh and bones of the physical
body, while social dys-appearance is caused by something
external to this sheer physicality.
Leder’s characterization of social dys-appearance always seems to presuppose the presence of the Other, the
presence of a person or a group of persons who “refuses
cotranscendence” and therefore forces me to thematize my
body as something problematic (1990, 96). However, I would
like to argue that the presence of a powerful system of
knowledge, in my case biomedical knowledge, can have the
same effect. As we shall see below, the practice of biomedical knowledge enacts a body multiple that forces persons
with kidney failure to thematize their bodies in a number of
ways.
In the context of this chapter I am interested in the constant intertwinement of and interplay between dys-appearance and social dys-appearance present in the interviewees’
stories. The occurrence of such interplay is pointed out by
Leder, but only as a process that reinforces both types of
dys-appearance (1990, 98). In my informants’ stories it is apparent that the encounter between a dys-appearing and a
social dys-appearing body may have an alleviating effect. Or
rather, it may orient a person in a way that produces strategies for managing or avoiding the dys-state.
If we return to the erratic individual body, it becomes
clear that it can emerge as both types of dys-appearance.
When I fall ill, Leder writes, “I can no longer take the body
for granted” (1990, 89). Thus, dys-appearance may cause an
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awareness of the erratic nature of the body. But in the example above, Veronica also meets the erratic individual body as
a product of the medical practice. She learns that her body
has reacted in an unpredictable way to the treatments that
the doctors had hoped would prevent her disease from attacking the transplant. Here, a specific version of the erratic
individual body emerges, one that is a product of the social
situation that she is in, an erratic individual body created
by the failed attempt of medicine to restore her health. What
in this case becomes erratic is that which at present falls
outside the knowledge and mastery of medicine. Thus, the
erraticism produced is an intrinsic feature of the particular
biomedical practice that Veronica is enmeshed in. When a
person is waiting for a transplant, the expected outcomes of
the procedure—for example, improved health and quality of
life—become incorporated into the lived reality of the person
waiting.3 Therefore, the very experience of the erratic individual body is deeply intertwined with the context in which
it occurs. But, as argued above, this erraticism is also a fundamental quality of the lived body as such. That medicine,
in its ambition to produce diagnosed and treatable bodies,
deals with unique physicalities is a fact emphasized by all
interviewees, patients as well as medical personnel. Thus,
the erratic body haunts medicine wherever it goes, but the
way in which the erraticism emerges depends on the specific biomedical practice that enacts it.
Fortunately, Veronica is able to coordinate between the
social dys-appearing body created by medicine and the
dys-appearing body she experienced while living with her
dysfunctional transplant. This not only orients her in a way
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that gives meaning to her suffering, but it also allows her to
avoid it by not opting for retransplantation.
Thus, the coordination of the dys-appearing and the social dys-appearing body orients her toward transplantation
in a specific manner. From this perspective, transplantation, rather than being a routine and straightforward lifesaving therapy, becomes a risky and difficult endeavor. This
orientation toward transplantation is shared by a majority of
those who have returned from transplanted life to dialysis.
However, many do not, like Veronica, know why the transplanted kidney ceased to function or never started to work
in their bodies. This orients some to stress the importance
of accepting the unpredictable nature of transplantation and
others to speculate about what might have gone wrong. Valda, who receives her treatment at the unit in Riga, connects
the high level of the immunosuppressive drug Sandimmune
detected in her blood at a routine checkup to the start of the
rejection of her first transplant. She says:
Humans aren’t equal. Every human being has a totally different organism. I think that one has to work on this issue
more, because you cannot prescribe drugs based only on
weight in kilos. Someone weighs more but absorbs drugs
better. Another has worse absorption [and even though] he
is slimmer … needs more.

Here, the erratic individuality of the body is evoked again.
Now in the form of a body that medicine does not pay enough
attention to. Apparent in Valda’s words are the expectations
on medicine that accompany biotechnologies such as transplantation. The promise of the “gift of life” to return the
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transplant recipient to a normal life relies on the promise of
biomedicine as a whole to know and tame the body. Thus,
Valda has the right to demand that more attention be paid to
the problem of drug absorption.

tr a nspl a n tation as a lot tery
a nd the qua n tifi a ble body
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But transplantation involves more than one body. It relies on
the merging of two. In a way this is precisely what the “gift
of life” metaphor tells us: one person has to give a bodily gift
in order for another person to survive. But in its one-sided
focus on the insufficient number of people willing to donate,
the “gift of life” metaphor conceals the complexity that is at
work when two bodies are to be matched. Consequently, attention is also diverted away from the responsibilities taken,
knowledge gathered, and work carried out by the dialysis
patients who try to navigate through this complexity.
In contrast to the dominating supply-and-demand rhetoric, many of my informants’ stories are oriented toward the
complexity of the matching process. With the experience of
the return to dialysis and the loss of function of the transplant come insights into the uncertain and uncontrollable
nature of the matching of the bodies involved. This even
prompts some of my informants to refer to transplantation
as a lottery.
Dmitry, who receives his treatment at the unit in Riga,
is one of them. He has been transplanted on two occasions.
The first transplantation gave him nine years of what he
terms an “absolutely normal life.” The second, however, was
unsuccessful. When we meet for the first time in October
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2009 he tells me that he wishes to wait for a long time for the
third transplantation. This has to do, first of all, with the
complications he suffered in the wake of his second transplantation. During a period of eleven months he was hospitalized on numerous occasions. Dmitry describes this year
as “lost” and says, “If the second kidney had worked for a
longer time I would probably have another view of life.” Now
he has come to the conclusion that transplantation is a lottery and that it does not “depend so much on cross-matching
but on physiology—to what extent people match each other.”
What Dmitry means by physiology here is unclear but it is
evident that it is something that goes beyond the control of
medicine.
However, Dmitry’s wish to wait for a longer time is also
motivated by the severity of the third transplantation. “The
third transplantation is a very serious step,” he says. “It is [a]
longer [operation] than the first and second transplantation
since the kidney is placed in the center [of the body], under
the stomach […]. You must be ideally healthy at that moment, and the idea needs to ripen in your head.” Like many
of his fellow patients, Dmitry is also aware of the fact that
the survival rate of the transplanted kidney decreases with
every attempt. He refers to a study conducted by Russian
nephrologists that gives the third transplant a 25 percent
chance of survival.
Added to these uncertainties are the challenges of coordination. These come to the attention of dialysis patients in
different ways. They are, for instance, hinted at in the information presented to patients when they are admitted to
the waiting list. When Valda’s doctor told her about the pos-
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sibility of being admitted to the waiting list he made sure to
inform her that “it is not for bread or sausages or whatever,
but [it depends on] a match.” By contrasting the waiting list
for transplantation to the queues for food common during
the end of the Soviet era, Valda’s doctor implies that there are
more complicated factors than time involved. Consequently,
a majority of my informants have only received vague information about the expected waiting time. But the challenges of coordination also come to some patients’ attention
through the experience of being called in for transplantation
without being transplanted. This may happen for a number
of reasons. On some occasions, the crossmatching proves
to be poor. On others, an infection makes transplantation
impossible. When Sven, who is treated at one of the units in
Stockholm, received a phone call one night from the transplantation department, he was informed from the outset that
he was not the primary candidate for the kidney. So, when
the transplantation did not happen, he was not surprised.
How the complexity of organ coordination has come to
Dmitry’s attention is unclear. But when we meet for a second
interview and I express my wish to know more about why he
considers transplantation to be a lottery, he gives a detailed
account of what transpires when organs from a brain-dead
donor become available. The protagonist of his story is the
coordinator.
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She calls one person and he has a temperature. Then she
calls another one and he has a cough. Then she calls a third
person and he’s ill. They all fall away. And that’s the way
the choice is made, independent of whether you are fourth
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or fifth or tenth on her list. [Probably] the kidney would
match […] the first person on the list [best], for him it could
probably function for ten years. But it matched me, so they
put this kidney in me.

As we have seen, there are a number of complex issues motivating Dmitry’s wish to postpone the third transplantation.
Of great importance is, first of all, his experience of the two
previous transplantations. It is the shifting outcome of these
that has oriented him toward the randomness of the procedure. Here, the erratic individual body emerges again. But
unlike Valda, Dmitry does not expect medicine to be capable
of taming it. Instead, he argues, it is up to him to be physically and mentally prepared for the procedure. Much like
Rose’s and Shilling’s characterization of the contemporary
free individual, Dmitry is forced to turn inward and actively
monitor and work on his mind and body in order to navigate
through the complexities of transplantation. In this process
he becomes required to assume personal responsibility for
the timing of his admittance to the waiting list for transplantation.
But the chance of drawing the winning ticket in the
transplantation lottery is not completely random. In addition to the erratic body there is a quantifiable one. This
body is evoked when Dmitry refers to the survival rate of
the third transplantation. Most of my informants do not, like
Dmitry, report the findings of scientific articles, but they are
all aware of the increased risk associated with each retransplantation. Thus, becoming directed toward the quantifiable body is inevitable when one decides how to live and what
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to do following the return to dialysis. In Dmitry’s case, the
25 percent survival rate of the third transplant reinforces his
orientation toward a longer waiting time.
According to Fredrik Svenaeus, the ability to measure
and quantify the body, developed during the nineteenth century, was essential to the emergence of modern medicine.
Through advances made in scientific disciplines such as
physics and statistics it became possible to make diagnoses
and prognoses by studying and systemizing the numerical
outcomes of tests facilitated by new medical technologies
(Svenaeus 2000, 32–33). The quantifiable body is thus an
intrinsic part of modern medicine. However, as with the erratic individual body, the way in which it emerges varies
with each medical practice. Thus, the quantifiable body in
the form of a 25 percent survival rate for the third transplant
orients Dmitry toward the procedure in a specific manner.
But in the example above it also becomes clear that those
who return from transplanted life to dialysis encounter not
only a body multiple but also a transplantation multiple. 4
From the perspective of dialysis, the lifesaving potential
of transplantation is not stable. It decreases with every attempt. Consequently, the first, second, third, and fourth
transplantation are all different from each other and orient
the embodied person toward the body multiple of dialysis
and transplantation in different ways.
Thus, when the multiplicity and complexity of transplantation is taken into account, characterizing life with dialysis
as mere waiting, suffering, and dying becomes impossible.
Instead, the responsibilities taken and the work done by persons on dialysis appear. So, too, does the interplay between
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the two types of dys-appearance. Dmitry’s experience of living with a dys-appearing body following his second transplantation, combined with the social dys-appearing body
materialized in the form of the quantifiable body, orients
him toward a longer waiting time.

the r el ation bet w een the di a lyzed
a nd the tr a nspl a n ted body
In the following I turn my attention toward the relation
between the two treatment practices that I study. In these
practices two bodies are enacted: the dialyzed body and the
transplanted body. As I have argued above, in the public image the dialyzed and the transplanted body are imagined
as each other’s opposites. While the former is healthy, free,
and active, the latter is seen as characterized by ill health,
dependence, and passivity. Although one-sided, this image
does exist in my material. Those who have experienced life
with a fully functioning transplant not infrequently describe
it with words similar to those above. When Yevgeniy, who
receives his treatment at the unit in Riga, was transplanted
for the first time the kidney functioned for three years and
nine months, a period he describes as follows: “I felt like
a healthy person. I used drugs, of course. I worked. I felt
very good. Practically speaking, I was a healthy person.”
This may be contrasted to how Filips, who is also treated
at the unit in Riga, characterizes the role of dialysis in his
life. “Dialysis is the most important activity, and only after
that [come] all other things. Dialysis [has] reorganized my
life.” To describe dialysis as an intrusion into life is common among my informants. It is not only time consuming; a
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majority also experience side effects such as blood pressure
drops, nausea, and fatigue (Idvall 2007b, 153–54; Russ, Shim,
and Kaufman 2005; Berglund and Lundin this volume).
None of my informants, however, view transplantation
as a definite solution to these problems. Instead, as we have
seen, it emerges as a multiple and variable treatment alternative that, on the one hand, has the potential of providing an improved quality of life, but, on the other, might fail
and cause even greater suffering. Thus it follows that a life
with dialysis always has to be taken into account. But the
“here” from which this taking into account takes place is
never stable, and neither are the different bodies and multiple forms of treatment that are encountered. Consequently,
in my informants’ stories the relation between the dialyzed
and transplanted body goes beyond simple opposites such
as health and illness, normal and abnormal, freedom and
dependence, and so on.
“It is like intermittent care,” Marianne says. “Sometimes
you are treated with dialysis [and] sometimes you are treated
with a transplant.” Marianne has decided, however, not to
opt for a third transplantation. Her previous two have been
filled with repeated infections and courses of antibiotics.
Now she manages dialysis by herself at her home in Stockholm. She has furnished one room of her apartment with
a hemodialyis machine, a bed, a telephone, and a TV set.
Here she spends three to four hours, four to five evenings a
week. Marianne follows her own prescription, which means
that she decides how many hours she will spend on dialysis
each week. “And this gives me a sense of freedom with the
machine, I think, with my life …” she says.
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When Marianne explains why she is not opting for a third
transplantation, it is in a rather pragmatic way.
It is good of course to rest your vessels. They get really
exposed on dialysis. So that’s of course an argument for
[transplantation]. Another argument for [transplantation] is
to escape the constraint. […] So there are a lot of advantages
if you count like that. And then there are the disadvantages.
And then you have to consider them, and that’s what I have
done.

What motivates Marianne not to go through with a third
transplantation is, besides the many infections she suffered
following her two previous transplantations, the major
surgeries she would have to undergo. A third transplantation, she says, would entail not just inserting a new kidney
into her body but also taking one of her old transplants out.
Added to these disadvantages are the immunosuppressive
medications and their side effects.
The pragmatic way of reasoning found in the quote above
is evident in many of my informants’ stories. Even though a
majority of those who have the possibility choose to opt for
another transplantation, it is not, as I have shown, without
taking into account the uncertainties involved. These considerations are often far away from the “gift of life” rhetoric.
Marianne’s orientation toward the state of her vessels shows
that she does not consider transplantation to be capable of
solving her problems once and for all. When she highlights
the importance of resting her vessels, she takes for granted
the temporal limit to the functioning of the transplant and
a return to dialysis. Thus, Marianne is not primarily ori-
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ented toward transplantation as a lifesaving technology, but
rather as a rational way of resting her body from the strains
of dialysis. However, she also brings up the independence
of the transplanted body. But it is clear that the side effects
of her previous two transplantations and the major operations she will have to go through weigh more heavily. Posed
against the freedom of the transplanted body, furthermore,
is the freedom of the dialyzed body. Following her own prescription makes a feeling of freedom possible.
By working on herself in the form of self-care dialysis, Marianne is able to give life with dialysis a meaning
that comes close to normality in the form of freedom. She
reaches her decision not to opt for a third transplantation by
weighing the pros and cons of her life with dialysis against
those of her life as transplanted. In the “gift of life” rhetoric,
attention is diverted away from the need for such pragmatic
considerations, and also from the potentiality of a feeling of
freedom when living with dialysis.
Another way in which the complexity of the relation between the transplanted and the dialyzed body emerges in
my informants’ stories is through their orientation toward
the toxic body. The toxic body is an illustrative example of
the contingency of the body multiple and the coordination it
demands of the person encountering it.
The main aim of dialysis is to rid the patient’s blood of its
toxins. The level of toxins in the blood is regularly measured
in order to evaluate the efficiency of the treatment. Thus,
dialysis patients become continually oriented toward the
problem of the toxic body. For some, this orientation becomes problematic when, following transplantation, they
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have to take a large amount of immunosuppressive medication. After the loss of function of his transplant, Sven met
some of his previous fellow patients who had decided “that
they wouldn’t go near these kidneys and these toxic pills.”
Although Sven had not experienced any side effects during
the time he was transplanted, he had contemplated the possible consequences of the medication. And when his fellow
patients expressed their view, he started seriously considering whether or not he would opt for a second transplantation. Now, when this thought process has been going on for
a while, Sven has decided that he will probably say no if he
is offered admittance to the waiting list again.
Carlos, who has just moved to the self-care unit in
Stockholm, also labels the immunosuppressive medication
toxic. This has not, however, prompted him to opt against
retransplantation. In his story, the toxic medication functions instead as a means of describing the hardships of life
with a transplant. Carlos’s transplanted kidney functioned
for thirteen years. During this period he “traveled a lot” and
“did a lot of things.” So “of course you feel a lot better, you
have freedom, but you’re not 100 percent,” he says. He thinks
the reason he did not feel 100 percent was the immunosuppressive medications. They upset his stomach, made him
tired and depressed, and caused a period of panic attacks.
Now, when he is back on dialysis, his stomach and his head
feel better, he says.
Thus, the toxic body is not only one; it is multiple. It is enacted in dialysis as well as in transplantation but is afforded
totally different meanings in the two practices. For a person
who has experienced both dialysis and transplantation, the
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two versions of the toxic body may become “incompatible”;
they may be experienced as an embodied contradiction
(Mol 2002, 35). With dialysis, ridding the body of its toxins
saves the patient’s life. With transplantation, the same end is
achieved by the intake of toxic medication. Thus, coordination is required. One way of coordinating incompatible bodies is, according to Mol, to produce a hierarchy, where “one
of them is made to win” (ibid., 84). This is what Sven does
when he makes the dialyzed body the winner and Carlos
when he makes the transplanted body the winner.

the persona l body
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In the following I wish to nuance the image of life with dialysis as mere waiting, suffering, and dying by turning my
attention toward a body that emerges in the hemodialysis
practice, namely, the personal body. This body is personal
rather than individual since, to a varying extent, it becomes
known, acted upon, and controlled by the person who embodies it. Through being oriented toward the personal body,
a person gains knowledge about his or her embodied reactions and relations to the illness and treatments. But the
reverse is also true: for the personal body to emerge, a person has to be oriented toward his or her own body with the
intention to know it and to work on it.
In being oriented toward the personal body, the aim is
to make personal all manifestations of the body multiple.
By continually attending to the diagnosed, erratic, quantifiable, dialyzed, transplanted, and toxic body, a person gets
to know and becomes able to control and alter his or her
body. This idea rests firmly on a view of the body multiple
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as always being about the body of the patient, but also on a
view that as an embodied being one always already has a
unique knowledge of one’s own body. Therefore, it is only
natural that a patient takes responsibility for and engages
with his or her body.
This relation of the individual to his or her own body is
akin to Rose’s characterization of the advanced liberal individual and to Shilling’s “body projects.” But an interesting
parallel can also be drawn to the changing role of the patient
that has been taking place during the last few decades. This
new patient is active in relation to his or her care, takes responsibility for it, and has knowledge about both diagnosis
and treatment alternatives. He or she participates in the
decision making and has the opportunity to choose among
health care providers and treatment alternatives. In relation to the medical practitioners this patient is often referred
to as autonomous and empowered. He or she is considered
to be a unique individual with special needs and wishes
(Hansson 2006; Idvall and Lundin 2009). 5 The new patient is
thus an individual who is oriented toward a personal body.
Johan, a Swedish nephrologist working at one of the units
where the medical personnel manage the treatment, finds
dialysis patients’ involvement in and awareness of their own
bodily state to be the most interesting aspect of nephrology.
“Since they are very aware of themselves, their disease, it
becomes easier to manage their treatment …”, he says. This,
in turn, means that he gets more positive feedback. “When
they feel the results they become very happy and […] that is
then returned to you.” According to Johan, it is the constant
flow of information between medical personnel and patients
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that is the primary reason for the awareness among patients
of their bodily state. He continues: “The character of this
disease requires frequent checkups, and frequent checkups
means frequent test taking, and, once again, discussions
about this. So there are constant repetitions, and that way
they learn a lot.”
But becoming knowledgeable about the body is not
enough. Dialysis patients also have to carefully monitor and
act upon it. This is particularly evident when it comes to the
restrictions in fluid intake to which all dialysis patients are
subjected. Valda’s story illustrates this.
Can you imagine that I am not allowed to drink a cup of
water during the whole day? Because in everything I eat, in
bread and in other [foodstuff], there is water, and it accumulates in my body. And then it [results] in how much weight
I have to drop every time [dialysis session], since the fluid
is not discharged by [my body]. I think about it all the time.
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Before every dialysis session all patients weigh themselves.
This is done in order to determine the amount of fluid that
needs to be removed from the body during the treatment.
“Taking off” a lot of fluid is, for many, very demanding and
may result in feelings of fatigue and nausea that often linger
for hours. Moreover, only a limited amount of water can be
removed during a dialysis session. If, over an extended period of time, a person does not sufficiently reduce his or her
fluid intake, water will accumulate and eventually find its
way to the lungs. It is therefore not strange that Valda constantly monitors the amount of fluid that goes into her body.
But every body reacts differently. Veronica, for instance,
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understood early on that her body had a hard time “carrying” a lot of fluid. “I see other patients who can carry a lot
more fluid and […] it seems like they can cope a lot better.
I can’t stand a lot. I get easily nauseous, very easily nauseous.” Thus, there is no universal formula or method to
manage the fluid intake. In order to monitor and control the
reactions of your body you need to get to know it in all its
uniqueness. But as I pointed out above, the reverse is also
true. Getting to know the uniqueness of your own body requires an orientation toward it.
This is also evident when it comes to the frequent tests
and checkups—referred to above by Johan—that dialysis patients undergo. These, too, cause patients to become not only
knowledgeable about but also active in relation to their bodies. Rune, who receives his treatment at one of the units in
Stockholm, greatly values the information that the monthly
tests give him. “I want to be informed about… well, about my
condition, […] what I don’t feel but which the tests reveal …”,
he says. Comparing the latest test results with those from
previous months allows him, furthermore, to discover tendencies of improvement and exacerbation. “I am in no way
an expert,” he continues, “but I want to know about what
concerns me […] and what I can do to improve it.” Thus,
the frequent tests and checkups not only inform a dialysis
patient about his or her bodily state but also orient him or
her to seeing tendencies in and working on the body. Here,
the presence of the body as a personal project becomes strikingly clear. Not all dialysis patients pay as much attention
as Rune to the results of their tests, but my empirical data
indicate that the sheer amount and frequency of medical
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checkups and tests always, to some extent, result in an orientation toward the personal body. 6
Thus, rather than being characterized by mere waiting,
suffering, and dying, the hemodialysis practice revolves
around how life with the treatment may be improved. Permeating the four units I have visited is the idea that things
can and should be done about the state of the body, and that
the more the patient gets involved the better the results.
However, my material also contains many descriptions of
life with dialysis that are seemingly akin to that conveyed by
the “gift of life” metaphor. A majority of the dialysis patients
I have met describe themselves as being at the whim of the
symptoms of the disease and the regime of the treatment.
The end-stage state of the kidney disease and life with dialysis are often portrayed as being beyond individual control and something that simply has to be accepted (cf. Idvall
2007b, 153–54; Russ, Shim, and Kaufman 2005, 305). Thus,
there are limits to the extent to which the body can be personalized. Furthermore, the prerequisites for turning the
body into a personal project are framed by the treatment
practice as such. It is first and foremost from medicine that
dialysis patients find the tools required for personalizing
their ill bodies. But rather than being mutually exclusive,
the imperatives to accept the malfunctioning body and to act
to personalize it coexist. This clearly illustrates the complex
situation in which dialysis patients find themselves.
There is, however, one group of patients who describe
themselves as being more able to transcend the limits that
kidney failure and regular dialysis create. These are the
self-care patients.7 “I can’t adapt myself to dialysis, it can’t
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be done,” Carlos says. “I know where my limits are. […] I
know that it’s hard to ‘take off’ a lot of fluid from me. I know
that I feel bad after three hours […]. So I need to adapt dialysis to me.” Carlos tries to line up the conditions that need to
be met in order for him to endure a life with dialysis. Apparent in the quote is the personal body. Carlos repeatedly
uses the words “I know” to emphasize the knowledge he has
about his own body. This knowledge tells him that regular
dialysis does not suit him. He needs to dialyze more than
four times a week; otherwise the treatment is too hard on
him. However, the only way for him to achieve this end is
to begin self-care. At the time of the interview Carlos has
recently moved to the self-care unit and started treating
himself. “It’s me and the machine [now], no one else, only
if I need help. But I’m in charge,” he says. Self-care gives
him “the freedom to choose” the length and frequency of his
dialysis sessions. Consequently, he can adapt the treatment
to himself and “live a good life with dialysis.”
As touched on above, Marianne describes her life with
dialysis in similar terms. Having the treatment at home
gives her a sense of independence and freedom. “It’s incredibly valuable to be in control of your life more, which is the
case when you have it at home,” she says. Moreover, homehemodialysis enables her to plan her week more freely. The
week of our interview, for instance, she will only take her
treatment on four occasions since she has her son’s birthday
party and a ballet to go to. But this is a minimum. She needs
to reach at least fifteen hours a week to feel reasonably well.
Both Carlos and Marianne have come to gain a lot of
knowledge about their bodies. But more than that, they have
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been afforded the tools to turn their knowledge into action,
to engage in their own “body projects.” Self-care dialysis has
made it possible for them to know and work on themselves
and their bodies in a way that facilitates a self-presentation
containing many of the key words used to define the new
patient and the advanced liberal individual. Although they
both tell about the uncompromising intrusion of dialysis into
their lives, Carlos and Marianne are still able to describe
themselves as relatively free, in control, able to choose, and
independent. Their orientation toward themselves through
self-care dialysis aligns them with the contemporary characteristics given to a qualitative and normal life. Unfortunately, however, such alignment is rendered invisible by the
“gift of life” metaphor.
But how, then, can being oriented toward one’s own body
as a personal project be viewed as normal when, as Leder
points out, our bodies are ordinarily absent from our attention? In fact, Leder’s main argument is that the disappearance of the body is an essential precondition for our engagement with the surrounding world (1990, 90). It is by being
directed from, not toward, our bodies that we are able use
the objects and interact with the persons around us. Thus,
dys-appearance and social dys-appearance not only orient
us toward our bodies but also shut us off from our engagement with the world. But Leder is careful to point out that
dys-appearance and social dys-appearance are not the only
modes by which we attend to our bodies: “There are a limitless variety of situations in which we experience or take
action upon our body in the interest of enjoyment, self-monitoring, cultivating sensitivity, satisfying curiosity, or for no
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particular reason at all” (ibid., 91). What distinguishes dysappearance from other forms of bodily attention, however, is
that it exerts a non-negotiable “demand” on the individual:
“Other sorts of bodily thematizations have a certain optional
nature” (ibid.). This is not to underestimate the compelling
nature of the contemporary sociocultural imperative to be
oriented toward the body as a personal project; Shilling
would almost certainly agree that body projects not infrequently cause the body to dys-appear. But, for dialysis patients, after a while the distressing bodily symptoms and the
asymmetrical encounters with the medical gaze of doctors
and nurses become part of the habit of everyday life. Nurses
and doctors become almost like colleagues or even friends,
and test results are used as instructions on how to engage
better with the surrounding world—what to eat and drink,
how much to exercise, and so on. Furthermore, in the selfcare patients’ stories, the optional nature of their orientation
toward their bodies is central. It is the possibility of adapting
the treatment to bodily needs and personal intentions that
they value most. But, as I have shown in this chapter, this
does not mean that they never experience a dys-appearing
body. Nor does it mean that being oriented toward the body
as a personal project automatically causes it to dys-appear.
Instead, being engaged in a body project may facilitate an
engagement with the world since it enables an anticipation
and prevention of dys-appearance and an alignment with
the contemporary ideals of responsibility, activity, and independence. Important to keep in mind, however, is that the
person who attends to the body is always embodied. “Gazing
upon the body-object is a body-subject, though the physical-
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ity of the latter may remain tacit,” Leder writes (1990, 88).
Thus, when orienting oneself toward one’s own body, the
body is always both present and absent.
What I have wanted to show with this short excursion
into the theories of Leder and Shilling is that there are different modes of orienting oneself toward the body. The consequences of these different modes are complex and varying
and have to be analyzed as part of the societal situation in
which they occur. This is what I have attempted to do here.

conclusion
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In this chapter I have unsettled the conception of life with
dialysis as mere waiting, suffering, and dying, and life with
a functioning transplant as a return once and for all to a
healthy and normal life, by unmasking the complexity characterizing the relation between the two treatment alternatives. This complexity has emerged in my interviews with
persons who are back on dialysis after transplantation. I
have argued that these persons’ encounters with the body
multiple of dialysis and transplantation care result in a variety of orientations toward the two treatment alternatives.
My analysis has shown that the simple opposition, sustained
by the “gift of life” metaphor, between the waiting, suffering,
and dying dialysis patient and the once-and-for-all saved
transplant recipient does not hold. Among the dialysis patients I have met there is instead a widespread awareness of
the limited durability of a transplanted organ and the many
uncertainties accompanying the procedure. But rather than
causing passivity, these uncertainties require active consideration. My informants’ encounters with the body multiple
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of dialysis and transplantation care require them to actively
and responsibly consider the two treatment alternatives
from the “here” where they currently find themselves. In
doing so, they not only have to gather knowledge about the
biomedical conditions at hand but also turn their gaze inward and do work on their body and self.
But what, then, is the reason for the popularity of the “gift
of life”? What kind of moral economy supports the use of this
metaphor? And what purposes does the concealment of the
complexities of transplantation and dialysis serve? Besides
being the prevailing metaphor for promoting the donation of
organs, labeling donation a “gift of life” serves two purposes.
First, it safeguards the normalizing ability of biomedical intervention. Viewed from the perspective of the “gift of life,”
transplantation not only saves the recipient’s life but also restores health in such a way that the life that was interrupted
by the onset of illness may be resumed. The metaphor of the
“gift of life” thus allows medicine to continue telling what
sociologist Arthur W. Frank has called a “restitution narrative” (see Frank 1995, chap. 4). Second, transplantation
imagined in this way sustains the moral economy in which
an individual becomes responsible for working on and actualizing him- or herself. Freed from the passivity and suffering caused by the dialysis machine, the kidney recipient
is able to resume responsibility for and take control over his
or her body and self. Through the “gift of life” metaphor,
a sharp line between normal—life with a transplant—and
abnormal—life with dialysis—is maintained. Therefore, an
acknowledgement of the complexities and risks associated
with transplantation and the work done and freedom felt by
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dialysis patients would blur this line. Thus, the metaphor of
the “gift of life” not only promotes the donation of organs but
also serves to keep distant the ambivalence that is so often a
product of modern biomedical therapeutic endeavors.
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Utility, Trust, and Rights in
Swedish Governmental and Expert
Discourses on Organ Donation Policy
Mixed Messages and Hidden Agendas
U l l a E kstr ö m von E ssen

The donated organ operates within a system of mixed metaphors. It is a “gift of life,” but more eminently the organ functions as a resource. The utility of the diseased donor—that is,
the fact that, in our medically and technologically advanced
world, dead bodies are, in the passage between living and
the grave, invariably transformed into potential biological resources—challenges certain preconceptions we may
hold about a dignified death. In many societies there are
laws concerning crimes against the exhumation of corpses
which prohibit the desecration or the damaging of a dead
body. The legislation about transplantation, however, does
permit such violation under certain conditions. The value of
peace in death is subordinated to the “do-good” principle—
i.e, the value of saving the life of someone or enhancing a
person’s quality of life, at the same time as the contributoryvalue that such an act makes to a reduction of the costs of the
health care system. This utilitarian understanding of the
possibilities that the technology of transplantation opens up
for, remains, today, almost unchallenged.
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The value-potential of the dead and the modern, technified death, which seemingly only experts can define, has
created a space for the public to voice their suspicions that
the dying patients are being instrumentalized, transformed
from an end in themselves to a means for others. Here, trust
can be undermined, both in relation to the healthcare system as such as well as to the very value of public donation.
Hence, legislative bodies and experts—like the community
of medics—must balance two central principles: On the
one hand utility, on the other trust. A field of tension exists
between these two principles when the questions to be resolved are, for example, how the rule of consent regarding
organ donation is to be formulated, how, in the eyes of the
law, death is itself to be decided, and, not least, how to compel the public to donate their organs after death.
For the dead body to be considered legally available for
transfer, a specific moment must be defined, a particular
point in time where a body is legally pronounced dead. In
that moment in time, the organ becomes what the anthropologist Margaret Lock calls alienabled, passing over as a
kind of “quasi-property” of public value, which is to be distributed to a chosen recipient who is then to take possession
of it (Lock 2002, 9). In this process the organ is transformed
from being a gift to becoming an alienabled resource assigned to a suitable recipient, and ultimately incorporated
within a new individual and invested with this person’s civil and social rights. This process entails a number of rules
and directives of both legislative and ethical complexity (see
Idvall this volume). The need to determine a specific point
in time where one is declared legally dead is, however, com-
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plicated by the fact that death is not a moment in time. On
the contrary, death is a biological process which, rather, is
extended over time. Successful refinements in transplantation techniques have meant that the question regarding the
time of death—how death is to be defined—is under continual
review and renegotiation.
Swedish welfare and its institutions are generally considered stable, reliable, democratic, and uncorrupt, with its
citizens investing a great deal of trust in them. The national
transplant law is predicated on presumed consent. On the
basis of such a presumption, a further assumption is made,
namely that, on the issue of the transplant enterprise, there
exists no contradiction between the state and the individual. 1 Swedes show EU:s highest willingness to donate organs
after death. 2 Still, the relatively low number of transplanted
organs remains disproportionate to what, in principle, is the
prevailing positive attitude that Swedes hold about transplantation. Possible explanations advanced about this incongruity are various. Such a situation has been explained
on the grounds of poor organization, of a lack of information,
in terms of an inadequacy in regulation or, even, that its
social justification has been based on the wrong principles.
Since the late 1970s, the relationship between the state
and the individual has changed significantly, with questions
concerning the individual’s right to autonomy taking centre
stage. Not least in health care, where patients’ rights have become a major policy area. In light of this shift, I would in this
contribution like to investigate how, from the perspectives of
utility, trust, and rights, Swedish authorities and its experts
(doctors and ethicists) have, on the issues of the utilization
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of the dead, publically sought to negotiate a way around,
specifically, the threats to public confidence in the health
care system, but, more generally, have needed to respond to
a set of challenges raised against the prevailing moral order.
This is especially true of new methods and practices that
have opened up the space for more organ transplantations
to be countenanced, regulated, and implemented.

the good state—or “put ting life in or der”
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Between the 1940s and the 70s the idea of social citizenship
was greatly developed in Sweden. The hegemonic social
democratic movement, which had been formative in shaping
the welfare systems, was characterized by both a utilitarian rationalism and a strong belief in science (Ekström von
Essen 2003, 176-206). The politicians and experts—welfare
engineers—sought to combine value and an equal distribution of resources in a way that would secure its legitimacy.
They rarely saw any ethical conflict in these ambitions. The
overarching goal was to create a more fair society. Experts
like doctors, psychologists, and social architects formed the
foundation and were instrumental in drawing up the blueprints for the effectuation of comparatively extensive health
and social policies, harnessed in order to emancipate the
lower classes (ibid.). This has, by its critics, been described
as a way of “putting life in order,” in which all areas of life
became valued in accordance with the social gaze and the
prescribed goals of the experts. 3 Nevertheless, strong legitimacy for what was coined the “people’s home” was soon
achieved. The Swedish national self-perception was that
the social experiment was a “success story,” where no con-
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tradiction was said to exist between state and individual.
However, this emancipation had its flip side. The rational
attitude together with a strong moral-value justified disciplinary practices, according to which, the citizen became,
within a broader socio-economic perspective, a kind of biological resource. The extensive sterilizations of those who
were considered a biological/genetic risk during the 1930s
and 40s is an example of this (Tydén 2000; Broberg and
Roll-Hansen 2005). In the 1950s and 60s there was a reaction
that led to a shift in the view of the citizen. During the last
decade of the 1900s what had been celebrated as a strong and
stable set of moral-values in Sweden was being, in the fields
of both social and health politics, critically interrogated by
researchers and commentators. The image of the “success
story” of social democracy was partly tainted. Materially,
the life of the citizens had improved, but it had also been “put
in order” by politicians that, albeit with good intentions, had
developed disciplining techniques at all levels of society—
from how to do the washing up to how many children one
should have and, who should conceive them.

pedagogica l di a logue
a nd the r hetor ics of the gift
Interwar Swedish sterilization laws might be regarded as
reflecting the views that politicians and authorities had on
the body of the citizen as a biological and social resource. 4
The notion that people could freely dispose of his own body,
was described by the State Population Commission as “an
extremely individualistic view” (Tydén 1996). During the
postwar period, however, individual rights came to be
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strengthened, albeit gradually over time. Instead, political
projects—which sought to shape the citizens and their behavior—were usually expressed through expert investigations into a given issue, which then led to extensive information campaigns.
Today it is politically impossible—at least openly—to use
a rhetoric in which the population is perceived as a “given”
source for state-defined public goods. Nevertheless, today
it is the alienabled organ that is interwoven into a utilitarian paradigm that sees resource-fulness as the main objective. It is of note, therefore, that the organ in contemporary
studies, legal texts and in public information to citizens,
is clearly communicated as a gift that all should give, and
therefore in the literature comes to be overladen with positive connotations (see Gunnarson and Schweda and Schicktanz this volume). Here, an example might be helpful: when
a transplant coordinator was interviewed on the radio during the Swedish “Transplant Week, during the fall of 2010,
it was said that
An important role of the physician, when donation is possible, is to provide the opportunity for one to be allowed to
donate. […] [To make a] donation is [after all] to give life. 5
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If the organ is described as a gift in this way, it becomes
framed as an altruistic act of will or of human generosity. If,
however, it were described as a resource (in terms of organ
shortage, lower health care costs, less dialysis, more productivity) then thought would instead be led to the instrumentalization of the dead body, which de facto the transplant itself
represents. The sanctioned gift-metaphor speaks directly to
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our compassion and our conscience, at the same time as it
mitigates the threat of the moral order, which the utilization
of the dead constitutes. The way in which the organ is communicated as a gift offers therefore a contemporary example
of an appeasing rhetoric. The metaphor of the gift is perhaps good in a general strategy of a maximization of utility
while, at the same time, maintaining trust, but it becomes
problematic when confronted with the reciprocal exchange
of goods and rights of the welfare state system, because a
donor organ can never be an equitably shared resource.
The proportion of people with a negative attitude towards
the donation of either their own or a relative’s organs after
death is comparatively low in Sweden—the figures are 9 and
12 per cent respectively. 6 Of those who still say no, 17 percent
express a fear of the manipulation of their dead body. Another factor is a distrust in the “systems” (doctors, health care,
welfare) undertaking the practice. The largest proportion of
those with a negative attitude, 36 percent, do not know why
they say no. 7 These responses reflect both an unwillingness
to think on and talk about death, but they also may reflect
a certain dependence on traditional rituals surrounding
death as well as the historically rooted fear of what doctors
might do with the dead or the almost dead. Such resistance
seems in the main to be difficult to articulate, addressing a
certain obdurance in a person’s mindset rather than as the
product of rationally articulated ideas.
*
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the history of expropr i ation
of dea d bodies by the state
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There is a long tradition of a gap existing between physicians and the public perception of the dead body. During
the first half of the 1900s in Sweden, the widespread popular
resistance against dissections as well as clinical and forensic autopsies, were described by doctors as harbouring old
superstitions (Sanner 1992; Åhrén Snickare 2002, 59, 65-67).
A modern, enlightened and rational mind should immediately realize the benefit. But the bodies used by medical
institutions were also associated with shame; they were
part of a state-sanctioned moral punishment, the practice
of which has a far longer genealogy. These were bodies that
had belonged to those who had committed suicide, to criminals and prostitutes, to the executed or mentally ill—in sum,
to the “immoral and salacious,” who were not themselves
able to fund their own funeral (Åkesson 1996, 172-173). Dissection was therefore conjoined with ideas of isolation, of
shame and poverty (Åhrén Snickare 2002, 68-69). 8
Advances made in medical science, which first took place
in the 1800s, increased the need of dead bodies for research
and training in anatomy and clinical autopsy. The more that
the art of medicine could show its own usefulness, the greater the utility ascribed to the corpse. Further into the 1900s
this requirement for bodies by doctors was provided for by
various local ordinances and decrees, giving them access
to the dead bodies of the “outcast.”9 This occurred in a parallel movement; the medical profession became bound up
with the state apparatus, while its own bio-political power
increased (Rose 2007, 25-26).
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The rapid expansion of social rights—particularly, the
rise of public health and social insurance during the 1940s
and 50s in Sweden—resulted at the same time as the available corpses for medical science decreased in number.
During the late 1950s it was acknowledged in the chambers of parliament that people living in social institutions
had, without having assented to it—or even without having
known about it—been used for medical science experimentation (Bommenel 2006). Several new laws strengthening the
formal power the citizen could exercise over his or her body
were introduced (Machado 1996, 168). An important watershed event was the legislative change of 1973, whereupon the
practice of surrendering corpses to anatomical institutions
was replaced by the procedure of donation. 10 All citizens now
had formal authority over their bodies, even after death.

sy mbolic, biologica l ,
a nd lega l concepts of death
In every culture strict limits and customs about the dead
are scrupulously observed by the living. This is particularly the case for the passage between the time of death and
the ritual farewell—the funeral—where a person symbolically steps over the line to the dead. This liminal passage
through which the body passes raises some challenges; old
rural communities dealt with such a passage by observing
traditional rites: the body was washed, wrapped, and laid in
“wake” for some time. Today, the funeral agency has taken
over the organization and management of the dead; so, the
liminality of the body is something not directly encountered
by us. And yet with the prospect of organ donation an actu-
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ality, the liminal spacing between the living and the dead
takes on a new tangibility.
A dead human being is no longer a legal subject and
hence incapable of owning something—still, the next of kin
often acts as if the body somehow “belongs” to the dead
person, accordingly imploring that it must be duely treated
with respect and consideration (Sanner 1991, 93-94). A further commonplace is not wanting the dead to be exposed to
any more “pain” (SOU 1989:98, 107-108). In Sweden, despite
the rule of presumed consent, families of the deceased have
the veto-right to refuse donation. 11 There is a deeply rooted
perception that relatives have the right to the dead body, a
right which in practice may outweigh the deceased’s own
will, so long as this will is not made official.
To make the gestalt switch from considering an immediate family member as an autonomous and unique person
who owns his or her body to consider instead that the same
body is a biological and, potentially, a public resource is difficult. Two incommensurable worlds, linked to our understanding of the dead, collide. The tension that exists between
the symbolic and biological conceptual realms of death are
further accentuated in the context of the “new death,” which
began to be constructed in the late 1960s and which led to
the adding of new layers of complexity surrounding the discourse of death.
People with extensive brain damage could, with the
assistance of the newly developed respirator, now be kept
alive by artificial means. People who were determined as
dead in accordance with new brain death criteria, had bodies looking very much alive. They had a rosy complexion,
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sweated, urinated, or could even have a developing fetus
within them (Sanner 1991, 159). This created what Stuart
Youngner has called a “cognitive dissonance engendered
by the overwhelming signs of life” (Youngner 1996, 42). 12 An
ancient vision of death—its uncertainty and unpredictability—was now juxtaposed with the unprecedented emphasis
that was beginning to be placed on its potential use-value in
the form of the transplantation of oxygenated organs. How
these “living cadavers” could in a legitimate way be made
useful, be alienabled and commodified, has become a global
issue (of equally great importance and controversy) during
recent decades.

deter mining death
There has always been uncertainty surrounding the determination of death. During the Middle Ages it was, in the
West, commonly believed that the only absolute criterion
on death was bodily putrefaction (Lock 2002, 41). The widespread fear of being buried alive led, for an extended period of time, the corpse to be buried with rattles, whistles,
or a pipe that led up to the surface, providing thereby the
body with oxygen (ibid., 66). Indeed, even up to the 1950s,
the question of when a human being is understood as dead
was not legally regulated, neither in Sweden nor elsewhere.
There was no need for it; sufficient was to follow the convention of declaring a person dead 15-20 minutes after the heart
and respiratory system had stopped functioning. “He drew
his last breath” or “he gave up his breath” are two common
metaphors linked to the experience of death. Up to the middle of the twentieth century there was a stable scientific,
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philosophical and public consensus about what death is and
how to know when someone is dead (Youngner, Arnold, and
Shapiro 1999, 20).
The introduction of the ventilator and the technological
advancements surrounding intensive care units in hospitals
during the 1960s would complexify the issue of death to a
then-unimaginable scale. American neurologists claimed
that some patients who, after a traffic accident or a serious
stroke, were treated and kept alive only through a ventilator,
were technically dead. Now that one could proclaim somebody dead even if the body showed signs of being “alive,”
the line between life and death had become indiscernible. 13
A new definition of death was advanced, based on the idea
that the being of the person is locatable in the brain; the
ability of the brain to coordinate the organism into a functioning unit is thus understood as a precondition for life.
Death could thus be determined from brain-related death
criteria, so that what it means to be dead is an irreversible
loss of brain activity. 14 These new criteria for determining
death are inextricably bound up with the contemporary
practice of routinized transplantation operations, where
the majority of transplanted organs have been farmed from
the brain-dead. They constitute a special category of donors
whose organs are not destroyed—before being alienabled
and then procured—by any lack of oxygen (provided that the
respirator remains switched on even after death has been
determined).
In light of this, the living cadaver became a very valuable resource. The legal sense of death had been carefully
mapped and managed by the medical profession (Lock
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2001, 170). This led, unsurprisingly, to a reawakening of the
old popular fears of being declared dead prematurely. The
evocative image of the living cadaver was explored in cinema, where transplant surgeons were often represented as
arbitrary organ thieves (Pernick 1999, 16). The dramaturgy
was based on an archetypally western figure of the Faustian
physician and scientist—such in the paintings of Leonardo
da Vinci or in the gothic novel, Frankenstein—which without
hesitation violates moral boundaries in order to gain access
to dead bodies so that its inner workings can, in the name of
exploratory science, be uncovered and demystified.
The more or less articulated reluctance amongst the public was nothing that could have stopped the circulation of
oxygenated organs in a world where ethics appears more
sensitive to the exigency of economic trends rather than
to matters of principle. Towards the end of the 1970s, most
Western countries had adopted legislation on brain death
criteria and related provisions about for how long respiratory treatment could be extended after the pronouncement
of death. In Sweden, for example, this is for 24 hours. Ironically, the number of brain dead donors decreased in the
world soon after the emergence of brain death-related criteria. Improved road safety and better medication for patients
at risk of strokes have contributed to this development.
An ageing population leads to increasing numbers requiring new organs, contributing thereby to the lengthening of
waiting lists for transplants. With developments in immunosuppression and transplantation techniques, more and more
transplants succeed, today. And yet “the shortage of organs”
has become an oft-repeated mantra. Research on xenotrans-
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plantation has stalled, and the cultivation of human organs
is still not a reality. Living donation, where a family member
donates one of his or her kidneys, has become more common (for example in Sweden). Required, nonetheless, is a
developed healthcare system guaranteeing good aftercare.
Additionally, we need also to consider the existence today
of a comprehensive global organ trafficking network, of
practices of organ tourism also, as well as a general urgency
within the formal frameworks of national and legal systems
to encourage more citizens to donate organs as being themselves symptoms of a more systemic failure regarding organ transplantation not meeting demand (Scheper-Hughes
2002b; Lundin 2010; Berglund and Lundin this volume). 15

the “as-good-as-dea d patien t ”
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Although, during its first thirty years, the concept of brain
death gained validity, the idea has itself generated confusion
about what, indeed, is meant by brain death. First, it has
provoked dispute over whether people, who are artificially
kept alive, can really be diagnosed as dead, and second it has
raised questions about the safety of such a diagnosis (Joffe
2007). The neurologist Robert Truog claims that the concept
of brain death “remains incoherent in theory and confused
in practice” (Lock 2001, 174). He refers to how the distinction
between “brain death” and “real death” is constantly being
regenerated—an understanding that applies to the profession
more generally. Even according to brain death advocates
within the medical profession, who postulate that there is
“only one death”—namely, the determination of death when
all brain functions have ceased to function—there neverthe-
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less remains an indistinction. If, for example, the heart stops
beating, it may take as long as 15 to 20 minutes before brain
activity ceases—and only then, is it the case that one is dead.
At the same time, Truog argues that professionals often act
as if the brain-dead patient is “really dead” only once the
respirator has been turned off.
Another complex issue, subject to much debate, concerns
patients who do not die “in the right way,” that is, in the order that prescribes when a patient is legally dead. They may
be in an irreversible death process, with a permanent loss
of consciousness, and yet, at the same time, they still exhibit
some residual brain activity and, therefore, in accordance
with the brain criteria as a whole, are not deemed brain
dead—even though they have a hopeless prognosis and will
soon die. In these cases, contemporary directives in most
Western countries recommend that one should not “over
treat” such patients. The respirator should therefore be
turned off and the patient should be allowed to go into cardiac arrest in palliative care. At the same time, this means
that the organs belonging to the patient run the risk of deoxygenation, rendering them useless thereby for possible
transplantation. If the person, however, had for some time
been cared for non-therapeutically on a ventilation unit,
and had been able to develop total brain infarction, then the
organs (still oxygenated) will indeed be utilizable for transplantation. In such a scenario, the expected advantages are
always held in tension with the inalienable imperative to
always care for the patient as an end in his or her own right,
never as a means. In Sweden, however, it is no longer than
a decade since the proscription of overtreatment has come
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to be interpreted as a way to treat the patient as an end in
his or herself.
In the late 1990s, a new category of potential donors was
constructed: the “good-as-dead patient.”16 Truog argued that
we should return to a clearer and more simple distinction
between the living and dead, namely, the traditional heartlung death, and allow instead the retrieval of organs, on the
prior condition that consent had been given based upon the
irreversibility of consciousness and “no harm” rule (see
Truog and Robinson 2003). Such a consent could also include patients in PVS (permanent vegetative state); in this
way, there would be many more “as-good-as-dead” patients
to supplement those already defined as “brain dead.” Given
the shortage of organs, says Lock, the next “logical step” is
that we imagine even such as-good-as-dead patients as potential donors. This is a view which has been aired in the
medical as well as bioethical world, and is a view to which I
shall return later (Lock 2001, 171).
Such a new rubric for the procuring of organs would require relinquishing an almost sacred principle–the deaddonor rule, stipulating that anyone who gives a part of their
body must be dead beyond any doubt. Since the early 1990s
“the rule” has been contested. Stuart Youngner has shown
that nearly a third of the doctors and nurses did not perceive
brain dead people as dead, but agreed to treat them as dead
because they were “irreparably damaged or death was imminent” (Arnold and Youngner 1993): “it’s not death, but it is
an irreversible diagnosis which I accept” (Lock 2001, 172).
Others have gone so far as to argue that when the urge for
oxygenated organs encounters the principle that the donor
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must be dead, the “noble lie” of the concept of brain death
is told. It is such a “noble lie” that therefore in practice it already allows the organ to be taken from an as-good-as-dead
patient (Greenberg 2008).
An abandonment of the dead donor rule could, in principle—and by extension—be defined as euthanasia, combined
with donation. In the absence of the dead donor rule, the
procurement of organs would be akin to murder. A killing
which, according to Truog and Youngner, can be justified, so
long as the patient is, first of all, terminally ill, second is not
suffering and third has given consent. Both also claim that
such a practice “is already happening” (Greenberg 2001, 3).
The argument surrounding the as-good-as-dead-patients, who might give their consent to donate (and thus
their consent to the termination of their life) tends towards
a more general shift in the view of death. Such a tendency
is encapsulated in the contemporary debates on euthanasia. In keeping with ideas of individualism and the liberal
ideal of autonomy, public attitudes about the right for an individual to decide when and in what form one’s life should
end, has also developed. 17 Such desires can be formulated
in so-called “life-wills.” The essence of the advocacy of euthanasia is that if life does not offer any kind of quality, opportunity to be active, or even consciousness, then medical
expertise should have the right to end that life, if one has
expressed such a desire. Life is something that individuals
own and control, it is not considered sacred, which is to say
that all life is not worth living. The reverse-side of the liberal
argument is that tropes about the futile, meaningless life are
reinforced. If this is the case then this may constitute what
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one critic has described as an “ethical paradigm shift,” the
paradigmatic status of which should give us much reason
for reflection.

donation a fter ca r di ac death
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In the wake of the organ shortage, since the 1990s new methods to allow transplantation after cardiopulmonary death
has been developed. More and more countries in the West
have introduced DCD (Donation after Cardiac Death). The
method involves that a patient with a hopeless prognosis—
but one who does not develop a brain infarction fast enough—
is disconnected from the respirator. Such a procedure is carried out in full compliance with directives not to over-treat
a patient. Cardiac and respiratory arrest therefore have to
occur rather quickly for the organs to be usable for transplantation. The patient is declared dead and after a short
control pause of anywhere between two and ten minutes
(times vary from country to country), organ extraction commences. When the body is no longer suffused with oxygen, it
is a race against the clock to procure organs that will function for any prospective recipient. 18 If permission for DCD
has been granted by the patient, then any life-sustaining
treatment is terminated in accordance with the requirements for the subsequent operation. Any relatives who wish
to be present at the actual moment of death are prepared for
the brevity of any farewells before the surgery must begin.
The ethical problems of DCD are partly about whether
a control pause of, say, two or five minutes suffices to meet
the dead-donor rule. We know that people have come back
to life after cardiac arrest when a much longer time has
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elapsed. But there are other ethical issues besides this one.
For example, the donor-patient might be treated medically
in various ways (such as with Heparin) before the procedure of organ extraction is underway, so as to increase the
vitality of the organs and increase thereby the possibilities
for a successful transplantation. In this case, the patient is
treated not for his or her own sake, but for someone else’s.
A further complication is that DCD is difficult to reconcile
with the methods of diagnosing death, methods which the
brain-related criteria was responsible for introducing. In
Sweden, it is even stipulated that when employing “indirect
methods” for determining death, it will be the case that a
person shall be considered dead once all brain activity has
ceased, occurring 15-20 minutes after the heart has stopped
beating (SOU 1989:99, 13). But such a statutory law is difficult
to reconcile with the practice of DCD. After 15-20 minutes
the coveted organs would, due to oxygen starvation, be irreparably damaged.
For those dying patients who do not easily meet the criteria for brain death, DCD can be presented by the authorities
as an “option that support[s] patient preference in end-of-life
care.”19 In Sweden, DCD is not permitted, nonetheless many
in the medical profession would wish that the method be
looked into. It is often described as an opportunity to have
the right to donate, for patients who do not die according
to brain death criteria. A majority of Swedish doctors and
ethicists emphasize that new ethical grey zones have arisen
from those who do not die in the “right way.” Such experts
implore that such ethical complexities must be investigated,
and are mindful that the present pace of this investigation
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is far too slow. The problem is that the field is so ethically
complicated that many politicians would rather bury their
heads in the sand. Death, and the thorny issues associated
with it, is no election winner.

sw eden—“put ting death in or der”
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In Sweden, introducing brain death-related criteria was a
long and drawn-out process. In the context of other Nordic
countries, its comparatively late introduction may seem
paradoxical in light of Sweden’s rationalistic and broadly
utilitarian social and moral outlook, a world-view which
had been integral in the construction of the welfare state. 20
But in Sweden there is also a national consensus tradition,
in which important issues are thoroughly investigated in
dialogue with key institutions and stakeholders. This is an
important factor behind the delay in Sweden. Once the decision on the introduction of brain-related death criteria was
taken, it was announced by the authorities with the usual
bout of rationalism. It was urgent to respond to the cognitive dissonance that any encounter with this new death was
bound to generate.
One of the most common ways to reduce this cognitive
dissonance is to select, design and structure the information that resolves this contradiction (Machado 1996, 109).
The investigation surrounding the death concept postulated that “there is only one death and it is brain death”—the
very axiom, one could say, that the investigation had assumed. The definition of death with which the investigation
concluded has been described by the philosopher, Martin
Gustafsson, as “putting death in order” with a commercial
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moral purpose, as well as by a supposedly scientific process
which effected both a homogenization and simplification of
it (Gustafsson 1998). Death was undoubtedly “put in order”
for both health professionals and citizens in the handbook
entitled There Is Only One Death, which the Federation of
County Councils published as a way of drawing attention
to the new law. The book was therefore intended to help to
reduce “unnecessary fear.”21
In There Is Only One Death it was explained, quite categorically, that it was not about providing any new definition
of death. By constructing the concepts of “direct” and “indirect methods” to determine total brain infarction it could be
argued that death was still the same old death; it was just the
way to determine death that was new. The “direct methods”
defined death by controlling brain activity, either clinically
or in contrast by way of radiology (cerebral angiography).
The “indirect methods,” used in the majority of all deaths,
stipulated that, after both cardiac and respiratory activities
had been suspended for about 20 minutes, “all brain functions disappeared.” In practice, this meant using the old
accepted method of confirming death, but now supplementing it with a further deductive principle, so that the doctor
“concludes” that a person is dead when all brain activity has
terminated irreversibly after 20 minutes (SOU 1989:99, 13).
The tone was confident and authoritative, and their
methods were claimed to be entirely reliable: “the doctors
have been agreed [on this] since the early 1970s.”22 The argument was illustrated by two pedagogical images of cerebral
angiography: the first of a healthy brain and the second a
brain affected by infarction. The image of the healthy brain
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showed a distinguished fine-meshed net of veins and vessels
while the other was a picture of grey stagnation. 23 It repeatedly tried to assure its readership that, in countries which
have long applied the brain-related death criteria, there has
not been “identified a single case of misjudgment.”24 (The
reader might well wonder how this can possibly be verified).
There Is Only One Death is a programmatic example of
the kind of profoundly utility-oriented morality—appearing,
prima facie, in an order-setting and trust-building tone—that
have characterised Swedish public information campaigns
targeting citizens since the 1970s.

the ov er-tr eated patien t a nd dignified death
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The doctor is meant to save and sustain lives. This is the fundamental principle for the doctor. But in the 1990s the technical means to keep someone alive developed to such a level
of sophistication that the question had to be asked: should
life be maintained at any cost? First, such treatments were
very expensive and there were often a shortage of intensive
care beds available. Second, there exists a questionable ethical value about wishing to continue care despite a hopeless
prognosis. If one took away the life-sustaining treatment—
was this to be defined as murder or passive euthanasia, and
either way could such an act be justified? A discourse on the
right to “die with dignity” had arisen in the USA already in
the 1970s; it focused on the possibility of a person not having
to go through unnecessary treatment. Precisely, such a set
of arguments were used in the discussion surrounding the
employment of the brain death criteria—where it was said
to be both unethical and totally unnecessary to treat some-

Utility, Trust, and Rights […]

one who was actually dead. 25 In Sweden, already in 1973,
the National Board of Health and Welfare gave physicians
permission—without it being obligatory—to discontinue ventilation treatment of patients with total brain infarction. But,
in this instance, the actual determination of death was made
only after the respiratory unit had been turned off. With the
introduction of the new law, the patient was declared dead
already before the respirator was turned off.
The idea of a dignified death, however, came to have a
detrimental impact on the supply of organs. By the end of the
1990s, Swedish medical practice, motivated by the dignityargument, gradually changed. 26 Dying patients, with hopeless prognoses, would not be “over-treated” in intensive
care units, but would instead receive either palliative hospice care, or would die at home. 27 It was no longer a matter
of initiating mechanical ventilation in patients with a hopeless prognosis. Such a shift in approach towards the dying
meant that heads of intensive care units were faced with a
dilemma. In the early 2000s, intensive care doctors were
also supplied with very clear directives from the authorities, such that it was now the duty of the entire health care
organization to make donations possible (see Schweda and
Schicktanz this volume). 28 Intensive care units had been in
this respect a discretionary power, not considered to be used
sufficiently in the accumulation of organs. With the Spanish
organizational system as a model, it would now be a particular task assigned to both the physician and the nurse of the
intensive care wards to identify potential donors and raise
the issue of donation with the patients’ families.
One of the questions this provoked was the following:
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were responsible intensivists meant to allow their patients
to die or were they to keep them alive in order to save future
lives in the form of organ transplant beneficiaries? Now,
in principle, a physician might well wait with making the
hopeless prognosis, and continue instead to care for the
patient until the brain infarction was clearly discernible,
so as therefore to make donation possible. But, according to
this new perspective, this would constitute an example of an
unethical and undignified “over treatment.” It obliged the
doctor to “hide” from the families the truth, giving to those
families thereby false hope: “it happens and it is frustrating
for the younger colleagues who can then argue that ‘it’s illegal’. But that’s what you do.”29
The idea not to over-treat a patient has now become the
highest moral injunction. In combination with a shortage
of beds in intensive care units, this concomitantly leads to
a risk that people will be under-treated. 30 In some counties almost no donations at all are conducted. 31 Repeatedly,
the medical profession has turned to the National Board of
Health and Welfare for clearer directives. Most recently,
from 2007, in their “summer letter,” the National Board of
Health and Welfare offered a “clarification” that referred
to the most fundamental principle of the act of Health and
Healthcare , namely that the patient must always be treated
as an end in him or herself, and not a means for others. 32 But
the scope for interpretation about what is to be interpreted
as “the patient’s own good” is elastic, shifting all the while.
In the 1990s, “the right to a dignified death” was an argument for the suspension of life-sustaining treatment once a
hopeless prognosis had been declared. During the 2000s, the
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situation had once again changed. The argument promoting
“the right to a dignified death” has today been replaced with
“the right to donate.” This right would justify that a dying
patient is to be cared for for the sake of someone else. In the
case of living donors, there is already an exception to the
rule that all treatment must be for the patient’s own good.
Ethics is sensitive of canges in opinion, and we are now facing more complex issues in the regulation of death, dying
and donation.

put ting dy ing in or der
—a n “ethica l pa r a digm shift ”?
The utilitarian philosopher Torbjörn Tännsjö initiated a
debate in one of the major Swedish newspapers during the
fall of 2010. He claimed that organ shortage depends on the
fact that “fewer people are dying ‘in the right way’, i.e. by
brain-death,” and suggested that more people, who wished
to donate have to “be allowed” to develop brain infarction
(Tännsjö 2010). Therefore we should be able to provide intensive care for people with a hopeless prognosis “for an extended period of time.” It should also be possible to initiate
intensive care for the same reason, something not allowed
in Sweden today. Tännsjö also raised the possibility of introducing DCD in cases where intensive care is interrupted,
well aware that the Swedish criteria for “the only death” as
brain death is difficult to combine with DCD, given that 15-20
minutes is too long to wait. He argued: “a common practice is
5 minutes. I think we should stick to it. And I think the public
is prepared to think that by then one is ‘dead enough’, if this
means that one’s organs can be effectively utilized” (ibid.).
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The public could, however, be read in the rapidly expanding
comment’s field of the article, and showed themselves not
to be as prepared as Tännsjö hoped they would be. At least
not in any direct way that allowed for constructive discussion. Tännsjö’s proposal was immediately associated with
“euthanasia,” “organ theft,” and the “tampering of corpses,”
with the author himself compared to “Dr Mengele.” The old
fear of being declared dead prematurely and utilized by the
Faustian doctor was easily triggered in the consciousness
of modern subjects who nonethless see no problem with the
body being used after death:
After I die, it makes absolutely no difference what happens
to my body. I have nothing against it being cut and distributed to the needy. I should therefore be a donor, right? But
I’m not, because I do not trust doctors. There is no guarantee that I get the best possible care, if the staff see me as a
body-gold mine. 33
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Tännsjö’s article is indicative of an ethical change of course
in Sweden. A few months later, the same demands were repeated by the OFO (Organisation for Organ Donation) and
in a statement from the advisory board of the Swedish Medical Society (SLS), which spoke of a “shift in practice” with
regards to non-therapeutic intensive care, “without there
being any substantial ethical and legal frameworks for the
activity.”34 Instead of “non-therapeutic intensive care” the
delegation proposed a different understanding of “donation
preparatory treatment to (sic) dying patients,” so as to make
the issue more transparent and “easier to communicate […]
to the public.”
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The delegation stretched the interpretation of the basic
principle of the Health Act, that treatment should only ever
benefit the well being of the individual patient:
If one as a patient is in favor of organ donation and wishes
to donate their organs after their death, then one can, on the
other hand, argue that the health care system rather have
an obligation to try to accommodate this request. [---] Society should ensure that health services are able to comply
with such a desire. 35

The delegation meant that the person who gave consent for
donation after death “usually also accepts a shorter time of
donation preparatory treatment before death has occurred
[…] in the case of a hopeless prognosis.” In accordance with
recommendations advanced by SMER (The Swedish National
Council on Medical Ethics) in 2008, so-called “living wills”
or “end of life directives” should be introduced. 36 Such an
“altered focus” would be preceded by “factual information,
both open and honest, in order that confidence in medical
care would not be adversely affected.” Further suggestions
were: the possibility to verify the donation register before the
patient died; an investigation of the time frames acceptable
for donation preparatory treatment as well as an exploration
of other medical procedures that might be carried through
during this time, including the introduction of DCD. The delegation expressed its willingness to participate in investigations and to draw up ethical guidelines for the field.
Before long, in an editorial in Göteborgs Posten, transplantation surgeons were identified as “vultures,” which
in “their eagerness to save the ill, want to keep the dying
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alive for the only purpose of making donation possible.”37
Reactions were swift; Daniel Brattgård, hospital priest and
an expert for SMER, complained that the media, marred
by “ignorance,” had nonetheless a “great responsibility for
public opinion”—meaning that it frightened people (Brattgård 2010). An additional article, signed by sixteen transplantation surgeons at the Sahlgrenska University Hospital,
stressed emphatically that “we only take care of the donated
organs and receiver—others are responsible for the donor.”
Those “others,” ICU doctors, were accused of acting “unreasonably,” and of preventing people from fulfilling their
desire to donate:
[They] believe that the ventilation unit has to be switched
off immediately when the situation is judged to be hopeless.
In line with this, one could in principle be forced to close
down the entire transplant operations in Sweden—which
of course is absurd! This means in that case that we are
the only modern country in the world which operates with
an absurd interpretation of the law that actively prevents
people who wish to donate organs from doing so! (Mjörnstedt et al. 2010)

The argument defending the right to donate discloses a
tension between the medical profession’s specialists. SFAI
(Swedish Society of Anaesthesia and Intensive Care) and
SNF (Swedish Neurosurgical Society) opposed the SLS statement, complaining that:
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SLS’s statement indicates a clear position on an issue that
deeply affects the care of the most severely ill patients and
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the public understanding and confidence in that part of
care. Such a statement must have a very broad and deeply
rooted support within the profession. In our common view,
there is currently no support for such a clear position. 38

These organizations involved in critical care agreed with
the demands for an inquiry and open discussion, but they
did not want any legislative change that would allow the
initiation of therapy by someone with a hopeless prognosis,
or extended non-therapeutic intensive care. That would be
an “ethical paradigm shift” and such a door would open to
“a completely different world.” The clarification made by
the National Board of Health and Welfare in 2007, gives,
according to the authors, sufficient room for manouevre. A
ventilator-treated patient with a impaired prognosis may
already be cared for up to one day for a correct diagnosis.
If a ventilator treated patient is rapidly deteriorating, “typically in the space of one day a total brain infarction should
have developed” (Stål 2010). If it has not done so after one
day, it might perhaps not. But, precisely, this is the problem
in a world where, first and foremost, the body is regarded
as a resource.

conclusions
In Sweden there is a tradition in which experts, not least
physicians, have had a strong influence not only on both
social and health policy objectives but on the implementation of these aims. In the inter-war years, the population
was taken for granted as a general resource for the common
good. From a utilitarian moral position, life was “put in or-
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der,” often in accord with dictatorial and disciplinary practices; generally, ideas about genetic risks and social normsetting eclipsed individual rights. After the Second World
War, individual rights and autonomy became increasingly
important. Politicians and experts were still in the lap of
each other, but the social agenda was instead communicated
by way of extensive information and propaganda campaigns
targeting the general public.
In comparison with other countries, the Swedish tradition for putting things in order effectuated rapid changes in
cultural attitudes, such as the brain-related death criteria
that were introduced into Swedish health care. It was done
in both a programmatic and a corrective manner, where the
experts defining brain death were “putting in order” (both
for the profession and the public alike) society’s general understanding of death—though doing so through simplification and homogenization. Citizens were told that there was
absolutely nothing new or revolutionary at stake, it was just
about a new way to diagnose the same old death. This utilitarian understanding and cultural practice has soon been
widely accepted.
The thorny ethical rules and practices surrounding the
transfer of an organ from one human to another, is rarely
discussed in public spaces, neither are existential questions
about death, the soul, and the body. Directives and information efforts aim at increasing donations, where, presently,
a discourse within which the gift-metaphor circulates has
become central to such a strategy. The public are receivers
of corrective campaigns, which clearly both communicate
and facilitate the idea of donation as an altruistic act, a gift
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that saves lives. The complexity associated with these ethical issues are aired almost exclusively in philosophical articles—whereas on the medical profession’s internal forum,
the instrumental and utilitarian approaches characterize
the discussion.
Improvement of transplantation techniques and new approaches to life-sustaining treatment in cases of hopeless
prognosis, have led to the emergence of new ethical boundaries, in which many potential donors today find themselves.
They are not “sufficiently dead” to become donors, but not
“alive enough” for it to be considered ethical to keep them
under intensive care. That these patients rather die at home
or in palliative care, is by donation advocates perceived as
an unethical waste of resources, which could be addressed
by allowing for the prolonging of non-therapeutic intensive
care, and introducing DCD in Sweden.
Characteristic of the recent ambition to maximize resources is the presence of the gift metaphor. The new slogan
launched by influential actors on the level of experts is that
“it is a right to donate that society needs to ensure the individual.” The cardinal principle of the Health Act, namely
that each and every one of its citizens should be cared for
for his or her own sake, is therefore interpreted to mean that
this is not about the life of the individual. Rather, it is the
individual’s expressed will, which determines how, to begin
with, one is to understand the “for one’s own sake.”
When the tradition of expert governance and the established gift-discourse encounters the contemporary demands for individualization and autonomy, such a normative acrobatics as “donation is a right which society must
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ensure” seemingly occurs. Are we facing a future scenario
in which state authorities—in accordance with the experts’
line of argument—will put the very dying “in order” and
where “donation preparatory treatment to dying patients”
will simply be communicated as the right to give? This is
hardly in line with contemporary ideas about how trust is
created—through openness, transparency, and participation. Swedes, who at least on paper, are the most donation
willing citizens in the EU, should be ready for a public, open
and thorough discussion about donation, death, and dying
that neither hides nor embellishes what is really at stake.
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Bodies Against Meaning
De-Subjectification in Body Art and Bioart
ma x Lil j efors

theor etica l inspir ations:
sa rtr e, l a pl a nche, bata ille
When I approached, as an art historian, the notion of “the
body as gift, resource, and commodity,” the kind of art that
immediately presented itself as the natural object of study
was the quite diverse range of artistic practices commonly
gathered under the label of body art. The proliferation in the
1960s and the 1970s of artists who used their own bodies as
their primary artistic material has been studied from a variety of theoretical perspectives. One particular viewpoint,
however, has emerged with a certain dominance in the last
decade or so: the conception that body art (or at least, what
seems, to the proponents of this view, to be the most important works of body art) aims to dismantle a modernist, universal disembodied, Cartesian model of the subject, and in
its place, introduce a plurality of culturally and historically
specific subjectivities; gendered, raced, socially defined,
and aways embodied (Jones 1998). Without disregarding the
intellectual and moral significance of the thinking that has
come out of that approach, the present article approaches
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body art from a somewhat different angle. It is one of my
main arguments that certain works of body art are not about
performing certain embodied subjectivities but about disconnecting the body from subjectivity, revoking voice and
agency from it, rendering the body mute and impassive, reducing it to a state of senseless corporeality. I will also show
that this artistic de-subjectification of the body, contrary to
what one might expect, does not produce a harmless, docile, and easily controlled body, but on the contrary seems
to revitalize the body with a new and subversive energy,
recharge it with a dark vitality, a foreign life of its own.
This aspect of some works of body art comes to the fore,
I think, when they are studied in the light of a younger art
form, which also is concerned with the body, but in its basic
biological dimension, namely bioart. The term was coined
(with capitals, as “BioArt”) in 1997 by Brazilian-American
artist Eduardo Kac, as a name for a then emerging kind of
art that uses biological material, such as living tissue, DNA,
bacteria, and biological processes, as its artistic materials.
Bioart receives quite a lot of attention today, partly due to its
problematization of the recent advances in genetics, organ
transplantation, cloning, and other ways of manipulating
human vitality, and its articulation of the ethical issues that
follow in their trail. These issues, which concern the definition and integrity of (human) life on the biological level, lie
at the heart of much bioart, but can seem somewhat remote
from questions about the social constructedness of the subject, i. e. from the questions commonly described as the primary focus of body art (or performance art, to which body
art is sometimes, and in my view, erroneously, equated,
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although the categories obviously overlap). This article,
however, aims to point out a thematic connection between
certain works of body art and bioart, which consists in what
I see as their movement towards a dismantling of the corporeal and societal underpinnings of subjectivity, and their
will to question the continuity between the body and social
agency in the era of advanced bioscience and late modern
biopolitics.
I will look at three works from different periods: Marina Abramović’s performance Rythm 0, from 1975, an early
work, and not one of the artist’s most well-known, but quite
extraordinary in how Abramović abandoned herself in it,
concretely and dangerously, to the hands of an audience;
Mona Hatoum’s video installation Corps étranger, from
1994, which visualizes and explores a kind of threshold
between selfhood and alterity in her own body; and the installation Tissue Culture & Art(ificial) Wombs Semi-Living
Worry Dolls, from 2000, by the artist group Tissue Culture
& Art, a seminal work of bioart in which human biology is
juxtaposed, or better, pitted against the Gestalt of the human body. What I am trying to capture in my interpretations of these quite different works is not so much any formal likeness between them as a certain nervous excitation,
or cathexis, they seem to share, a discordant timbre that
resonates within them and with society around them and,
which I see as related to their engagement with the body in
its physical and biological materiality.
I have been inspired in my attempt to interpret the nature of this “energy” by three French writers, all of whom,
in different contexts and without in any way adding up to
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some unified “theory,” describe nonetheless precisely an
effervescence related to the corporeal or material reality of things. In Jean-Paul Sartre’s Nausea, the protagonist
Antoine Roquentin is overwhelmed by the absurdity of existence when he contemplates a black root from a chestnut
tree that is sunk into the ground under the park-bench he
is sitting on. Roquentin struggles to explain with words the
revelation that seizes him in that moment, a disclosure of
being in its unmediated material presence, which spreads
from the root to the surrounding settings:
I couldn’t remember it was a root any more. The words had
vanished and with them the significance of things, their
methods of use, and the feeble points of reference which
men have traced on their surface. I was sitting, stooping
forward, head bowed, alone in front of this black, knotty
mass, entirely beastly, which frightened me.
[---]
[Existence] had lost the harmless look of an abstract category: it was the very paste of things, this root was kneaded into
existence. Or rather the root, the park gates, the bench, the
sparse grass, all that had vanished: the diversity of things,
their individuality, were only an appearance, a veneer. This
veneer had melted, leaving soft, monstrous masses, all in
disorder - naked, in a frightful, obscene nakedness. (Sartre
2007, 126-27)
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Sartre accounts here for an epiphanesque encounter with a
world purged of meanings, functions, statuses, and values.
Even the names of things have vanished, and with them,
the distinctions between things, leaving only uniform, monotonous matter. What is striking in Roquentin’s sensation
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on the park-bench, is that although the transformation of
the world is described in terms of loss, of meaning having
vanished from it, the raw materiality that now presents itself unconcealed to Roquentin, is nonetheless characterized
by an excessive, exaggerated presentness. Things impose
themselves on him more intensely than before:
All these objects . . . how can I explain? They inconvenienced me; I would have liked them to exist less strongly,
more dryly, in a more abstract way, with more reserve. The
chestnut tree pressed itself against my eyes. (ibid., 127)

The absurdity of raw existence is somehow both “less” and
“more” than ordinary, everyday reality. When the overlay of
appearances and names melts away from things, Roquentin
experiences a heightened intensity of their sheer beingthere. This makes it difficult to say whether something has
been added to, or withdrawn from his perception of reality.
Roquentin’s alienation, which for Sartre was a token of the
anguish-ridden existential freedom of man, can be related
to psychoanalyst Jean Laplanche’s theory of the “enigmatic
signifier,” a notion that captures a similar conflation of lack
with excess, of the disappearance of meaning with an intensification of presence. Laplanche, who adopted the concept
of the enigmatic signifier from Jacques Lacan, distinguishes
between two functions or dimensions of signification; the
function of a signifier to signify something, i.e., to convey
the content of a sign or a message, and its function to signify
to someone, i.e., to call out to or address the recipient of the
message. An enigmatic signifier is a message which has lost
the former dimension, the capacity to transmit its content,
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but nonetheless retains its interpellative force, its capacity
to address the subject. Such a message signals that there is
some meaning in it that is not being transmitted, that some
secret is withheld from communication, and message therefore comes through to the recipient as a mysterious enigma
that demands to be deciphered. The theory was designed to
account for the child’s inability to decode the abundance of
messages it receives from the adult world, messages whose
layered meanings are not fully grasped by the adult either.
The latter aspect is crucial to Laplanche’s perspective; the
impenetrable alienness that the child experiences in the
messages from the adult is rooted in the adult’s own internal
alienness to himself. Laplanche exemplifies with the erotic
desire invested by the mother in the act of breastfeeding, of
which she herself normally remains unaware but nonetheless transmits to the child (Laplanche 1999, 127-28, 258-59,
264-65). In extension, the enigmatic signifier thus stands for
the mystery of the desire of the other, which the subject encounters in various forms throughout his life, and perceives
as an enigmatic interpellation, prompting questions such as,
“What does he mean, saying this to me?”, “What does she
want, giving me this?”, and so forth. The formations of subjectivity and the unconscious evolve around this fundamental question of the desire of the other, which Lacan phrased
as: “Ché vuoi?”, “What do you want?” (Lacan 2006b, 690). For
Laplanche this question always leads back to the mystery the
other poses to himself: “The enigma leads back, then, to the
otherness of the other; and the otherness of the other is his
response to his unconscious, that is to say, to his otherness
to himself” (Laplanche 1999, 255).
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It is noteworthy, in this context, that Laplanche repeatedly foregrounds corporeality, both literally and metaphorically, in his elaboration of the enigmatic signifier. He stresses that the notion of the signifier must not be understood
in the narrowly linguistic sense that Lacan, in Laplanche’s
view, adopted from structuralism and semiology when he
designed his model of the Symbolic. The signifier can be
non-verbal as well as verbal, Laplanche asserts, and he
states his understanding of “the category of the message or
the ‘signifier to’ with the full extension Freud gives to language, comprising the language of gestures and all other
kinds of expression of psychical activity” (ibid., 92). Indeed,
Laplanche often emphasizes enigmatic signifiers that are
rooted in the body; he mentions facial expressions of affect
and underscores the primacy of the body as a site of affect
(ibid., 108). Furthermore, he proposes death as the ultimate
marker of the limit of the enigmatic signifier; the enigma
“addressed by the other at the moment of dying” (ibid., 172).
It is, in other words, when the other is reduced to nothing
but a body, an inanimate material thing, that the enigma of
his desire becomes the most acute for the mourning subject:
“What does the dead person want? What does he want of me?
What did he want to say to me?” (ibid., 255). From such references to the physical body, Laplanche moves smoothly to using the thingness of the body as a metaphor for the otherness
of the unconscious, which is likened, for instance, to “the existence [in us] of a foreign body hard as iron” (ibid., 114). He
also writes: “Far from being my kernel, [the unconscious] is
the other implanted in me, the metabolized product of the
other in me: forever an ‘internal foreign body’” (ibid., 256).
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Laplanche’s linking of the body to the unfulfilled signification of the enigmatic signifier (that is, its insistence on
signifying to, in spite that its capacity to be a signifier of has
been inhibited) resonates with certain motifs elaborated by
my third source of inspiration, who might be the one closest
to the theme of “the body as gift, resource, and commodity.”
It is George Bataille, whose entire oeuvre revolves around
the notion of excess, but I am thinking here particularly
about his theory of a “general economy,” put forth in his
book The Accursed Share, in which Bataille argues that the
normal state of any given society is one of a surplus of energy (Bataille’s concept is also applied in Idvall this volume).
I will highlight only two aspects of Bataille’s thinking on
this matter. The first is that he uses the word energy in its
most basic, material sense; it is not a question of a psychic
desire or emotional excitation but of pure physical energy,
the ultimate source of which is the sun. In the introduction
of his theory he explains:
Solar radiation results in a superabundance of energy on
the surface of the globe. But, first, living matter receives
this energy and accumulates it within the limits given by
the space that is available to it. It then radiates or squanders
it, but before devoting an appreciable share to this radiation it makes maximum use of it for growth. Only the impossibility of continuing growth makes way for squander.
Hence the real excess does not begin until the growth of the
individual or group has reached its limits. (Bataille 1988, 29)
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From this quote it is evident that Bataille’s aim is to replace the narrow definition of economy as the distribution
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of resources within a human society, on which traditional
economic theories rest, with a grander model that encompasses the whole planet and all its lifeforms. Those lifeforms
are, when seen on the level of “energy,” part of one single
system of distribution; this is why Bataille defines his economic theory as “general.” The second aspect of his theory
to emphasize here is that the excess of energy (again in the
basic, material sense) produces in societies a need to expend
this surplus, and in his book Bataille recounts how this has
been done historically in a variety of ways, from wars and
sacrifices to festivals and luxurious monuments. The urge
to squander the surplus energy is irrepressible, the only
choice is how it will be done: “the excess […] must necessarily be lost without profit; it must be spent, willingly or
not, gloriously or catastrophically” (ibid., 21). Here a certain
“leap of faith” is detectable on Bataille’s part, in the passage
from a purely material definition of energy (solar radiation)
to something like a psychosocial urge or drive. The precise
nature of this passage remains obscure, but Bataille makes
clear that neither philosophy, psychology, nor art goes free
from the movement he studies, namely “that of excess energy, translated into the effervescence of life” (ibid., 10). 1
Indeed, man is in a sense defined by this movement, like no
other being on Earth:
The general movement of exudation (of waste) of living matter impels [man], and he cannot stop it; moreover, being at
the summit, his sovereignty in the living world identifies
him with this movement; it destines him, in a privileged
way, to that glorious operation, to useless consumption.
(ibid., 23)
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Again, by no means do I wish to give the impression that
these three sources of inspiration form some sort of theoretical “system,” or that their theoretical perspectives “fit” with
each other without discrepancies, incoherencies, and contradictions. However, I find that Bataille’s anthropological
philosophy of excess, Laplanche’s psychoanalytic theorization of otherness, and Sartre’s literary account of existential
alienation, elucidate, each from its own perspective, a theme
which I hold to be essential (again, in different ways) to the
artworks that I will discuss below: that of a social and societal disquietude that is related to the foregrounding of the
materiality of the body.

m a r ina a br a mov ić’s Rhythm per for m a nces:
the self a ba ndons the body
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During 1973 and 1974, the Yugoslavian-American artist Marina Abramović (b. 1946) carried out a series of five performances with the title Rhythm, numbered Rhythm 10, 5, 2, 4
and 0, in that order. In these early works of her career, Abramović explored the relation between body and self through
the endurance of self-inflicted pain and through various
ways of objectifying her body. In the first work, Rhythm 10
(1973, first performed in Edinburgh, then Rome, 1 hour),
Abramović kneeled down on a sheet of white paper on the
floor, put her left hand with spread-out fingers in front of her
and stabbed in-between the fingers with twenty knives (ten
in Edinburgh), one at a time, as fast as she could. Every time
she cut herself she took a new knife and continued with the
stabbing, until every knife had been used. A tape recorder
documented the event. When all the knives had been used,
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Abramović listened to the recording and repeated the procedure following it, again stabbing with the knives, in the
same order, with the same rhythm, cutting herself in the
same places. Another tape recorder documented the sound
of this repetition. At the end the artist listened to the new
recording, with the sound from the synchronized rhythms
of both series of stabbings.
Through the use of repetition as an aesthetic device,
Rhythm 10 brought about a subtle objectification of the artist’s body. In the first series of knife stabbings, Abramović
acted physically towards a distinct part of her own body, her
left hand. The hand thereby took on the character of a passive and separate object, and became, figuratively speaking,
detached from the rest of Abramović’s body. During the second sequence of stabbings, this objectified state consumed
the artist’s entire being, as her movements were no longer
direct expressions of agency but were controlled by the recorded sound of the first set of stabbings. The repeating sequence was therefore not primarily an interaction between
Abramović and her body but between the tape recorder and
her, in which the former “acted” upon her body, which in
turn passively followed the sounds of the first sequence.
Paradoxically, the more identical the two sequences were
on a formal level in terms of rhythm and precision, the more
opposite Abramović’s status was in terms of her being active
or passive, subject or object, autonomous or dependent.
The theme of forsaken selfhood became further articulated in Abramović’s subsequent Rhythm performances. In
Rhythm 5 (1974, Belgrade, 1 1/2 hours), it happened abruptly
and by accident. Abramović was lying on the ground inside
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a burning wooden construction of the Communist fivepointed star, and due to deprivation of oxygen she lost consciousness after some time. When she did not react to the
flames touching her leg, a medical doctor in the audience
realized her predicament and she was carried off to safety
by some spectators. Afterwards, Abramović decided to try to
create performances that would not be dependent for their
execution on her being conscious. In the subsequent piece,
Rhythm 2 (1974, Zagreb, 6 hours), she deliberately altered
her state of consciousness by taking two different types of
psychiatric drugs. First she ingested a medicine used for
treatment of catatonia, a pathologic state where the body
stays rigid for extended periods of time. Abramović’s body
reacted to the drug with uncontrollable contractions while
her mind remained clear. When the effect of the drug had
worn off, the artist swallowed a medicine against schizophrenia, which made her body immobile and put her mind
in a lethargic state from which she says she has no memories. The performance ended when the medicine lost its effect over her. In the less known Rhythm 4 (1974, Milan, 45
minutes), Abramović kneeled down over an industrial air
blower placed on the floor and let the forceful air torrent fill
her lungs and support her body. The audience, who watched
the performance on a video monitor in an adjacent room,
could only see the artist’s face, not the air blower. After some
time Abramović passed out, perhaps due to an overdose of
oxygen, in contrast to the deprivation of oxygen in Rhythm 5.
However, the performance continued for three more minutes with the air torrent changing the shape of her face and
without the audience realizing she was unconscious. Abra-
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mović noted, “The public looking at the monitor have the
impression of me being under water” (Abramović 1998, 76).
She thus succeeded in continuing the performance in spite
of being unconscious.
The final piece in the series of performances, Rhythm 0
(1974, Naples, 6 hours), brought to conclusion what Abramović calls her “research on the body when conscious and
unconscious” (ibid., 80). The artist now chose a new strategy
for abandoning her agency. Instead of relying on chemical
manipulations of her mind, by taking drugs or regulating
her intake of oxygen, she gave herself over to the hands of
her audience (Fig. 1-3). The performance took place in an
art gallery, where Abramović had placed 72 objects on a
table, among them a rose, a feather, honey, a whip, a pair
of scissors, a scalpel, a gun, and a bullet. A sign instructed
the audience that they were allowed to use the objects on
Abramović in any way they desired for a period of six hours.
The artist would remain passive for the duration of the performance. “I am the object. During this period I take full
responsibility,” the sign stated.
The events that ensued remain one of the most challenging episodes in performance history. One should note that
there are discrepancies between different accounts of the
performance regarding details such as whether the gallery
director announced verbally the idea of the performance to
the audience, and whether the piece ended because it had
run its stipulated time or because members of the audience
intervened (Ward 2010, 136-38). The overall course of events
seems clear though. Initially, the members of the audience
were hesitant to interact with Abramović ’s body, but as time
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passed, they became increasingly active. It seems that they
realized only gradually that the artist had really given herself over to them. According to Abramović’s account, the
audience behaved rather playfully at first, but successively
became more aggressive. Somebody thrust her arm into
the air. She was groped intimately. She was painted on, and
papers were glued onto her. After a couple of hours, somebody used the scissors to cut up her clothes. Someone cut her
skin at the throat with the razor blade and sucked her blood
from the wound. She was carried around, half-naked, and
was laid down on the table. The knife was stabbed into the
table, between her legs. A person took the thorns from the
rose and pressed them into her stomach. Someone wrote,
“I am free,” on the mirror with the lipstick, and put it in
Abramović’s hand, but Abramović showed no sign of reading
the words. At one point, a man loaded the gun with the bullet and pointed it towards her head, attached Abramović’s
finger around the trigger, and began to squeeze, to see if she
would resist. Another member of the audience interfered
and removed the gun. The whole time Abramović remained
silent and unresponsive. After six hours, at two a clock in
the night, the gallery director announced that the piece
was over (although, as mentioned above, descriptions differ
on that detail), and Abramović resumed control of herself
again.
That Rhythm 0 was physically and mentally taxing for
the artist is beyond doubt. Abramović claims that afterwards, back in her hotel room, when she looked in the mirror, a patch of hair on her head had turned white. The work
also raises troubling questions about the audience. Why did
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they act so violently? Apparently, men were the most active,
while women tended to remain in the background, telling
the men what to do. As things escalated, a protective group
formed among the audience, which tried to defend the artist from the worst violations. Some audience members were
gallery visitors, some were random strangers called in from
the street. Thomas McEvilley holds that the latter group was
the most aggressive and that the art community formed the
protective group, but Frazer Ward is sceptical towards that
assumption (McEvilley 1999, 186; Ward 2010, 137). As the
objects that were offered to the audience included tools for
pleasure as well as for pain, one could imagine, notes Ward,
another possible outcome of the performance “in which
Abramović is tickled or massaged or fed cake for six hours”
(Ward 2010, 139). Indeed one can, but could one also imagine a version where the audience remains indifferent to her,
and simply refrains from acting upon her at all? That seems
somehow a more unlikely scenario, and the most striking
feature of the performance is perhaps that Abramović’s passive, mute presence in the gallery space compelled the audience to act, whether aggressively or protectively, rather
than just leaving her alone. Interestingly, that attitude was
completely reversed when Abramović retook possession of
herself. When she then started walking towards the audience, naked, blood-smeared and in tears, everybody fled
from her and ran out through the door, the artist recounts
(Abramović 2010).
The excitation that the presence of Abramović’s body
created in the gallery, a public sphere, differs from the preceding performances. The previous pieces in Abramović’s
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Rhythm series explored the relation between body and selfhood as an affair between the artist and her own body, with
the audience as passive spectators (except for the unforeseen intervention of the audience in Rhythm 5). By contrast,
in Rhythm 0 the body-selfhood problem was given a social
dimension, as the artist placed her body among, not in front
of, the spectators, in effect turning them into agents. Suspending her own agency temporarily, Abramović offered
her bodily presence as a kind of “free gift” to the audience,
which they could handle without having to assume neither
the ethical reciprocity between fellow subjects, nor the
responsibility of administering somebody else’s property.
That freedom was strictly tied to Abramović’s abandonment
of selfhood. As Ward points out, vacuity of selfhood entails
the alienation of social roles and identities. He writes:
[W]hat becomes so interesting about Rhythm 0 is Abramo
vić’s resolute refusal of any such group-specific identity,
her refusal to be identified. Arguably, this is what was so
intolerable to those members of the audience who became
aggressive. (Ward 2010, 141)
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Here I think that Abramović’s refusal of social identification,
stressed by Ward, can be linked to Bataille’s theory of general economy. Having emptied herself of self-governance and
social responsiveness, Abramović’s physical presence in the
gallery corresponds to Bataille’s notion of surplus energy as
a material excess that exceeds conventional forms of social
meaning. The nature of the social tension that was triggered
by this excess in Abramović’s performance becomes clear
if one considers Bataille’s claim that his economic theory

Bodies Against Meaning

is general, in contrast to the limited scope of traditional
economic theories. In Bataille’s view, economic science restricts itself to the limited perspective of some particular
individual or group and their specific ends. It thus fails to
consider what he calls, “a play of energy that no particular
end limits: the play of living matter in general” (Bataille
1988, 23). I understand Bataille such, that from the point of
view of nature or life at large, there exists neither too much,
nor too little of anything, and hence no lack or necessity; it
is only from a limited perspective that things can be “too
much” or “not enough.” In nature, energy flows ceaselessly
from the sun, overflows the earthly forms and bodies and
wastes itself in processes “without profit,” in “useless” discharges, the foremost of which, holds Bataille, are sex and
death. Anguish over excess can therefore exist only from “a
particular point of view that is radically opposed to the general point of view based on the exuberance of living matter
as a whole” (ibid., 39).
Correspondingly, Abramović’s presence in the gallery
amounted to no “excess” in terms of her being a physical
body among the bodies of the audience. It is only from the
perspective of a social horizon that her physical presence, in
her absence as a subject, constituted a surplus, “an accursed
share,” an excess of energy that had to be discharged in one
form or the other. Bataille outlines two main types of expenditure through which societies can dispose of their surplus energy. Either the excess can be spent “luxuriously,” in
the arts, as lavish monuments, festivals, or other manifestations without use value, or, it will force its way ahead “catastrophically,” in uncontrolled eruptions of violence, which,
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Bataille notes, have taken on “disastrous proportions” in the
modern era (ibid., 24). In Abramović’s Rhythm 0, those two
alternatives are short-circuited, so that the violence is set off
in and through the work of art, collapsing the oppositeness
Bataille sets up between those modes of expression.
In certain ways, Abramović’s status in the performance
corresponds to Giorgio Agamben’s notion of bare life, that is,
a human being from whom the state has revoked citizenship
and juridical protection, and whom anyone may kill without
being guilty of murder (Agamben 2005; 1998). Within the
micro-universe of the artwork, Abramović enacted something of the biopolitic dynamics Agamben would theorize
later. She revoked her own voice and agency, thereby deliberately adopting a status similar to that of bare life, that
is, the status of a disenfranchised subject, devoid of social
significance and reduced to sheer corporeality. The performance thereby became an equivalent of Agamben’s state of
exception, which entails the suspension of the law, of civil
liberties and rights, by a sovereign decree of the lawmaker.
Abramović’s performance also relates to Laplanche’s
notion of the enigmatic signifier. Abramović’s rejection
of social identities made her socially unreadable; she was
“designified,” to use Laplanche’s term, into an enigmatic
signifier that no longer conveyed meaning but nonetheless insistently addressed the audience through her sheer
presence, as if silently demanding to be “read” by them.
Judging by the brutal response from the audience, the interpellative power of Abramović’s presence intensified as a
result of her refusal to convey social meaning. In a nuanced
elaboration of Laplanche’s theory, Eric Santner introduces
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the term “signifying stress” to describe the social discord
that is produced by the presence in social space of a “designified” human being. With reference to Agamben’s notion
of bare life, Santner uses the expression “creaturely life”
about those who have been deprived of, or have failed (or
perhaps chosen not) to uphold their assigned statuses and
mandates in society. They become enigmatic signifiers that
refuse to be assimilated into the social body of meaning, and
around which unconscious anxiety therefore accumulates;
they become “‘master’ signifiers of unconscious mental life”
(Santner 2006, 34).
They persist as loci of signifying stress, excitations linked to
but not absorbed by our life in the space of meaning. It is the
excess of pressure that emerges at such sites—really a kind
of life in excess both of our merely biological life and of our
life in the space of meaning—that I am calling creaturely.
(ibid., 34)

Here I would like to emphasize two facets of Santner’s reasoning, with particular relevance for my argument. Linking Laplanche’s psychoanalytic apparatus with Agamben’s
work on biopolitics, Santner posits the category of creaturely
life as the dark center of an incapacity to accommodate otherness, which manifests itself throughout modern history
and whose atrocious epitome was the advent of industrial
genocide in the Third Reich. To Laplanche, otherness constitutes the core of the enigmatic signifier and is always a
reverberation in the subject of the unconscious of the other:
“Internal alien-ness maintained, held in place by external
alien-ness; external alien-ness, in turn, held in place by the
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enigmatic relation of the other to his own internal alien”
(Laplanche 1999, 80). Or, in Santner’s formulation:
[M]y signifying stress is called forth - ex-cited - by my efforts to translate the signifying stress emanating from the
other, indicating in its turn the other’s ‘addiction’ to his or
her own enigmas. (Santner 2006, 33)
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Santner also puts emphasis on what he refers to as “the prototype of the cringed body,” that is, a bodily distortion or
contraction he finds characteristic of the figures personifying creaturely life in novels by Kafka, Rilke, and Sebald
(ibid., 24). Those bodily distortions can be understood as
symbols of the intensified exposure of those figures as corporeal beings, in the void of the absence of social meaningfulness. They are the outer embodiment of the thing-like
character of the unconscious of the other, which Laplanche
distinguishes from the other as person, by using the Freudian word das Andere (neuter) in contrast to der Andere (masculine).
Seen in the light of Santner’s elaborations of Laplanche,
what emerges in Abramović’s Rhythm 0 is a kind of asymmetrical reciprocity in otherness between the artist and the
audience. It is particularly striking at the end of the performance, when the audience fled from Abramović as she
started walking towards them. According to the artist, it
was as if the audience suddenly woke up or realized something that made them leave in a hurry. No physical change
occurred that could have triggered their reaction, there was
only the shift in Abramović’s status from passivity to agency,
from objecthood to selfhood. One can only speculate what
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insight Abramović’s change of status evoked in the audience
that turned them, in a second, from aggressiveness to flight.
What thoughts and feelings, about the event and about themselves, followed her torturers home that night? In any case,
it is striking in itself that their reactions were so symmetrically linked to Abramović’s status, as if, paradoxically, they
were unknowingly controlled by the artwork, in the very
process through which they assumed control of Abramović’s
body. If so, Abramović’s work casts light not only on the biopolitic reduction of her, and potentially of anybody, to mere
corporeality, but also on the powerful resonance of her otherness in that exposed state with the internal alienness of
the audience.

mona h atoum’s Corps étranger :
“a m i in this body, or is it something else? ”
In Abramović’s Rhythm works, the artist delivered her body
in its entirety over to otherness, but the integrity of her
body as a visual figure, a Gestalt, was never in question.
Her body remained intact as a visually recognizable human
form, a sign stating unambiguously, on a profound level: this
is a human being. Two decades later, in the 1990s, the human shape as a fundamental sign of humanness was put in
question by artists who combined an emphasis on bodily
presence with the rapidly evolving possibilities of the video
medium. The problematics involved in mediating bodily
presence had occupied an earlier generation of video artists, like Vito Acconci, Dan Graham, and Joan Jonas. In the
1990s, this theme was developed in new ways by artists like
Gary Hill, Paul Sermon, Mona Hatoum, and others, in works
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that displayed the body with a new, almost surreal feeling of
presence together with a fragmentation of the body image, a
breaking down of the human Gestalt.
In the Palestinian-British artist Mona Hatoum’s installation Corps étranger (1994), the beholder enters a dark,
cylinder-shaped chamber, where a circular video image
is projected from above onto the floor (Fig. 4-5). The video
explores parts of Hatoum’s body in extreme close-up: her
eyeball, her auditory meatus, the interior of her mouth, her
intestines, vagina, anus, etc. The images were acquired with
an endoscopic camera, and are accompanied in the installation by hissing and throbbing sounds from interior bodily
processes. Enclosed by the narrow space and the claustrophobia-evoking sounds, the beholder stands as before a
pit, filled up with organic, proto-human matter, constantly
moving, refusing to take on the shape of a coherent body.
The circular projection is like a peephole into a universe of
disconnected organs, barely recognizable, repugnant and
obscene, where porous, hairy surfaces and orifices parade,
unchecked by any outer, unifying boundary.
Ewa Lajer-Burcharth notes that Corps étranger, like several other video-works from this period, break away from
the narcissism that Rosalind Krauss, in her seminal 1976 essay “Video: the Aesthetics of Narcissism,” had declared to be
the essence of video art (Lajer-Burcharth 1997; Krauss 1976).
Krauss was writing about artists who used the real-time
function of video to interact with their own live video image,
in what Krauss deemed an unhealthy inclination towards
narcissistic self-encapsulation. Lajer-Burcharth remarks,
in reference to Krauss, that Hatoum’s Corps étranger can
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be said to reproduce the logic of self-encapsulation, but it
draws the beholder into an encounter with the nauseating,
culturally inassimilable aspects of the body. In that movement, subjectivity is severed from an alien body that defies
self-recognition, let alone self-admiration. Lajer-Burcharth
hears Hatoum doubting, “Am I in this body, or is it something else?” (Lajer-Burcharth 1997, 199-200).
Both Lajer-Burcharth and Amelia Jones points to
Hatoum’s personal subjectivity in their interpretations of
this work. They describe Hatoum as “a ‘displaced’ Palestinian woman living in Britain,” who will always be “other”
to both national identities, and they mean that Hatoum’s
display of her own body challenges the cultural exclusion
of certain parts of the feminine body as visually intolerable
(Jones 1998, 228; Lajer-Burcharth 1997, 195). My view here is
that while gender and ethnicity certainly provide relevant
contextual angles to Hatoum’s work, such particularities actually come across very sparsely in this installation. Instead,
one of the striking features of Corps étranger is that the sex
and the ethnic origin of the scrutinized body is indeterminable most of the time, and I doubt that any other concrete
body displayed in similar fashion would look very different.
Therefore, at the core of this work, beyond the coordinates of
Hatoum’s personal subjectivity as woman and migrant, lies
what I would characterize as an epistemological paradox
in the relation between body and self: the more you get to
know the body, the more alien it becomes, the closer you
examine it, the more remote it appears (see Svenaeus this
volume). The strong connection of Corps étranger to medical imaging, due to Hatoum’s use of endoscopy, must not be
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overlooked here. The medical gaze brings connotations to
control and regulation as well as to emancipation and healing, and is part of the tight association between knowledge
and vision in the era of technoscience. Seen in that context,
endoscopy constitute a threshold technology. It examines
the body in extreme close-up but not in microscopic magnitude; therefore it renders the body unfamiliar but still recognizably human. Endoscopy operates thus on the threshold
between two scopic regimes in medical visual culture, the
pictorial tradition of anatomical illustrations and contemporary bioimaging on the molecular level.
Anatomy, from Vesalius to Henry Gray and onwards, divides the body into distinct parts, such as limbs and organs,
in a way that retains a cognitively and visually graspable relation between those parts, and between them and the body
as an integrated unity. This is partly what made dissection
an abominable practice to many people: it is a frightening
mutilation of the human form. 2 Contemporary bioimaging,
by contrast, depict the bodily interior on the cellular, genetic
and molecular level, where the functional and proportional
relations to the body as a whole are often lost from sight.
Bioimaging thus dissolves the body into particles rather
than into parts; particles which may seem disconnected and
independent from the body as a unified system (and they
are becoming increasingly disconnected from it, as the biosciences develop new ways to isolate and reproduce them,
transfer them between bodies, replace them with artificial
surrogates, and turn them into “factories” for biological material). I call this body of the biosciences the atomized body,
in distinction to the anatomized body, because it is com-

Fig. 1: Marina Abramović, Rhythm 0, 1974.
(Abramović 1998, 85)

Fig. 2, above: Marina Abramović, Rhythm 0, 1974.
(Abramović 1998, 85)
Fig. 3, to the right: Marina Abramović, Rhythm 0, 1974.
(Abramović 1998, 90)

Fig. 4–5: Mona Hatoum, Corps étranger, 1994.
(Archer and Hatoum 1997, 72 & 142)

Fig. 6: Ultrasound image. (Wikimedia, CC, http://commons.
wikimedia.org/wiki/File:Early_ultrasound.jpg#filelinks)
Fig. 7: Ultrasound image 3D. (CC, http://www.flickr.com/
photos/nomadicentrepreneur/1347212511/)

Fig. 8: Printout by 3D printer from ultrasound data. PhD project by Jorge Roberto Lopes Don Santos, Royal College of Art,
London, 2009. Courtesy by Jorge Roberto Lopes Don Santos

Fig. 9: Tissue Culture and Art Project, Semi-Living Worry
Dolls, 2000. (Reichle 2009, 314)
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posed from and can easily be dissolved into the basic ele
ments of biological life. And because human biology shares
its foundations with animal biology, even with organic life
at large, the distinction of the human organism from those
broader biotic categories becomes increasingly blurred. The
atomized body is hence a body that constantly overflows and
dissolves its own boundaries, and entails thereby what I call
the de-anthropomorphizing of the body: if anthropomorphism is the attribution of human features to a non-human
creature or object, then de-anthropomorphism is the stripping of human attributes from that which is human.
Hatoum’s use of endoscopy places her work in-between
these two paradigms of medical imaging; the posture of the
human body has been broken down, but its human characteristics have not yet been completely abandoned. One must
be aware here that the human form is not to be understood
simply as a visual, external representation of the body, but
as something deeply implicated in the experience of embodiment itself. One may recall Jacques Lacan’s assertion, in
the mirror stage theory, that the infant’s recognition of itself
in a mirror is constitutive for the child’s emerging subjectivity (Lacan 2006a). This link between corporeal identity
and the visual human form is underscored also by the phenomenon of proprioception, i.e. the control we automatically
exert over our bodily positions and movements, a prerequisite for the experience that one’s body belongs to oneself. As
Oliver Sacks points out, proprioception was called “our hidden sense, our sixth sense” by its discoverer, Charles Scott
Sherrington, because it is so fundamental to our functioning
and sense of selfhood that it is automatic and unconscious,
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and thus had to be “discovered” by science. Proprioception
facilitates, together with vision and the vestibular system
(balance), “the control, owning and operation, of our own
physical selves?” (Sacks 1986, 42). Sacks presents the case
study of a woman, Christina, who lost her proprioceptic
capacity due to neurological damage and became unable
to feel where her body and body parts were. “I feel disembodied,” she described the terrifying experience. In the present context, what strikes me about Christina’s case is how
intricately corporeal identity is interwoven with the visual
image of the visual body. Christina consistently makes use
of visual metaphors when formulating her experience:
I think [my arms are] one place, and I find they’re another.
This ‘proprioception’ is like the eyes of the body, the way the
body sees itself. And if it goes, as it’s gone with me, it’s like
the body’s blind. My body can’t “see” itself if it’s lost its eyes,
right? So I have to watch it—be its eyes. (ibid., 46. Emphasis
in the original.)
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Christina gradually learned how to compensate for the loss
of proprioception by using her vision to locate and coordinate her body parts, thereby regaining a rudimentary sense
of bodily selfhood. Christina’s case shows that the visual
conception of the body as a unified Gestalt is not a mere
secondary representation of our actual bodies, but an elemental condition for our existence as bodily selves. Seen in
this light, Hatoum’s fragmentation of the image of the body
undermines corporeal selfhood on a profound level that precedes and underpins the body’s social determinations. The
jerky tracking of the endoscopic camera seems to simulate
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a forlorn body in search of a shape, a self-image, and the
projection on the floor mirrors, in a way, the collapsed state
of a body in loss of proprioception.

tissue cultur e & a rt: semi-li v ing wor ry dolls
Hatoum’s Corps étranger puts the human form in question
by portraying the body in a state of fragmentation and disorder. That question can also be raised from the opposite
direction, by visualizing the body in a state of becoming,
before it has fully acquired the reassuring shape of the human Gestalt. I will conclude this essay by juxtaposing two
such visualizations, which in some aspects resemble each
other and in some are diametric opposites. Both straddle the
divide between science and art, and both explore, in different fashions, what I would call a divide within the human
between, on one hand, her biological materiality and, on the
other, the elusive, visual human form.
Depictions of the unborn embryo or fetus, derived from
ultrasound or, less commonly, from MRI data, are perhaps
the most obvious example in medical imaging of a desire to
bind in a recognizable human shape the biological becoming of the human organism. In no other phase of its existence
is the human being so shape-shifting as in its embryonic
state; it grows blindly, transforms along a path that betrays
its evolutionary ties to the entire animal kingdom. And at
the same time, the human being is perhaps never to that
extent a screen for expectations and desires projected into
the future by the parents-to-be, their near and dear, and by
society at large. A world of social roles and identities, societal
mandates, juridical statuses and economical arrangements
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awaits the growing accumulation of cells long before it is
born as a human; a universe of signification, of which the
child’s given name is only a first and modest manifestation.
The discrepancy between that world of meaning and the embryo inside the uterus could hardly be greater. The embryo
is in that sense the archetypal enigmatic signifier: it does not
speak or possess agency, it can be neither touched nor seen,
and yet, it incites a spiral of exegesis about “who” it is.
From that perspective, the aesthetic development of ultrasound imaging seems to be aimed at mastering the signifying stress induced by the otherness of the fetus. From
the traditional gray ultrasonic pictures with their blurry,
barely recognizable shapes and blotches, often requiring
professional expertise for interpretation, fetus imaging has
advanced to computer-generated 3D renderings, in which
the facial and bodily features of the fetus are modeled “realistically” by way of simulated lights and shadings, endowing
the picture a portrait-like appearance that suggests that the
fetus is already a person (Fig. 6-7). The latest step in this
direction is 3D printers that sculpt life-size models of the
fetus from the data acquired from ultrasonic or MRI detectors (Fig. 8). The technique was developed in 2009 by Jorge
Lopes dos Santos as a PhD design project at the Royal College of Art in London, with a supervisor from the discipline
of obstetrics (Santos et al. 2010). One of the external examiners is reported to have said, “I don’t know whether I am
looking at science or I am looking at art” (“Stunning new
technology… 2009”). The three-dimensional models are intended to serve as an “emotional tool” for parents, especially
those who are blind, to bond with their unborn child. One
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can also imagine that these prints will be used as arguments
in anti-abortion campaigns, because of the emotional response they tend to evoke. In any case, the parents-to-be
who get to feel with their own hands the shape and weight
of “their” fetus (already the possessive determinator implies
expectations of ownership), regardless of the obvious differences in terms of temperature, softness, rigidness, and
static posture compared to the actual fetus in the womb, may
experience something that is perhaps best described as a
“reality effect,” that is, a sensation of the presence of their
imagined child. It is unimportant in that situation, that the
3D model does not provide more factual information than a
traditional ultrasound picture, because it offers something
much more desirable: the reassuring shape of the human
figure.
The investment of meaning that goes into visualizations
of the fetus can be probed further, I suggest, if they are juxtaposed to the works of the Australian-based artist group Tissue Culture and Art (T & A). It is lead by artists Oron Catts
and Ionat Zurr, both of which have been research fellows at
The Tissue Engineering & Organ Fabrication Laboratory,
at Harvard Medical School. Their project Tissue Culture &
Art(ificial) Wombs Semi-Living Worry Dolls (2000) consists
of sculptures created from living cells that have been made
to grow over human-shaped scaffolds of biodegradable polymer (Fig. 9). The Semi-Living Worry Dolls takes its name
from the tradition among Guatemalan Indians to give a box
with small dolls to their children, who are instructed to tell
their worries to the dolls at bedtime so that when they sleep
the dolls will resolve their worries. The Guatemalan worry
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dolls usually come in sets of six, but T & A decided to manufacture seven dolls and to name them with letters of the
alphabet, associating them with ethical problems related to
the biosciences:
Doll A = stands for the worry from Absolute truths, and of
the people who think they hold them.
Doll B = represents the worry of Biotechnology, and the
forces that drive it. (see doll C)
Doll C = stands for Capitalism, Corporations
Doll D = stands for Demagogy, and possible Destruction.
Doll E = stands for Eugenics and the people who think that
they are superior enough to practice it.
Doll F = is the fear of Fear itself.
G = is not a doll as the Genes are present in all semi-living
dolls.
Doll H = symbolizes our fear of Hope… (Tissue Culture
and Art 2000)
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A technical statement details the complex procedure of
manufacturing the dolls, which are approximately 10 mm
tall. They were crafted from biodegradable polymers and
surgical sutures and seeded with cells from an immortalized McCoy Cell Line. 3 As the multiplying cells gradually
covered and grew into the porous polymer, the scaffold decomposed. After a few weeks in an incubator, the dolls were
moved to a rotating bioreactor, which has accompanied the
dolls into the museums and galleries where they have been
exhibited. Their display thus also features a theatrical representation of the laboratory inside the art space.
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The Semi-Living Worry Dolls was T & A:s first art project
based on tissue engineering. Later works include The Pig
Wings (2000-2003), in which tissue from pigs was grown into
the shapes of wings, possibly anticipating a future where
advances in xenotransplantation will allow pigs to grow
wings and fly; Disembodied Cuisine (2003), which included
cultivating frog muscle tissue into a steak, which were eventually eaten by the artists and their friends, without the need
for animal victims; and NoArk (2007-8), where cells from
various animals were grown together into an amorphous
organic blob. As noted by many commentators, T & A:s oeuvre problematizes a number of complex issues related to
the increasing control of science over biology, such as the
commodification of human tissue, the integrity of the species, and the definition of life itself. In the present context,
however, the Worry Dolls display a particular complexity
that recedes into the background in the later projects.
As Robert Mitchell points out, artworks composed of
living tissue tend to provoke disgust in beholders, because
they can seem gross and abjectal (Mitchell 2010, 74). The
Worry Dolls are no exception, but I think they may induce
such reactions for partly different reasons than T & A:s later
projects. The Worry Dolls include a dimension of pictoriality that is lacking in the other works. The steaks and the pig
wings, grown in vitro, are labeled “semi-living” by Catts
and Zurr, because they are simultaneously natural and artificial, partly organically self-grown and partly man-made.
The Worry Dolls, however, can be said to be “semi-living” in
an additional sense, because they involve an act of mimicry
between the living and the inanimate. They are pieces of liv-
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ing flesh that imitate dolls, which already are dead objects
that mimic the living. The Worry Dolls present a haunting
caricature of the human figure and face, which gives them
a particular unheimlich character besides the repugnance
that their organic material may evoke.
At this point, the reason for juxtaposing the Worry Dolls
with the 3D prints of the human fetus is evident: both portray the human form in a process of becoming, in its growth,
and are therefore marked by a tension between alterity and
recognition, between flesh and Gestalt. The plastic models
of the fetus are imprints, mediated by algorithmic computation, of the developing human organism in the womb, an
indexical externalization of the bodily interior of the pregnant woman. The Worry Dolls, in turn, are cellular cultures
forced to grow into the shape of little dolls. On one level,
the two images resemble each other. On one side, we have a
plastic doll that depicts an amassment of cells growing into a
human form. On the other, a real agglomeration of cells that
is grown into the likeness of a doll. Both visualize human
corporeality in a state where the human form is not fully
realized, and in which the body therefore hovers between
the recognizable and the alien. They mediate this ambiguous state very differently though. The 3D model of the fetus,
sculpted with a wealth of detail akin to that of photographic
realism, seems designed to salvage the unfinished body
into the domain of the familiar, where the parents-to-be can
tie imaginary bonds to it; and, in extension, to prepare for
the arrival of the unborn into the realm of societal meaning. The Worry Dolls seem to have the opposite effect: they
alienate corporeality from the human form through their
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multi-layered mirroring between the living and the inanimate. We see a doll, which ought to be a static object grow
organically, and at the same time we see something living
take on the appearance of a dead picture. The shapes of the
human body and face are rudimentary and primitive, like
an unfocused image projected onto an irregular surface;
the human image seems adrift on a shapeless sea of cells.
This oppositeness of the two images increases with time:
the later in the pregnancy the fetus is depicted, the more it
will resemble a fully developed human. The Worry Dolls, on
the other hand, as long as they are catered for, will gradually grow into amorphous lumps, thus becoming ever more
remote from a recognizable human image.
The 3D models and the Worry Dolls reveal that the relation between corporeality and selfhood is intricately intertwined with concepts from the realm of the image and
the visual; mimicry, mirroring, resemblance, recognition.
As mentioned above, the Worry Dolls are pictures of dolls,
which themselves are pictures, but in a sense, that goes for
the 3D models too. For is not the fetus and the embryo also
conceptualized as images of a kind, when we assess how
they resemble ourselves as fully developed humans? I am
not thinking about the resemblance between the individual
parent and child, but about the desire to identify the shape
of the human figure in the ultrasound image, so that the
depicted fetus is conceived as an unfinished manifestation
of a Gestalt. I am thinking also about the degree to which
debates about abortion and embryonic research are focused
on whether the embryo or fetus, in its different phases of
development, ought to be given the status of humanness. Re-
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cast in visual terms, that equates the question of whether the
phylo-ontogenetic blueprint equates a pre-conceived image
waiting to be developed in its dark, fluid-filled container,
much like how a photograph is processed in the darkroom
for the image it harbors “inside” itself will emerge into visibility.
What the short-lived Worry Dolls show is the evanescence of the human image. They resemble it only during a
passing phase of their cellular development. Thereby they
bring attention to the fact, that the question propelling abortion and stem cell research debates—is the embryo merely
a lump of multiplying cells, or already a human being?—is,
in principle, not limited to any particular stage of ontogenic
development, or even to the prenatal period. There exists
no given limit, at which that question ceases to be in force.
Not only embryos but children and adults, citizens and sanspapiers can be and have historically been defined as “lumps
of cells,” that is to say, as biological raw material for ideological and political projects.
And that is the point where bioart connects with the
biopolitical dimension of such body art as Abramović’s
Rhythm 0. On one level of her work, the transgressions by
the audience seem triggered by her reduction of herself to a
passive bodily presence. But on another level, it takes only a
moment’s reflection to see that Abramović never underwent
any transformation, she was no more “corporeal” during
the performance than otherwise, and it is unreasonable to
think that the audience would not have known that. It must
have been obvious to them that she felt pain and fear and
humiliation. It is interesting, then, that TC & A has some-
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times invited their audience to take part in a “Ritual of
Killing” at the end of some exhibitions of the Worry Dolls.
The semi-living dolls are “killed” by being touched by the
audience who thereby infect them with bacteria and fungi
that lives on humans; a condensed farcical enactment of
what was on the brink of transpiring in Abramović’s performance (Catts 2004, 415). How would one describe, then,
the difference between a living and a dead Worry Doll, besides the purely chemical processes? Why does a dead doll
seem somehow less challenging, in spite of there being no
immediate visible difference? The answer is elusive, like
the distinction between Abramović seen inside and outside
the performance space. Perhaps the disturbing effect of the
vitality of the Worry Dolls implies that the very growth of
the cells in some sense is the surplus of energy, the excess,
which Bataille writes about, and therefore an unavoidable
source of social anxiety. If so, Abramović’s abandoned body,
Hatoum’s fragmented physiology, and Tissue Culture and
Art:s cellular objects point to a correspondence across their
different magnitudes of corporeality; a correspondence in
the disjointedness of body and meaning, which produce
alterity and signifying stress.
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It is around ten o’clock in the morning an ordinary weekday in November. Together with a research colleague, I am
visiting the transplant centre in the Finnish capital of Helsinki. We have just finished a one hour-long interview with
Antti, one of the transplant coordinators at the clinic. Antti
has promised to call one of the doctors at the centre on my
behalf and ask about another interview. However, first he
has to take care of two kidneys that have just been procured
here in Finland, but are about to be sent to transplant units
in Sweden and Norway.
We enter a small room in the same corridor as the office
of the transplant coordinators. Antti, now wearing plastic
gloves, takes something that looks like a large blue and
white tin out of the refrigerator. One of the kidneys is inside,
we are told. On a chest of drawers in the small room, two
boxes made of white Styrofoam are waiting. Antti puts the
tin into a smaller box of grey plastic, which in turn is placed
inside one of the bigger Styrofoam boxes. He fills the space
around the tin with sheets of thin paper and ice packs, taken
from the freezer in the small room. Then the lids are put on,
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first on the plastic box and then on the Styrofoam one. On
top of the box Antti writes “left” in ink. After this, he repeats
the procedure with the second kidney, and this box is eventually marked “right.” Then he starts to wrap the two boxes
up with tape. An envelope with medical information on
the deceased donor of the kidneys is taped onto each of the
two boxes, as well as a sheet of paper with “Human kidney
for transplantation” in big letters and the addresses of the
two transplant units in Stockholm and Oslo respectively.
Finally, the two boxes are made ready for transport when
Antti moves them from the chest of drawers to a stainlesssteel trolley.
He has worked with quick, deft hands. It has taken no
more than ten minutes to prepare the two packages. Now
Anna-Liisa, a transplant coordinator colleague of Antti’s,
comes. She is on her way home after being on duty the whole
night. Before going home, however, she will take the two
kidneys to the airport. Flight time is around eleven o’clock
and a taxi is waiting for her now at the hospital entrance.
She says goodbye to Antti and his two guests and leaves with
the two boxes on the trolley. (Field notes from an observation in November 2009)

The two kidneys that Antti packaged while my colleague
and I observed were sent away within the transnational
waiting-list system of the organ-exchange organization
Scandiatransplant in November 2009. I do not know what
finally happened to these two Finnish grafts, whether they
were transplanted successfully in the respective Swedish
and Norwegian transplant units, or not. However, I see this
sending away or, to speak with Jacques Derrida (1992), gift
event 1 realized by the Finnish transplant coordinator, which
I was able to catch ethnographically during my day-long
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stay at the centre in Helsinki, as a fitting introduction to a
discussion of the cultural economics of transplant activities
in general and kidney exchange in the Baltic Sea Region in
particular. My intention is here to illustrate what I see as
two fundamental mechanisms of (kidney) transplant practices: the force of excessive giving, an expression originating
from Georges Bataille’s (1988) discussion of Marcel Mauss’s
gift theory, and the continuously surrounding influences
of national imaginations, a perspective that I will develop
below on the basis of Benedict Anderson’s (1991) work on
nationalism.
Further on in the text, I will elaborate more extensively
on “excessive giving.” For the moment, I will confine myself
to relating the term to one of Bataille’s points of departure,
which is that it is a fundamental characteristic of general
economy that the excess energy which inevitably arises in
a system must be spent in one way or another, “willingly or
not, gloriously or catastrophically” (1988, 21). This spending
is synonymous with a sort of squandering of the surplus, by
which the giver acquires power and rank in society, a sort
of competitive position in relation to other actors (Bataille
1988, 63-77; Olson 2002, 356–57). Competition and ranking
are aspects that distinguish transplant activities, and they
will be further penetrated at the end of the chapter when we
have a deeper understanding of the different dimensions of
the giving practices in focus.
Regarding nationalism, transplantation has developed,
worldwide, as a profoundly national phenomenon in the last
few decades (Hogle 1999; Waldby and Mitchell 2006). We
have learned to recognize different kinds of grafts—kidneys,
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hearts, lungs, livers, etc.—as national resources in various
kinds of contexts. In most Western countries, and elsewhere
as well, transplant programmes have been developed nationally; that is, we have seen the formation of a plethora of
interior systems based on national law, national regulations,
and national infrastructure. In the rhetoric of these different transplant communities, kidneys and other organs have
regularly been represented as a kind of societal resource. A
peculiar type of national economics has developed, based
on annual statistics reports on transplantation and donation rates within the boundaries of each nation-state. The
numbers of transplant or donor events are reported in absolute numbers as well as “per million people.” The general
trust that transplant teams need to establish towards the
surrounding (donor) population for the sake of their transplant activities is mostly national in kind. The establishment
of trust is the central issue in the information and donorrecruiting campaigns that transplant units, in cooperation
with representatives of the state, initiate on a national level.
Trust, like competition, will be aspects that I return to at the
end of the chapter.
Despite the national focus, transplant programmes have
never been disconnected from the international arena. On
the contrary, in parallel with its national orientations, the
transplant society is very much dependent on different kinds
of international collaboration. Medical congresses, for example, have been an important international platform for
developing the transplant industry. Individual site visits
at transplant units in foreign countries have been another
way for doctors and nurses to learn more about and become
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more skilful within transplantology. Transplant ethics has
evolved as a global issue involving different kinds of international actors like WHO and the EU. The travel of individual patients across national borders in order to be, legally
or illegally, transplanted by other expertise than the one at
home has become known as medical tourism.
From this point of view it is not enough to focus on separate national conditions if we want to understand what
transplantation is today. We need to investigate transnational, cross-border connections and networks (Waldby
and Mitchell 2006, 22–23). Therefore, in this chapter I want
to focus on two organ-exchange organizations, as they are
called, in the Baltic Sea Region—Balttransplant and the
aforementioned Scandiatransplant—in order to learn more
about the transnational cultural economics of kidney transplants. A discussion of the two organizations will throw
light on the body as a societal resource within the frames of
national feelings and international cooperation. The two organizations are, in themselves, illustrative of transnationalism. Together and in comparison with each other, they also
may be an evocative example of how hierarchical relations
develop in the international transplant world.

a ims
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By comparing Balttransplant and Scandiatransplant I
want to analyze the cultural dimensions of how kidney
transplants are used as societal resources in transnational
contexts. Basing my approach on two classics—Georges
Bataille’s (1988) discussion of the excessive gift and Benedict Anderson’s (1991) conceptualization of the nation
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as an imagined community—I will problematize the two
transnational organ-exchange organizations as a differentiated space for giving across nation-state boundaries. In
contributing this comment to the discourse on donor and
organ shortage in society, I am particularly interested in the
theoretical aspects of the gift and the nation that concern
the questions of excess and payback. What kinds of societal
giving is the embodied resource of the kidney transplant
linked with in contexts where the nation-state dominates?
Further, I want to investigate the practice of giving up or
sacrificing societal and embodied resources by looking at
a specific moment in history when the two organizations of
Balttransplant and Scandiatransplant were close (or maybe
not so close) to merging and becoming a single organ-exchange organization that included a large part of the Baltic
Sea Region. In this sense, I am interested in the geographical and political borders of the particular region, the West
and East positions of the Baltic Sea Region, its centres and
peripheries (Lindqvist and Lindqvist 2008; Gerber 2011).
In what way is what I call transnational giving connected
with the formation of different geographical and political
boundaries?

conceptua l outlooks
It [the nation] is an imagined political community—and imagined as both inherently limited and sovereign.
It is imagined because the members of even the smallest
nation will never know most of their fellow-members, meet
them, or even hear of them, yet in the minds of each lives
the image of their communion.…
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The nation is imagined as limited because even the largest of them, encompassing perhaps a billion living human
beings, has finite, if elastic, boundaries, beyond which lie
other nations.…
It is imagined as sovereign because the concept was born
in an age in which Enlightenment and Revolution were destroying the legitimacy of the divinely-ordained hierarchical dynastic realm.…
Finally, it is imagined as a community, because, regardless of the actual inequality and exploitation that may
prevail in each, the nation is always conceived as a deep,
horizontal comradeship. Ultimately it is this fraternity that
makes it possible, over the past two centuries, for so many
millions of people, not so much to kill, as willingly to die for
such limited imaginings. (Anderson 1991, 6–7)
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In his classic definition of what a national community may
be seen as, Benedict Anderson brings together two aspects
that are relevant for our understanding of how transplant
programmes operate in late modernity: a willingness to die
in a certain way, on the one hand, and a sort of mutual imagination about this dying, on the other. The peculiar kind of
death that donors and donor families approve of is quintessential to most national transplant programmes. Heart and
lung transplants are totally dependent on dying citizens in
order not to develop into criminal or despotic acts. Kidney
and liver transplants are prevalent only if those living donors who may contribute can be combined with an influx of
deceased donors. In this context, death is always linked with
a certain form of willingness. A dying individual or his/her
family must be willing to donate; otherwise death will proceed without transplantation. This particular willingness,
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in turn, is strongly dependent on the imagined community
of the nation, and on those demands that this community
puts on the individual members in situations when life is
threatened by death. Transplant programmes are shaped on
the basis of a faceless and anonymous comradeship, where
the members of the nation do not need to meet each other
face to face to feel that particular mutual belonging and loyalty towards each other which is characteristic of national
communities (ibid., 5-7). As members of “our” nation, we
are urged to contribute at the moment, or in the process, of
our own death. If we do anything differently, that is, do not
contribute to the faceless but intimate comradeship of the
nation, we risk losing face in situations long before our own
emerging death. We would see ourselves, and expect others
to see us, as egoistic and primitive in a nation-state whose
members are supposed to honour altruism and modernism.
The faceless giving of the deceased donors has contradictory effects. At the same time that it strengthens the
social ties within the national community and increases
everyone’s feelings of mutual belonging, it turns each living
member of this community into a kind of potential natural
resource, an object for valuable, not to say indispensable,
use. Historically, the natural resources of a nation have been
linked with more disembodied entities like forests, mountains, plains, etc., or with the bodies of animals. However, in
a biotechnologically advanced knowledge society like ours,
in which regenerative biomedicine has a firm grip on people’s imaginations, our own bodies—the human body—are
transformed into a natural resource, into an economically
valued reserve of life for possibly common benefit.
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The national territory is thus a common donor pool area
where the maintenance of excessive giving is fundamental
for transplantation. What, then, is excessive giving? The
expression comes from the book The Accursed Share, in
which Georges Bataille (1988) reflects on Marcel Mauss’s
classic essay on the exchange of gifts in archaic societies
and contemporary Western commodity systems. Dealing
with the gift theory, Mauss (1990) aimed at explaining how
reciprocity is achieved in different communities. Unlike
Mauss, Bataille (1988, 63-77) wants to associate the concept
of the gift with individual power rather than social reciprocity. Bataille’s focus is on how the individual giver, always
in public, accumulates prestige by squandering the excess
of society (Olson 2002, 356–57). From this perspective, the
relatively high prestige of the individual transplant surgeon
can be explained by his or her incorporation of the particular giving that an organ donor fulfils in the shape of an
anonymous manifestation of excess in a society characterized by “organ shortage” (Scheper-Hughes and Wacquant
2002, 49). Also the transplant teams as a whole, which make
the excess of the transplant, this organ replacement, and
longer life possible, and, in public, even squander or spend
it on others, inevitably become prestigious and powerful.
The excess that the new kidney represents for the recipient,
and the shortage it was when it was not available, is caregiven by the transplant teams, which, also in public or in a
context of a sort of mutual understanding of what transplant
treatments imply, want nothing back from the recipient but
compliance. In Bataille’s perspective, the prestige of the caregivers and the disruptive and destructive nature of the gift
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make reciprocity and mutual understanding between the
involved actors impossible (Olson 2002, 355–58).

m ater i a l , method, a nd disposition
This chapter is based on a fieldwork done during a period
that extended from August 2008 through January 2010. Nine
out of fourteen Baltic and Nordic kidney transplant centres
were visited. Of these nine, four units were national centres
in that they are the only transplant clinic in their own national territory. These centres were in Riga in Latvia, Tartu
in Estonia, Helsinki in Finland, and Oslo in Norway. The
other five units were regional in the sense that they share
their national territory with one or more other units. I visited Malmö and Uppsala in Sweden, Aarhus in Denmark,
and Vilnius and Kaunas in Lithuania. 2
On my stay at a centre, which could last one or two days,
I did very few if any participant observations of clinical
practice. Instead, the visits usually consisted of talks and
interviews with different representatives of the specific
clinic. Altogether, thirty-four interviews were conducted
with transplant coordinators, transplant surgeons, nephrologists, immunologists, nurses, and other personnel.
Besides this interview material, the text is based on a
body of documentary material that was collected at the Uppsala transplant centre in Sweden, which was specifically
involved in the cooperation between the Nordic and Baltic
states in the 1990s. This documentary material includes
minutes, letters, travel accounts, and the like.
The first part of the chapter has its empirical basis in
what the interviews resulted in. The second part, which is
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more historically orientated, makes use of the documentary
material, while continuing to give attention to the interviews. At the end of the article I will come back to the issue
of the role of the nation-state as an imagined community in
relation to excessive giving, and to how all this can be linked
with transnational giving, which is what Balttransplant and
Scandiatransplant are thought to be illustrating.

the donor pools of tr a nsnationa l
orga n exch a nge
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Distinctive of northern Europe’s transplant landscape is its
transnational organ-exchange organizations. Eurotransplant, founded in 1969, is the largest of these organizations.
It encompasses a population of more than 120 million people living in Germany, Austria, Belgium, the Netherlands,
Luxembourg, Croatia, and Slovenia. UK Transplant, with
its origin in the late 1960s, covers around 67 million inhabitants in Great Britain and Ireland. Scandiatransplant, like
Eurotransplant, was founded in 1969 and incorporates 24.5
million inhabitants in Sweden, Denmark, Norway, Finland,
and Iceland (this last is part of the cooperation without having a transplant centre itself). Balttransplant is both smaller
and younger as organization than those named above. It was
founded in 1995 and includes about 6.5 million people in the
three Baltic States of Estonia, Latvia, and Lithuania.
Each of these transnational organ-exchange organizations is based on a geographical division whose principle is
to promote the construction of an effective and multifaceted
donor pool for each transplant unit member. A donor pool
defines not only geographically but also biologically the
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frames for the individual transplant teams when it comes
to achieving compatible matches between available donors
and the patients on the waiting lists. By supplementing the
national, or in some cases regional, donor pool with a transnational one, the transplant unit can ensure that its patients
may receive an organ with a fairly good match even in those
cases when the patient is difficult to transplant due to being
highly sensitized. The extended donor pool area is therefore
central to what is quintessential in organ transplantation,
namely a good biological match between the donated organ
and the recipient. A good match may be absolutely necessary for a long survival time for the transplanted organ in
the new body (and, of course, for a long life for the transplanted individual).
The spatial, and also demographic, size of the donor pool
area is not always a given. Historically, one can see a need
for bigger territories since matching technology was more
primitive than it is today. This is the case, for example, with
Scandiatransplant. In the 1970s about 50 percent of all transplanted kidneys in the Nordic countries per year were distributed through the Scandiatransplant network. However,
in the 1980s new immunosuppressive medicines were introduced. These were more effective than the earlier ones. The
consequence was that the biological matching of recipient
and donor became less important, since biological incompatibility could be handled with the new medicines. This
meant that more kidney recipients could be transplanted
with organs from the smaller donor pools of the individual
nation-states. From the late 1980s on, only about 15 percent
of all transplanted kidneys per year were delivered as Scan-
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diatransplant kidneys (Bak-Jensen 2006, 20–21). However,
the Scandiatransplant system was still needed for those patients who were particularly difficult to transplant because
of a high level of immunity. By now, heart, lung, and liver
transplants had also become routine clinical practice, and
these organs were often exchanged within the frames of
Scandiatransplant.
Balttransplant has only existed during the years of cyclosporine and effective post-transplant matching medication.
Still, in the 1990s when the organization was founded, the
three Baltic transplant units, because of the political and
economic situation, had a lot of problems treating transplanted patients since medicines and technology lagged
behind in these countries. A larger pool of donors was therefore something the Baltic transplant society wished for.
How the pool of donors is handled varies among the different transnational organ-exchange organizations. Some
organizations are very formalized and built on close cooperation between the individual members. Others are more
loosely connected and must therefore navigate between the
relatively autonomous national transplant programmes.
Balttransplant and Scandiatransplant are two opposite examples in this regard. Through its computerized waiting
list system, Scandiatransplant is tightly connected to the
national matching practises in Denmark, Norway, Sweden,
and Finland. The transnational organization can easily
intervene in the national matching procedure through a
common rule that stipulates that it is compulsory to send
away at least one of the two available kidneys when there
is a suitable match between the donor and a recipient who
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is difficult to transplant due to a high level of immunity. In
this way, the send-away rule will postpone the work that the
local group of doctors—always constituted by transplant surgeons but also by nephrologists and immunologists—might
otherwise initiate to select a suitable recipient for the available organs.
Balttransplant, by comparison, is not formalized at all.
No common and computerized waiting list for transplantation exists. Each national transplant programme instead has
its own autonomous waiting list. However, on the local level
the matching practice is quite similar to the Scandinavian
practice. At the clinic there is often a transplant surgeon
leading a small group of doctors who performs the selection
of recipients in relation to the available donor. In these local
procedures a send-away rule representing the organization
of Balttransplant is never in operation. However, in some
rare and urgent cases, Baltic cooperation can be initiated. In
those situations it is not a common waiting list that directs
the doctors in their transnational contacts but, rather, individual initiatives by doctors who, on behalf of their patients,
take a chance of getting a transplant in a particularly distressing situation. The doctors and transplant coordinators
in Riga and Tartu, especially, can telephone each other and
inquire about the possibilities of receiving an organ for a
particularly ill or urgent patient. Another way of exchanging
an organ occurs when the Baltic doctors, also by telephone,
make an offer of a particular kidney that is “free” at the moment in their own clinic. In this case, too, the ties between
Tartu and Riga are close. Vilnius is only occasionally part
of this informal organ exchange. On my visit to that unit I
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was told that a kidney had been received from Tartu just
a few days earlier. This occasion was represented as quite
extraordinary, however, and only emphasized that Vilnius’
participation in the organ exchange of the Baltic region is
very limited. It was explained to me that Vilnius is scarcely
able to return what it receives, since the country’s waiting
list is so long, and all the kidneys that are procured in Lithuania are mostly given to recipients within its own national
territory.

the t y r a nn y of the equa l r etur n
For both Scandiatransplant and Balttransplant members,
payback is a more or less distinct norm. Within Scandia
transplant the return obligation is prescribed at the end of a
document that is available on the organization’s website and
relates the rules for the exchange of kidneys from a deceased
donor.
Kidneys … must be “paid back,” and the return is aimed
at being effected within six months, and if possible by a
kidney of the same blood group as the one received. The
organ offered in this way must be of a quality acceptable to
the recipient center, regarding for instance technical quality, donor age and time of ischaemia. (Excerpt from “Rules
for exchange of kidneys from deceased donor within the
Scandiatransplantation cooperation 2008” at www.scandiatransplant.org, 4 August 2009)
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Paid back is written in quotation marks. Obviously, the
expression has ambivalent connotations for Scandiatransplant. This particular type of payback should not be con-
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fused with money transactions. A couple of interview subjects representing the organization also felt prompted to
add that no money is involved in the payback system that
Scandiatransplant operates.
In Balttransplant the return obligation is, not surprisingly, less formalized. Payback within this organization
seems to be based more on chance. One interview subject
described the circumstances in this way: One year we send
more, one year they send more. Another interview subject
referred to some kind of unwritten law that kidneys are supposed to be returned within half a year, but he added that if
this is not possible one can easily overlook such neglect.
The obligation to return was originally described by
Marcel Mauss in his analysis of the gift. Regarding this aspect he wrote, among other things, that “face is lost forever
if it [the return] is not made” (in Fox and Swazey 1992, 32).
Later, Renée C. Fox and Judith P. Swazey brought the specific normative aspect to the transplant context in their 1974
book, The Courage to Fail: A Social View of Organ Transplants and Dialysis. Here, Fox and Swazey explained that
Mauss did not see gift exchange as something “totally spontaneous” but rather as something “structured by a triple set
of norms: the obligations to give, to receive, and to repay”
(2002, 6). On the basis of the transplantation example, Fox
and Swazey clarified
that under certain socioculturally defined circumstances,
an individual or a group is supposed to offer a gift to a particular person. In turn, the person (or persons) to whom the
gift is proffered is expected to accept it. The recipient is then
under social and moral pressure eventually to balance out
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the exchange by giving the donor something of equivalent
worth. Failure to live up to any of these entwined expectations produces disequilibrium and social strain that affects
the donor, the recipient, and those closely associated with
them. (ibid.)
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“The tyranny of the gift” became the expression Fox and
Swazey (1992, 40) chose for their analysis of that particular
social and moral pressure to which the return obligation
gives rise.3 The rule to repay seems, in this regard, to be the
most comprehensive of the three aspects of normative obligation (cf. Sigaud 2002, 340). In a way, it includes the other
two: the obligations to give and to receive.
As we saw in the quotation above, in which Scandiatransplant prescribes its rules of repayment, equal return is apparently something that may be important in many contexts.
The specification of what kind of kidney is to be returned
after no more than six months—of the “same” blood group
and of an “acceptable” quality—illustrates the fact that the
tyranny of the gift can be a balancing not only between different interests but also between actors who strive for mutual equality, and whose relationships are nevertheless influenced by struggles for power and unequal formations. The
prescribed rule of return, symptomatically, has its origin in
a situation when there was a great risk of imbalance between
the Scandiatransplant members. The formalized payback
system came into use after a period when the Danish transplant centres were receiving far more kidneys than they sent
away, while the transplant units in Sweden and Norway were
occupied with exporting to the Danish units. Denmark thus
had a kidney debt in relation to the other Scandinavian coun-
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tries (Bak-Jensen 2008, 42, 44). A representative of Scandiatransplant explains that a nation-state with a short waiting
list may be “drained” of organs to a nation-state with a longer
waiting list. The nation-state that has relatively few potential
recipients will be the permanent giver of organs, while the
nation-state with relatively many potential recipients will be
the continual receiver of organs. These conditions also exist
in the Baltic Region, where Estonia and Lithuania are each
other’s opposites: Estonia has a relatively short waiting list
of potential recipients, while Lithuania struggles with a relatively long waiting list; altogether, something that generates
inequality and makes it difficult to have a balanced system
of exchange and cooperation.

a congr ess in r iga a nd the founding of
ba lt tr a nspl a n t
In May 1995 representatives of Balttransplant and Scandiatransplant met each other at a three-day congress in Riga.
This was the XVIII Congress of the Scandinavian Transplantation Society, a scientific association founded in the
1980s and specialized in arranging international conferences with Nordic connections. Balttransplant had not yet been
formally founded at the time the congress was held. This
was to come in December 1995, when the Baltic Assembly, an
organization established in November 1991 with the aim of
promoting regional cooperation between the parliaments of
Estonia, Latvia, and Lithuania, recommended the realization of the Balttransplant project. In those years of the early
1990s Balttransplant had emerged as a possible idea among
Baltic transplant surgeons and nephrologists. Nordic col-
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leagues supported them in these efforts. Together they had
approached the health ministries of the three states. The
Riga and Uppsala transplant units were particularly active
in this process. The transplant centre in Riga, which was
founded in 1973, had been a quite successful unit for both
clinical and scientific practice within the Soviet transplantation system, Intertransplant, in the 1980s. Now in the first
half of the 1990s, however, the unit experienced great problems following Latvian independence in 1991. There was a
lack of medicines, technology, and organization. The head of
the Latvian unit was consequently interested in cooperation
across borders.
In 1992, at a meeting with the Nordic Expert Committee, the head of the Uppsala unit, together with one representative from Denmark and one from Finland, had been
appointed to take responsibility for Nordic support for the
Baltic transplant units. The head of the Uppsala unit became
involved at the time in planting the idea of Balttransplant
and he was also the reason the 1995 congress of the Scandinavian Transplantation Society was arranged in Riga.
Here the motive was to bring together the representatives of
Scandiatransplant, who always went to the congresses held
in the name of the Scandinavian Transplantation Society,
and those Baltic representatives who were expected to attend since the meeting was to take place in a Baltic state. The
meeting between the representatives of the two organizations (one old organization and one barely emerging) was
a first meeting with only preliminary ideas, but there were
probably already thoughts of constituting a common donor
pool area out of the whole territory of the Nordic and Bal-
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tic regions. In the Nordic countries, this was seen as support for the isolated Baltic States. In the Baltic region, the
Nordic aid was most likely experienced as a possibility for
re-establishing transplant activities at an acceptable level.
Still, there were many barriers before something like this
could be realized. Some of my Baltic interview subjects who
participated in the Riga meeting in 1995 remember that the
Nordic representatives were suspicious about the transplant
activities in the Baltic States. Nordic doctors, one of my interview subjects tells me, seemed to believe that criminal
things were happening in the Baltic States when organs
were procured, that people were killed for their organs.

w ester n a id to the east
In this report we have tried to give a picture of our experiences from the field trip. This also includes our experiences
from outside the hospital environment. Health care must be
understood in its context, and the most important knowledge we have now is that the aid to the Baltic States must be
given at the place where people are. In order to help in the
best way, we must know what level they are at today. For example, they had received a ventilator, but they lacked tubes
for connecting it. We ourselves brought among other things
coffee as a gift, without knowing that they had no funnel
and filter bags! Personal contacts and trusting relations are
very valuable for gaining good insight into conditions.
The exchange of knowledge is by no means one-sided.
We can learn from them how, by very small means, one
can still straighten out a situation. One feels respectful towards people who are battling against all odds. To quote S.
[a female anaesthetist at the hospital in Vilnius]: “We can’t
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be sorry for how we are doing, these are the working conditions we have and we have to make the best we can of the
situation.” They need material help, attitude changes, and
knowledge in the English language. The difficult thing is
to bring this about without their losing faith in themselves
and in the identity they are developing now. In the long run
we might become collaborators. The skills are often there,
but the resources are missing. (Excerpt from an account of
a visit by two Swedish transplant coordinators to Vilnius
in May 1994)
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In the first half of the 1990s there was a vision of a common
donor pool area for the Nordic and Baltic regions. However,
this great donor pool area was divided for the time being. The
Western side of this pool seemed a lot more developed than
the Eastern side. The Western side was consequently going
to help the Eastern side. In the quotation above we read the
conclusion of two Swedish transplant coordinators who visited the transplant unit in Vilnius for a week in May 1994 to
learn more about the transplantation conditions in post-Soviet Lithuania. In the travel report of the two transplant coordinators, the perspective is firmly based on a relationship
between them and us. We will help them. They lack what we
have: technology, things, correct attitudes, language skills,
etc. In many ways a sort of post-colonial orientation seemed
to have appeared in which powerful Westerners define the
situation to the disadvantage of Easterners. However, as the
quoted passage also discloses, confrontation with the East
was ambivalent for these Westerners. We must be respectful
and we can also learn things from them.
One reason for learning more about the Baltic conditions
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was the training courses that Swedish doctors and nurses
planned for Baltic colleagues on Swedish soil. In November
1994 a ten-day course was organized in Uppsala. It covered
several aspects of transplantation. There were lectures by
Swedish doctors on various topics: the preservation of organs, the long-term management of transplanted patients,
pathology in clinical transplantation, HLA typing, immunosuppression, dialysis, the different kinds of organ transplantation that were of interest (kidney, pancreas, and islet), and
so forth. There were moderated discussions on how to cooperate on international terms. A nurse lectured on patient
care. Now and then the course participants were allowed to
visit the nearby ward or the laboratories. At the end of day
ten of the course, a final discussion was held based on the
convening question: “Where do we go now?”
Nordic transplant aid could take place in a more material way, too. In April 1993 a representative of Sandoz AB
informed a Swedish doctor that “Sandoz Ltd has approved
a donation of the remaining Sandimmune medication (soft
gelatine capsules, 25, 50, and 100 mg) from your completed
trial to the Baltic States” and that “in practical terms, this
will be arranged through Sandoz Oy, Finland.” The medication was to be sent to a contact person in the company who
“will take care that the medication packages are handed
over personally to suitable users.” In my interviews individuals remember that they brought tools, instruments, and
medicine on their trips to the Baltic transplant units. These
were objects and technology that were in short supply at the
time in the Baltic transplant units.
A surgeon in Malmö provided a less common kind of ma-
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terial support to the Eastern side of the potential large donor
pool area when he performed a transplant on a Lithuanian
patient in Vilnius in 1993. Everything started when a man
from southern Sweden, who had met a person with renal
failure during a charity visit to Vilnius and had afterwards
arranged a fundraising drive in Sweden for the transplantation of this person, contacted the doctor. A great deal of
money was waiting to be used and the initial plan was that
the transplantation would take place at the transplant unit
in Malmö. But the plans were changed because the doctor,
after a visit to Vilnius, realized that it would be better to
perform the transplant close to the donor, who was to be a
Lithuanian, not a Swedish, individual. The money that had
been collected could then be used for the expensive immunosuppressive medicines that were needed after the transplantation in order to prevent rejection of the organ, and
which were, the doctor knew, in short supply in Lithuania
at that time. In February 1993 the doctor flew to Vilnius, and
together with the local transplant team he had come to know
on previous trips to Vilnius, he performed the transplantation at the transplant centre there. The transplantation
was successful and the patient lived with his new kidney
for some years. The doctor tells me in an interview that the
patient had to go back to dialysis after a while but eventually
received another new kidney, now without Swedish intervention.
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un-doing sacr ifices:
orga n r etur ns across the ba ltic sea
I hope that our graft will be functioning well and [that] our
collaboration will [be] developed. Graft in our center is ok.

The quotation is from a letter that was sent from the Riga
transplant centre to the head of the transplant unit in Uppsala in April 1994. “Our graft” refers to a transplant that had
been delivered to Uppsala from Riga, apparently in 1994.
In an article published in 1997 representatives of the three
Baltic transplant units report that four kidneys, during the
period of 1995 through 1997, had been sent to Uppsala from
Riga and none had been received in return from Uppsala
(Rosental, Dainis, and Dmitriev 1997). This would mean,
then, that Uppsala received at least five kidneys from Riga in
the 1990s, one in 1994 and four in the period of 1995 through
1997. However, in my interviews I am told that Uppsala received only three kidneys from Riga in these years. Two of
the three kidneys turned out to be infected and were never
transplanted. One kidney, however, was transplanted to one
of Uppsala’s waiting list patients.
The sentence “Graft in our center is ok” is a bit puzzling.
First of all, it seems to be written by somebody who might
have been in a hurry at the time of writing. The sentence
could relate to an organ that Uppsala had delivered to Riga,
an organ that once was “yours” but now has become “ours”
or, more correctly, our patient’s here at our centre. However,
as we have seen, no organs appear to have been sent to Riga.
That is what my interview subjects tell me, and that is also

227

Markus Idvall

228

what the scientific article is reporting. The sentence quoted
above may therefore refer to an ambivalence that existed between the new collaborators. The Baltic doctors felt explicitly that their Nordic colleagues did not really trust the Baltic
organs. The potential collaborators in the Nordic countries
were suspicious about how the organs were procured in the
Baltic States and what the quality of the organs would be
when transplanted into the bodies of Nordic recipients.
The sending away of Latvian kidneys to Nordic neighbours must be seen in the context of the particular kind of
sacrificial economy that developed in the Baltic Sea Region
in the first half of the 1990s. Sacrificial economy is Nancy
Scheper-Hughes’s (2007) expression and refers to the illegal
global black market in organs and the relation between organ sellers and organ buyers, where the sellers are usually
poor individuals in Eastern countries who make sacrifices
to benefit buyers coming from rich Western countries. The
expression can also be used, however, to describe the postcolonial relationship between Eastern and Western transplant teams in the Baltic Sea Region in the 1990s. In the West
the transplant units arranged different kinds of charity to
help their neighbours in the East. In the East the transplant
teams were in great need of this help, but also felt ambivalence towards it and an urge to repay, or what I would call
un-do, the sacrifices of the Westerners by sending away organs to the West, that is, something that everybody knew
there was a shortage of in the West.
In the case described in the previous section, it seems
that Malmö never received any kidney from Lithuania in
return for its help with the transplant in Vilnius in 1993.
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However, the Swedish doctor who performed the transplantation remembers that he was very generously received on
his trips to Vilnius. He was invited to dinner several times
in the homes of his transplant colleagues and the transplant
patient’s family. The doctor recalls that he had to turn down
offers of alcohol before his visits to the hospital. These offers
were probably quite genuine, but had to do, of course, with
the fact that champagne and vodka were the only exclusive
consumption articles that existed in abundance in Lithuania in those years.

them a nd us
We do not wish to incorporate any of the three Baltic countries in Scandiatransplant. There are several reasons: We
have a well-functioning organization, which, if it were to
be expanded, would change in character, completely. We
would have to establish a head office with a bigger staff than
today. We would have to start using English as the main language. Today the advantage is that everybody knows each
other and trusts each other. We do not know the Balts and
they do not know us. There seem to be no advantages for
Scandiatransplant to expand.… It could be advantageous
for the Balts to be integrated into a large, well-functioning
and quite well-organized organization with a strict set of
rules and regulations, not least because they do not seem to
have the capacity to work together by themselves. (Excerpt
from minutes of a meeting with the Board of Scandiatransplant in September 2008)

In September 2008 the chairman of Scandiatransplant delivered the statement quoted above at a meeting of the or-
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ganization. The statement was the result of a request from
an Estonian representative about how Scandiatransplant
would react if Estonia were possibly to become a member
of Eurotransplant. The consequence was, of course, that a
potential merger between Scandiatransplant and Balttransplant was finally out of reach. Scandiatransplant had now
made it explicitly clear that the association did not want to
become larger and did not see any benefits from having the
Baltic transplant units as members in their own organization. But what consequences did the chairman’s statement
have for transnational cooperation in the Baltic Sea Region
in more general terms?
I had started my interview project with Nordic and Baltic transplant doctors and nurses about a month before the
statement by the chairman of Scandiatransplant. I was unaware of this statement, and during the process of my interview project it was difficult to get a clear picture of the future possibility for cooperation across the Baltic Sea. In my
interviews with Nordic surgeons and nephrologists I could
sense a struggle between two opposite interests. Those who
had been involved in the cross-border activities in the 1990s
still nourished a belief in the good idea behind the project.
The Nordic and Baltic states would both benefit from a much
larger donor pool area than those currently existing, it was
thought. Still, these interviewed people also referred to the
obvious problems that existed. However, in my interviews
with the Nordic representatives I also encountered a much
more stubborn resistance to cooperation across the Baltic
Sea. These voices remind me a bit of the statement of the
chairman of Scandiatransplant. The experience is that not
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having any control of what is going on in the Baltic countries
is a problem. This polarisation between two interests was
probably established already in the 1990s. One interest was
in cooperation across borders; the other was a fear of losing
control if the activities in the Baltic States were incorporated
into one’s own organization.
While doing my interviews with the Baltic surgeons and
nurses, I soon realized that since the 1990s, the three Baltic
transplant units have developed national transplant programmes quite separately. In Estonia and Latvia transplant
coordination is part of the transplant units, while in Lithuania there is a separate bureau for transplant coordination,
which is not connected to clinical practice. In Lithuania
there is also a new transplant unit, Kaunas, which has regional responsibility, in contrast to Vilnius, which generally
receives patients, and donors, from the whole country. The
Baltic transplant units have also become members of the
European Union and have approached transplant centres
on the European continent in various ways. Balttransplant
no longer appears to be an important agent in these international contexts. In Riga I even get the impression that the
organization does not exist anymore, which is serious since
the organization is registered at this place. The Baltic interview subjects also talk about Scandiatransplant and the
Nordic transplant units differently. On the one hand, some
individuals express a kind of national pride that Baltic transplant units have higher donation rates per year than units in
the Nordic countries. On the other hand, some interviewees
might also express feelings of inferiority towards the Nordic
transplant units, based on the condition that these Nordic
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units represent a relatively high quality of organization and
technology. Besides these two reactions, I also encounter interview subjects who are neutral or even indifferent to contacts with the Nordic transplant units. In general, the Baltic
doctors and nurses sense that their Nordic colleagues do not
trust them, or, rather, their system. It is thus described as a
problem of the systems, not a problem between individual
doctors, nurses, or transplant centres.

competition a nd trust
in tr a nsnationa l gi v ing
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The example of Scandiatransplant and Balttransplant has
shown us the central importance of transnational giving to
the cultural economics that regulate the relationships between transplant centres and, in extension, between organ
recipients and donors. In this regard, transnational giving
is constituted on the basis of a kind of national imagination
that surrounds any organ given across national boundaries
with a certain form of moral dynamics. Competition and
trust, aspects mentioned in the introduction to this chapter, seem to be influential in how this transnational giving
is handled in practice. Competition and trust uncover the
forms of excess that direct people’s minds and practices
when an organ is given as a societal resource.
The aspect of competition illustrates the ranking system
that is constitutive of how transnational giving is conducted
between different nation-states, transplant units, doctors,
nurses, and, by extension, donating populations. High rates
of transnational giving give you a high ranking in the system
irrespective of whether “you” are a national community, a
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transplant team, an individual transplant surgeon or coordinator, or even a national population striving to visualize
its great generosity in relation to other national populations.
To be the one who gives transnationally, who makes a sacrifice in public, is in this sense connected with high rank. The
continual recipient is a permanent loser if the sacrifices that
have been made are not un-done or repaid in some way.
The aspect of trust concerns both the rules and the results of competitive transplanting. The lack of trust in the
Baltic transplant system by Nordic transplant doctors and
nurses was or is based on a suspicion that rules are not followed when organs are procured in the Baltic States, rules
that concern both ethical and sanitary matters. In the extension of this we can discern a fear on the part of the Nordic
transplant teams of losing trust among their own national
donor populations. The reasoning is that if trust in the rules
of organ transplantation is lost among the general population of the different national communities, the separate
national transplant programmes will eventually have no
donors any longer. In this perspective, Scandiatransplant
members, so to speak, saw Balttransplant as a risk to good
cooperation with potential donor families within their own
transnational donor pool area. Baltic organs were in a sense
expected to demoralize the Nordic donor population in different ways.
In the interview material one can also discern a kind of
Baltic distrust towards Nordic transplant activities. This
distrust concerns the results and the effectiveness of the
Nordic transplant programmes. In the eyes of the Baltic actors, the Nordic transplant units certainly have excellent
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organization and advanced technology, but their figures
for transplantation rate are not so impressive in an international perspective. In the 1990s it would indeed have been
beneficial for Baltic transplant units to become part of Scandiatransplant, but today the situation is probably more complex. The low Nordic figures concerning transplantation
with diseased donors can be seen as disconcerting by the
Baltic transplant units when they linger on the possibilities
of cooperation with Nordic units. In this context Eurotransplant, for example, may appear to be a better team associate
than Scandiatransplant when it comes to keeping up with
the competition of the transnational transplant race.
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Ethical Considerations of the Public
Discourse on Organ Donation and Organ Trade
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in troduction
In a controversial statement on strategies of increasing the
number of donor organs, the German National Ethics Council (2007) proposed a combination of a required request system and an opt-out system. Explaining their position, they
state that “[i]n view of the possibility of helping a fellow human being in the extreme distress of a serious illness […],
refusal to donate organs cannot be a matter left entirely to
the discretion of the individual”; instead, “the individual
should at least be called upon to render account to himself
as to why he rejected this possibility after mature reflection” (National Ethics Council 2007, 33). Indeed, the tension
between spontaneous moral impulses and strict moral duties which is expressed in the underlying ideas of a “duty to
come to the aid of others,” a “moral obligation of humanity
and altruism” or even a “duty of love” (ibid., 35) captures a
basic dilemma in the whole debate on organ donation:
On the one hand, donating organs is usually described
and perceived as a totally free, voluntary expression of a no-
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ble altruistic attitude. Across Europe, organ donation campaigns draw heavily on the rhetoric of charitable donation
and gift-giving, appealing to the compassion, spontaneous
generosity and munificence of the addressees. For example,
German campaigns frequently express the idea that organ
donation “gives live” (BzGA 2002). The first UK-wide organ
donation campaign launched by the National Health Service
in 2009 uses the slogan “My Life, my Gift” (NHS 2011). And
the European Commission’s Action plan on Organ Donation
and Transplantation (2009–2015) comprises various suggestions for actions at Community and member state levels designed in order to increase the supply of donor organs across
the EU states, among them “the promotion of altruistic donation programmes” (EC 2008, 4).
On the other hand, the transplantation discourse is frequently accompanied by urgent appeals and reproachful exhortations which at least insinuate that organ donation does
not only constitute a discretionary individual option, but a
stricter moral or political responsibility (Autiero 2002). This
implies that refusing to donate is not a fully legitimate decision. Thus, many commentators consider the “individual’s
and/or family’s duty or obligation to rescue others through
cadaveric organ donation under some circumstances”
(Childress 2001, 15) and claim that the current lack of donor organs will not be overcome unless “society rethinks
its approach to organ donation” to the effect that we “stop
treating organ donation merely as an act of altruism and begin viewing it as a community obligation” (Fentiman 1994).
Indeed, many of the recent calls for a commercialization of
organ donation point in a similar direction insofar as they
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are based on the assessment that up to now, all appeals to
moral responsibility and altruism have failed to provide a
sufficient amount of donor organs, so that the development
of more efficient instruments such as financial incentives
(Breyer et al. 2006) and open market solutions (Cherry 2005)
constitutes an important political responsibility.
In this paper, we analyze the complex role of the idea
of “responsibility” in the public and political discourse on
organ donation and organ trade on the basis of literature
and own empirical research. 1 The focus on responsibilities
is motivated by two considerations: First, “responsibility”
is a concept commonly used in legal, public and moral discourses on organ donation, but mostly in an underdetermined, implicit way. Therefore, its analysis constitutes an
important step towards a clarification and a critical reflection of the claims made. Second, apart from a particular deontological reading often predominant in bioethics because
of its theological and legal tradition, the analytical scope
of “responsibility” is rather broad and can comprise care
ethical approaches as well as consequentialistic positions.
In order to make these qualities productive for the debate
on organ donation, we will (1.) explicate the concept from
a moral philosophical point of view, developing a descriptive conceptual matrix which will allow us to (2.) classify
and analyze different forms and aspects of responsibility in
the organ donation context. Against this background, we (3.)
discuss hypothetically what shifts in the identified responsibilities could take place if the current system was changed
from “altruistic donation” to more commercial practices.
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theor etica l background:
disen ta ngling r esponsibilities
A first moral philosophical analysis already shows that
“responsibility” is a complex concept with a variety of aspects and layers (for a detailed account see Schicktanz and
Schweda 2011). In a historical perspective, the term began
its career in the early modern age, replacing older religious,
moral and juridical conceptions of shame or guilt (Bayertz
1995). Indeed, the concept of responsibility originally seems
to have emerged in the legal sphere, referring to the situation in which a person was facing legal charges and thus
was regarded as “answerable,” that is, had to respond to accusations raised against him or her in front of a court (ibid.).
It is important to note that responsibility is a relational
concept. This means that it explicitly denotes a relation between several entities. At the very least, responsibility has
three relata, a subject, an object and an instance: Someone
(the subject) is responsible for someone or something (the
object) against someone (the instance) (Werner 2002). For
the subsequent analysis of the concept’s role in the bioethical debate, we suggest a conception involving seven relata
(Schicktanz and Schweda 2011):
Someone (subject) is retrospectively/prospectively (temporal direction) responsible for something/someone (object)
against someone (norm proofing instance) on the basis
of certain standards (norms) with certain consequences
(sanctions or rewards) in a particular time frame (time)
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This formula is especially helpful to scrutinize the different
existing forms and uses of “responsibility” since it compris-
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es temporal aspects as well as possible consequences—two
issues which are particularly relevant in the organ donation
discourse, but not easy to grasp in their ethical implications.
In theory, we can fill in the seven different relational categories with a possibly infinite quantity of items. However, the
number of meaningful items that make sense within moral
philosophy and applied ethics seems limited (although not
uncontroversial):
With regard to the category “subject,” we assume that
all items are sensible that could be seen as moral agents,
with agency including active performance of actions as
well as omissions, e.g. failure to render assistance in a lifethreatening situation (Feinberg 1991). Of course, in everyday
language, we also tend to say “The virus is responsible for
the infection” or “smoking is responsible for lung damage.”
However, this mode of speaking confounds the ideas of
causality and responsibility. At least in a substantial moral
sense, responsibility can only be assigned to moral agents
acting consciously and willfully (Yoder 2002, 24). Against
this background, it is still controversial whether only individuals or also collectives (e.g., families, random groups,
political groups, companies, states/nations) can be classified
as moral agents. Given that ascriptions of collective responsibility are rather common in ethical and political discourses,
and thus also in the field of organ donation, we assume that
collectives such as states and social groups based on active
commitment should at least be taken into consideration as
potential subjects of responsibility (French 1991).
Regarding the temporal direction, the initial legal use
of “responsibility” primarily had a retrospective perspec-
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tive: The term was used to link a course of past events to
a person who was identified as their author. Especially in
the legal context, this retrospective use is often connected
to the discussion of “guilt.” More recently, however, a second, prospective meaning gained prominence. According
to this meaning, being responsible for an object, a person,
or a state of affairs means being in charge of or held accountable for future events (Bayertz 1995). This prospective
sense corresponds to the development of modern, industrial
society, since the process of functional differentiation led to
an increasingly complex network of social roles and functions, and technological progress made the consequences
of decisions ever harder to anticipate and oversee. Under
these conditions, spheres of competence had to be defined
in which the respective actors are supposed to know what to
do and can be held accountable in concrete cases (Strydom
1999). As a consequence, responsibility is associated with
competence and/or power to decide and of taking responsibility for future actions (Young 2011, 76–93).
In view of the category “objects,” it appears plausible
that all moral subjects can also be regarded as potential
objects of responsibility. Apart from that, however, even
more entities come into consideration: In the bioethical
discourse, for example, depending on the respective underlying metaphysical and anthropological assumptions, human embryos, brain-dead patients, animals, plants, or even
nature as a whole and mankind as such (Jonas 1979) have
been considered as objects of responsibility (Warren 2000).
Furthermore, the relatum object can also include particular
aspects or components of moral objects, such as the health
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or the body of a person, or entities understood as important
properties of a moral agent. For example, a person can be
held responsible for her health, for the wellbeing of another
person or—as we will see—for a received donor organ.
With regard to the category “instance,” we already saw
that the court is a well accepted instance. But in moral
terms, we also have to consider other authorities, such as social peer groups, personal conscience, or God. An instance
has a norm-proofing function. It is the authority that decides
whether a norm has been met or violated and thus the corresponding responsibility has been fulfilled or not. Some
instances can also be norm-founding instances, depending
on assumptions based on different ethical theories.
The category “norms” mainly refers to normative standards, such as moral principles or legal norms (e.g., to respect others, avoid harm, save life, dispense justice). These
principles can be very general or very concrete and contextspecific (e.g. professional virtues such as confidentiality,
trustworthiness, honesty, but also personal values such as
efficiency or austerity). The standards depend, however,
on their understanding as duty/obligation, right or virtue.
The level of moral commitment can differ according to the
standards’ bindingness and acceptable excuses.
The category of “consequences” refers to a list of actions
or judgments that are supposed to take place if a subject has
or has not acted in a responsible way. Some consequences
are external (e.g. legal or economic punishment, social exclusion, social power) and some internal (feelings of guilt
or shame, a bad conscience, or increased moral identity).
In contrast to legal studies, moral philosophy and applied
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ethics rarely touch upon the issue of sanctions. While moral
philosophy extensively debates whether an action is morally
wrong or right, only a few precepts discuss the consequences associated with a moral subject that does something morally wrong (Tonry 2011). Thus, the sphere of consequences is
left to the social and legal domain. However, it is a genuinely
ethical task to assess the actual social and legal practice of
sanctions in view of their moral appropriateness in kind and
degree.
Taking the distinction of these relata into account, we can
examine different ascriptions of responsibility occurring in
the organ donation discourse with regard to the respective
subjects, temporal directions, objects, norms, instances,
sanctions and time frames. On this basis, we can analyse
where and when “responsibility” is used in an inchoate or
equivocal way, that is, with either lacking or varying premises. This can be an important, but often hidden reason for
ambiguity of decisions in biomedical contexts. Here, the aim
is not to postulate one single, definite meaning. We rather
want to stress the plurality in conceptions and interpretations as well as the analytical and moral importance of
taking the various relata into account. The differentiation
and analysis of forms and levels should sensitize for what
is predominant in the one context and perhaps missing in
the other. Of course, “responsibility” is not a normative concept that replaces or supersedes ethical principles such as
autonomy, beneficence, justice. But it can help to complement the bioethical debate by highlighting the normative
perspectives and interrelation of other actors, social groups,
and society as a whole. In this sense, the concept of respon-
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sibility overcomes the debate of middle-range principles in
which many dilemmas are only understood and conceptualized as conflicts between competing ethical principles. With
its help, other ethical concepts of duties, rights, or virtues
can be integrated into a broader action-theoretical approach
that necessitates the explication and consideration of the
subject-object-relationship, of time, norms, instances, and
consequences.

va r ious r esponsibilities a nd their domina n t
in ter pr etation in orga n donation
In the discourse and practice of organ transplantation, different forms and levels of responsibility can be identified. In
the following sections, we will concentrate on three major
models which dominate the recent debates on living organ
donation (LOD) and post-mortem organ donation (POD): individual, professional, and state responsibility. Each of these
models will be introduced and their prevailing interpretation in the discourse analyzed. Other (explicit and implicit)
models of responsibility also occur in the discourse, especially models of family responsibility as well as institutional
and societal responsibility. However, they will be discussed
to less extent as our primary aim is the development and
demonstration of the general line of argument.
Individual responsibilities
As far as individual responsibility is concerned, mainly two
subjects are addressed in the context of organ transplantation: the (potential) organ donor and the recipient. Both
are ascribed different responsibilities comprising differ-
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ent objects, norms, instances, and consequences. While
the supposed responsibility to donate organs represents a
prominent, although somewhat elusive element of the organ
donation discourse, responsibilities of organ recipients are
addressed much less frequently.
As already indicated in the introduction, one of the great,
puzzling paradoxes of public organ donation campaigns is
their underlying utilization of the idea of an individual responsibility to donate organs: On the one hand, there is a
prevailing rhetoric describing organ donation as a purely
altruistic, charitable act which cannot be morally demanded from or even legally imposed on anyone. According to
this point of view, it simply is “a wonderful example of the
goodness of people” (Spital and Jacobs 2007). In moral philosophical terms, this means that organ donation is conceived
as supererogatory, i.e. as a morally good, meritorious and
laudable act which surpasses the standards of what can legitimately be asked for or required (like a virtue, but not a
duty) (see Annual Review of Law and Ethics 1998). This idea
of organ donation as an act of supererogatory altruism also
seems to constitute the basis for a frequent objection against
the commercialization of organ procurement. In this line of
argument, it is assumed that financial incentives would motivate persons to do what they would not do otherwise which
either amounts to a form of coercion destroying voluntariness or at least to a form of manipulation compromising the
noble altruistic motives underlying donation (Rothman and
Rothman 2006).
On the other hand, organ donation is also conceived as
a moral obligation or even a civic duty. Against the back-
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ground of the dramatic scenarios of “organ scarcity,” proponents of organ donation point out that thousands of patients
die while waiting for a donor organ (Breyer et al. 2006),
thus suggesting a “responsibility” of the general public who
“could” do something against this and is therefore in some
sense retrospectively responsible for the death of the patients on the waiting list. Many public organ donation campaigns that appeal to solidarity among human beings also
assume such a moral responsibility for the weak and suffering. A good example comes from the German context. In
her greeting address to the German Foundation for Organ
Donation (DSO) campaign “Für’s Leben” [“For Life”], the
German chancellor Angela Merkel explicitly states that “a
decision for organ donation is a decision for the survival of
a fellow human being” (http://www.fuers-leben.de/index.
php/seasons/current/2/n,38/s,0). Put this way, deciding
against donation obviously means deciding against someone else’s possibility to live on. The German organ donor
card directly draws the same connection by simply stating
“organ donation saves lives” (http://www.organspendeausweis.org/; see also Gunnarson this volume).
Our empirical studies with patients and laypeople indicate that this idea is also common in the public discourse.
Thus, in view of postmortal donation, several participants
underlined that the deceased person him- or herself does
not need the body anymore, whereas another person might
still benefit from the organs: “Because when I am dead, my
body is no longer of any use to me—while for other people my
body can still be of use. [.] I believe it is an important thing
that when you have died, well, if your organs can still be of
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use to other people—I think that is a beautiful thing” [Ms. R.
3, NED-lay] (Schweda and Schicktanz 2009a, 1132).
One dominating strand in the public and scholarly discussion about donating organs frames the moral claim for post
mortem donation as a case of an “individual responsibility
towards society.” Especially those favouring an “emergency
solution” (implying that any organ of dead persons can be
used to help others because “organ scarcity” constitutes a
state of emergency) or an opt-out system imply that there is
a general responsibility of each individual to donate in order
to help the suffering other (Breyer et al. 2006). This idea
of an individual responsibility to donate is often supported
by the thought that the “costs” for the prospective deceased
donors will be low (as their self will not exist anymore) compared to the benefits a donation would mean to the prospective recipient. Consequently, the fact that “people are dying
while the organs that could restore them to life are being
fed to the worms” (Cohen 2005, 33) is perceived as morally
highly objectionable.
In fact, such deliberations also play an important role in
our focus group discussions of post mortem donation. Thus,
many participants would regard it as “a waste, in principle,
if you had an accident, and apart from that, you are still okay,
and that you […] could help another person” [Ms. A., DElay]. And a participant from Cyprus would even “consider
leaving a liver to decay in soil as unfair” [Mr. P. 6, CYP-lay],
given that the living could still benefit from it (Schweda and
Schicktanz 2009a, 1132).
Interestingly, the consequences for a decision after death
are often already anticipated during life: A person who re-
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fuses postmortal donation is considered guilty of failure to
render assistance (Schöne-Seifert 2007, 41). Of course, this
assumed responsibility for the “other” conceals a problem
concerning the responsibility object: As many national systems of post mortem donation in Europe are centrally coordinated via Eurotransplant and perform only anonymous,
non-directed donations, there cannot be any direct personal
responsibility towards a concrete, identified recipient. The
public campaigns often seem to try to bridge this gap at least
on an emotional level and lend a face to these potential beneficiaries by depicting concrete persons, notably often children and adolescents, who need or have got an organ, thus
rather appealing to a sense of interpersonal responsibility
(Schicktanz and Wöhlke 2011).
When it comes to living organ donation, many national
laws such as the German one favour another form of responsibility which we term “mutual family responsibility” with
regard to individuals in their role as family members and
relatives. In Germany, living donation is legally restricted
to close relatives or friends (TPG § 8,1 (4)). Accordingly, the
question of an individual responsibility to donate is discussed
within the much more complex context of intra-familial
roles, relations, and expectations (about consequences of
donating or not). Depending on one’s concrete position in
this web of family connections, we assume different forms
and degrees of responsibility. Thus, our own research with
lay persons and patients indicates that there are mainly
two axes of intra-familial responsibility to donate: The first
one is between married couples, with a significant gender
imbalance towards wives donating and husbands receiving
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organs in many countries (see for more details Schicktanz,
Lüttenberg, and Rieger 2006). In subsequent focus group research, these differences could be related to different perceived responsibilities resulting from rather traditional socio-cultural and socio-economic gender roles. Thus, many
women sense that they are perceived as caregivers, which
can imply a responsibility to donate an own organ as a form
of caring for a close relative. On the other hand, men are still
more frequently in the role of the bread earners who are “responsible” for the economic income of the family and thus
have to be supported in case of failing health, but at the same
time also have to be spared in case organ donation is needed
(Schicktanz, Schweda and Wöhlke 2010). Building on this
gender difference, there is also a certain tendency that parents—especially mothers—consider themselves as being responsible for donating to their children in accordance with
their general parental—maternal—responsibility to take care
of and support their own offspring. Thus, in our own focus
group research, several women declared they would even
sacrifice themselves for their children and would “donate
my heart to my child” [Ms. C., CYP-lay] or “would donate
both kidneys to my daughter and let me die” [Mr. P., CYPlay]. When a participant in Cyprus who was on the waiting
list for a donor kidney reported how his mother refused to
donate one of her kidneys to him and described this as a
“traumatic experience” [Mr. M., CYP-aff], the behaviour of
the mother met a lot of incomprehension and even harsh
moral reproach by the other focus group participants. The
mother was seen as egoistic and even deemed “not worth
living” [Ms. D., CYP-lay]. 2 Against this background, there
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may even be cases where individual responsibility turns
into a form of self-responsibility when citizens internalize
the idea that organ donation is somehow comprised in the
ideal of being a good person per se, so that not fulfilling the
norm causes feelings of guilt. For example, from time to
time, people express that there is a taboo “confess” publicly
that they do not have a donor card and that they do not want
to carry one.
In contrast, the responsibility of organ recipients is addressed less frequently in the discourse. Being perceived
as needy, suffering and helpless probably conflicts with the
idea of being the subject of responsibilities. Nevertheless,
several responsibilities can be detected in the discourse,
many of them remarkably forms of self-responsibility. As
potential recipients, the first responsibility seems to be to
take care of ourselves and of our own health so as to avoid a
future state in which we might actually need a donor organ.
Many scholars even argue that persons who are deemed
retrospectively responsible for their own organ failure, for
example as smokers or alcoholics, do not deserve a donor organ or should at least be posteriorized in allocation (Thornton 2009). This emphasis on responsibility for one’s health is
mirrored in the presumed responsibility for compliance and
taking care of the donor organ after successful transplantation (Sharp 1999).
In our own studies, we found the corresponding view that
“it is a big responsibility to receive an organ, too …” [Mr. L.,
SE-aff]. Thus, given the image of donor organs as scarce resources, especially the ability to utilize them economically
seemed to constitute an important responsibility: “If you get
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this organ and someone else has to wait and then you will
not take care of your medication—then it is pretty wasted
[…]” [Ms. H., SE-aff] (Schweda and Schicktanz 2009a, 1132).
These recipient responsibilities are even stronger when living donation in the family context is concerned. Here, the
object and the instance of responsibility coincide in the person of the donor who can survey and evaluate the recipient’s
health behaviour.
This obligating relation between donor and recipient
manifests another important aspect of responsibility after
donation: The fact that many recipients sense that donation
is not simply a moral one-way street, but constitutes a relationship that generates certain responsibilities on their
side. Thus, in our own studies, many participants spoke of
intense feelings of gratitude and at times even guilt and assumed a responsibility to “give something back” in return
of the donor organ, the underlying norm obviously being
the principle of reciprocity implicit in the gift relationship
(Schweda, Wöhlke, and Schicktanz 2009; see also Idvall and
Malmqvist this volume). Some lay people even stated they
would not accept a donor organ at all, because they felt unable to “do enough in return” [Mr. V., NED-lay] and feared
they would feel guilty for the rest of their lives. This problem becomes manifest in the case of postmortem donation
where—due to anonymity and the death of the “object” of
responsibility—there seems to be no way of directly returning anything and thus to fulfill one’s responsibility. On the
other hand, many recipients from the groups of affected
persons seemed to have found ways to cope with the feeling
of indebtedness by “repaying” something, e.g. by engaging
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in self help groups or public campaigns for organ donation,
thus replacing or intermingling the dead donor as the concrete object of their perceived responsibility with more abstract objects, i.e. affected patients or collectives (Schweda
and Schicktanz 2009a).
Professional responsibility for
fair allocation and individual respect
With “professional responsibility,” we particularly refer
to the responsibility doctors and health care professionals
have in general towards their patients or clients. The underlying standards are traditional professional virtues of
beneficence and non-maleficence, but more recently also
respecting patients’ wishes and justice (e.g. Beauchamp
and Childress 2008). In the field of organ transplantation,
professional responsibilities are becoming more complex as
doctors acquire additional tasks and functions beyond the
concrete doctor-patient-relationship. On the one hand, the
individual patient is still often perceived as the central object
of the physician’s prospective responsibility. The traditional
professional ethos of care and beneficence requires that the
doctor dedicates his or her efforts to this single patient’s
survival and well-being for the time of treatment (Tauber
2005). On the other hand, against the background of the
understanding of organs as scarce resources, the physician
also increasingly functions as a public health actor: First of
all, doctors are ascribed a crucial role in the procurement of
donor organs, including the responsibility to contribute to
increasing the available amount by means of adequate information and communication strategies. Many authors state
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that “[t]he medical profession has a collective responsibility
to maximize donor supply by optimizing donor management
and by coordinating donor procurement efforts across cultural and subspecialty lines” (Jenkins, Reilly, and Schwab
1999). Under similar premises, physicians also acquire the
role and responsibility of a gatekeeper when it comes to access to organ transplantation. They adopt the prospective
responsibility to ensure fair and efficient allocation of donor
organs over a virtually unlimited space of time.
This new role with regard to public health on the side of
physicians can lead to conflicts on the level of standards and
objects. Their responsibilities for procurement and distribution are defined by temporal dimensions and public health
norms of efficiency and fairness which are very often not
part of their traditional professional ethos, education, and
competence. Thus, the imperative to contribute to the maximization of the organ supply can conflict with traditional responsibilities of non-maleficence towards potential donors
and their relatives, especially when doctors are prompted
into the role of a strategic promoter of organ donation. And
the gatekeeper role requires doctors to distance themselves
from the individual needy patient and the concrete setting of
treatment. They now have to envisage the whole collective
of potential recipients as the object of their responsibility.
This may also involve the task to evaluate, compare, and
weigh several persons’ life expectancies and quality of life
against each other from an impartial point of view. Such
conflicts of responsibilities are, however, easily neglected
as the focus of the allocation discourse stresses “legal” criteria for distributing donor organs to those on the waiting list
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(e.g. predetermined by national laws or regulations), thus
blinding out the physician’s antecedent gatekeeper function
regarding access to this waiting list (Schmidt 1996). Interestingly, sanctions in the individual and collective area are located on different levels of severity. While failure to meet the
traditional responsibility of beneficence primarily results in
professional sanctions such as a loss of the license to practice medicine, arbitrary discrimination, e.g. preferential
treatment regarding access to the waiting list, will be tried
in front of court and be punished according to criminal law.
In our empirical study with lay people and patients, one
of the central norms underlying physicians’ responsibility
in the context of organ donation was perceived as scientific
objectivity. Hence, in the decision making process, the doctor is seen as a technical expert who has no competence for
further reaching evaluations of decision making. This idea
of physician responsibility was also prominent in the debate
on brain death (in accordance with the German Transplantation Law that expressly delegates responsibility for adequate brain death ascertainment to the physicians’ professional organization (§ 16)). It is the doctors’ responsibility to
make sure the organ donor is definitely dead (“If the doctor
says that it is over….” [Mr. Q., CYP-lay]). Also the crucial
responsibility of doctors in using the “scarce resource” of
donor organs in a sensible way was discussed extensively.
In the eyes of many lay and affected persons, it was in the
doctors’ responsibility to actually decide, thus throwing a
dice or letting it decide by chance is insufficient. At the same
time, the doctors’ responsibility was to orientate exclusively
at “medical” facts and criteria such as blood type, waiting
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list place, transport distance between donor and recipient.
Deciding according to social criteria on the other hand was
perceived as an overexpansion of their competence and responsibility: “The doctors do not have the right to take those
kinds of things into consideration, we have to save this man,
he is so good and can make it and he is, of course they cannot
do that.” Instead, “they have to put down purely medical […]
points of view on that” [Ms. G., SE-lay].
One distinguishing feature of organ transplantation as
a medical practice is that it can neither be discussed adequately on the level of the individual physician-patientrelationship alone nor on the general level of society and
state, but usually also involves an intermediate level of national or international institutions involved in the procurement and allocation of donor organs. Hence, professional
responsibility can merge into institutional responsibility if
not only single doctors as such, but whole organizations are
concerned. For the European context, the responsibility for
the organization of postmortal donation mainly rests with
Eurotransplant in Leiden, in addition to national instances
and guidelines. The organization has the responsibility to
distribute the available organs in a just and efficient way
(see http://www.eurotransplant.org/). Given that their allocation decisions have rather far reaching consequences for
the life or death of the persons on the waiting list, they also
touch upon the intricate question of institutional responsibility as either traceable to individual decision makers or to
an organized collective—or even a computerized algorithm
(Hanson 2009). Another important responsibility on the
institutional level is the coverage of transplantation costs
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by public health insurance companies. In many European
countries, however, the responsibility for covering health
care is often not discussed in view of the specific company
as one organization, but rather ascribed to the sum of its
members, that is, the general public, the underlying norm
being the solidarity of the community as a whole. In recent
years, there has been an increasingly prominent line of argument stressing that this solidarity also involves taking
self-responsibility for one’s own health on the part of the
beneficiaries of the public health care system (Ter Meulen
and Jotterand 2008)—a point we already saw made in view
of the recipients in organ donation, too.
Responsibility of the state
While the libertarian discourse and clinical ethics tend to
neglect the role of society and the state for bioethical issues,
these actors have to be addressed in the field of organ transplantation, too. In general, we have to distinguish between
two different objects of state responsibility in the organ donation discourse: There is a frequently claimed responsibility of the state towards its own citizens and a more recently
articulated responsibility towards other states within a
common international organ exchange system. In the first
respect, many authors proceed from the assumption that
the state also has a certain political responsibility to inform
about or promote organ donation. In Germany, the Transplantation law commissions national and federal authorities
and health insurances to inform citizens about the possibility of organ donation and to provide donor cards (TPG
§2 (1)). The underlying norm seems to be the constitutive
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responsibility of the state to guarantee the life, security and
welfare of its citizens. Some scholars indeed argue that the
state has a responsibility to create legal framework conditions that help increasing the number of donor organs. In the
German discourse, Breyer et al. even turn this prospective
state responsibility into a retrospective responsibility and at
the same time personalize it by tracing it to the individual
actors in the political system, stating that “since organ scarcity primarily has to do with the legal regulation of organ
explantation and its organizational application, political
decision makers cannot abdicate from their responsibility
for this scarcity” (Breyer et al. 2006, 229). In comparison,
this general responsibility of the state is rather rarely interpreted in favour of the security or wellbeing of the donors. 3
One interpretation could be that the state is supposed to
have more responsibilities towards patients, e.g. since they
are a vulnerable group. In our own focus groups with lay
persons, by contrast, the issue of donor security was a major
source of concern and reluctance towards organ donation
and a central responsibility assigned to the state, although
often accompanied by a sense of mistrust in the system.
Thus, a German speaker addresses a “common uncertainty
towards […] the health service,” arguing that “you do have
reservations, and this includes organ donation as well” [Ms.
J., DE-lay].
As for the second perspective, the responsibility of one
state towards other states is a problem that becomes relevant
as soon as there are trans- respectively international organizations such as Eurotransplant or Scandiatransplant which
coordinate and organize the procurement and allocation of
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donor organs among their member states within the framework of one overall organ pool. For example, with regard to
Eurotransplant, especially many German authors criticize
that Germany—with its rather restrictive regulation of organ
donation and its comparatively low rate of postmortal organ
donations—should benefit from the different legal and social
situation in other Eurotransplant member states (Breyer
et al. 2006). Obviously, the underlying norm in this case is
some assumed principle of international distributive justice
(see Idvall this volume). Of course, it can be discussed in
how far the respective responsibility should really be located at the state level or has to be connected to the citizens
themselves. In this sense, some authors actually connect the
postulate of distributive justice at an international level with
the individual responsibility to donate organs at a national
level: “The pursuit of national self-sufficiency in human
material for transplantation is the collective responsibility
of all citizens, inasmuch as they are necessary participants
in the prevention and management of all diseases leading to
the need for transplantation” (Noel and Martin 2009).
In summary, our formula reveals a whole web of responsibilities based on different levels of interactions. Within the
paradigm of altruistic and/or related organ donation, the
discourse shows a plurality of responsibilities. However,
we can also interpret the fact that such a complex web of
responsibilities has occurred over the last 30 years of institutionalized organ transplantation as an attempt to balance
or even find a just distribution of different forms of responsibilities and to define correlating levels (see table 1).
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Subject

Postmortem
Donor

Object

Instance

Norms

Sanctions

Group of
recipients

Own conscience

Compassion

(Self-)contempt

Community

Own conscience

Solidarity

Community

Maximizing
happiness

Anonymous donor

Gratefulness

Collective of
donors

Reciprocity

Family

Family roles
(bread-earner)

Donor

Postmortem
Recipient

Family

Humanity

Gender roles
Community

Own Conscience
Community

Recipient

Recipient
Family

Living
Donor

Ostracism

Social disdain

Failure to
fulfil familial role

Reciprocity
(social engagement)

Conflicts

Family roles
(norm of parenthood)

Intra-familial conflicts

Feelings of
guilt

Gender roles
Family

Living
Donor
Donation Recipient

Family

family as value

Intra-familial conflicts

Donor

Gratefulness

Conflicts /
separation

Reciprocity

Patients as
individuals

Profession

Professional
standards (beneficence, nonmaleficence)

Loss of
authority

Collective of
patients

Law

Public health
standards (justice efficiency)

Punishment
/ penalties

Citizens

Justice

Loss of
legitimacy

Justice

Compensatory sanctions

Physicians

Community
Citizens

Public

State
Other states

International
authorities

Table 1: Summary: Forms and constellations of responsibilities in organ donation
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possible consequences of commerci a lization
In the light of the persistent discrepancy between the supply
and the demand of donor organs, the call for a commercialization of organ donation is getting louder. The underlying
assumption often is that all appeals to moral responsibility for organ donation have ultimately failed and that this
“failure of altruism” (Fentiman 1994) suggests the introduction of new forms of motivation. In the following section, we
present hypothetical scenarios about the potential effects of
commercialization on the perception and ascription of responsibilities in the field of organ donation, starting from
the model we described in the preceding section. In this
context, the term “commercialization” is used in a rather
broad sense, covering different forms of financial incentives
for organ donation, from more or less symbolic rewards to
regulated or even open market models (Gutman 1997).
Individual responsibility
We assume that the individual responsibility of potential
donors and recipients would change in different ways. With
regard to donor responsibilities, a commercialization of
organ “donation” would create a new role of the formerly
donating individual as a self-responsible “vendor”: The individual persons would be seen as prospectively responsible
if they sell their organs, based on their serious consideration of immediate harm and future risks to health. While
formerly, the state’s responsibility was to protect the individual from coercion or not being able to sufficiently assess
the risks and further problems, it seems possible that this
responsibility would now shift to the individual citizen.
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Furthermore, the underlying norms would shift from moral
principles of solidarity and charity to explicit contractual
rules. On this basis, vendors of organs prima facie would
not have any moral responsibility to dispose of their organ,
anymore. There would be a reduced plausibility for organ
donation based upon altruism and care. At the same time,
however, vendors would acquire a clear cut legal responsibility to “deliver” the ordered good once sold and maybe
also a responsibility to guarantee a certain quality. As some
authors argue, this development could effectively lead to a
decrease in the supply of transplantable organs as the motivation to actually sell organs may remain rather low while
at the same time, the motivation of altruistic donation could
be weakened (Titmuss 1971, 157) Depending on the concrete
amount of the financial incentives or the prices that could
be achieved for transplantable organs, this could at the same
time create new responsibilities. Especially among members of lower socio-economic classes, selling their organs
could turn out to be perceived as a new responsibility to
gain money so as to support their family and save their next
of kin from economic misery. This scenario is supported by
empirical and anthropological data on “vendors’” motivation in regions where illegal organ trade has created new
social obligations (Cohen 1999).
Some of these shifts might also be mirrored on the side of
the recipient. As we already saw, recipients of donor organs
frequently express a kind of responsibility to be grateful or
even to give something back. The shift to the individual responsibility of the vendors in a commercial system might
decrease this responsibility of recipients as they may sense
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their debt has already been paid in advance. They may now
feel they do not have to give something in return, anymore.
Assuming this shift, they would not only have acquired a
regular claim to the respective “good.” Depending on the
prize they (or the state) paid, they might also feel that they
have a right to a particularly high quality of the bought organ. At the same time, this development might also decrease
their sense of responsibility to take care of the received organ as it may be viewed as their own, regularly obtained
property, rather than still transporting some implicit moral
bonds to another person.
Professional responsibility
When it comes to the field of professional responsibility, a
commercialization of organ donation could also have rather
far reaching consequences. Thus, the role of professionals
as well as health care institutions may be blurred or might
even vanish in a commercial system: Vis a vis the organ vendor, the doctor is not in the position of a supplicant, anymore,
who has the task of increasing organ supply by appealing to
the potential donor’s altruism and generosity. Rather, he becomes involved in a sort of commercial transaction between
two parties, be it as a broker who can now offer something
in return for the organ or as a service provider executing the
actual exchange between vendors and buyers. The task of
promoting organ donation might indeed turn into the job of
advertising organ sale. At the same time, the doctor’s traditional professional responsibility of beneficence which may
also include a paternalistic responsibility to protect individuals from bad, insufficiently reflected health care decisions
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might decrease and make way for the role of a mere intermediary or facilitator. Depending on the concrete commercial
system implemented, however, the responsibility to protect
individuals from social pressure might as well increase (e.g.
where state and health care system are in charge as control
instances), given the possibility of increasing expectations
to sell one’s organs under certain circumstances.
In view of the organ recipients, on the other hand, the
doctors would probably lose their former gatekeeper responsibility of warranting or foreclosing access to organ transplantation on the basis of sheer medical criteria. Instead,
they would be in the position of a service provider supporting the acquisition of the vested good in a professional, safe
and efficient way. Of course, depending on the concrete
commercial system introduced, it might still be perceived
as the doctors’ professional responsibility to assess the prospective medical outcomes of planned transplantations or
help prevent unjust asymmetries in access to transplantable
organs based on existing inequities in income and economic
status of potential recipients. This takes place where the
state is involved as a control instance, like in Iran (Ghods
and Savay 2006). In a free market system, however, their
function would very likely be reduced to a service provider
carrying out precedent agreements and arbitrary commercial transactions between vendors and buyers, maybe even
against their own better medical judgement regarding the
possibilities and the outcomes of the prospective transplantation.
262
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State responsibility
When it comes to state responsibility, one could argue that
the role of the state as an actor in the field of organ transplantation would be weakened. On the other hand, however,
a commercialization might even lead to a more central role
of the state in the “transplantation business” depending on
the question whether a free market model or rather a social
welfare model would prevail. Thus, in order to invalidate
counter-arguments referring to possible consequences of
exploitation of the poor and a commodification of the human
body (means in our understanding: to counterbalance the
self-responsibility of potential vendors), many proponents of
a commercialization of organ donation underline that such
a commercialization would have to be accompanied by a
strong state and rather strict legal framework conditions in
order to rule out any forms of abuse (Erin and Harris 2003).
This could include a state monopoly on buying and/or selling organs or at least the responsibility of passing, enforcing and surveying regulations that impose restrictions on
the circle of potential organ vendors, postulate lowest bids
or overall caps on prices for organs and designate rights of
pre-emption or even financial support to certain potential
buyers.
Hence, ironically, in the field of organ procurement, the
liberal line of argument in favour of market solutions eventually turns out to strengthen the active involvement, regulative role and political responsibility of the state. It would
appear as a central bulkhead against the raw, unmitigated
forces of the open market. At the same time, given the actual
globalization of markets, including the existing black mar-
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ket for human organs (Scheper-Hughes 2002b), the question
would arise in how far the traditional national state would
have the political power to actually fulfil all these responsibilities. If international organisations such as the World
Health Organisation, the World Medical Association or the
UNESCO could develop the power to function as global control instances appears questionable. Even more problematic
shifts might be expected if a free market solution would actually be favoured. In this case, the state responsibility of
ensuring a just framework would disappear and the allocation of organs would be left to the mechanisms of supply and
demand on the open market (hardly a suitable subject of
responsibility), involving recipients also into directly paying a price.

conclusions
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Our analysis of explicit and implicit responsibilities shows
that the public discourse on organ donation has complex and
at times ambiguous implications. The heuristic advantage
of the formula we proposed is that it can—on the one hand—
serve to systematize and analyze empirical observations
and—at the same time—also be normatively extended and
substantiated, itself, in the light of empirical findings. In this
sense of a “reflective equilibrium” between theoretical and
empirical level, our approach permits a more thorough, in
depth analysis of the perplexities in the public and academic
discourses on organ donation and its commercialization.
Thus, it is not always clear who is the respective subject
and object of “responsibility” even though a strongly moralized discourse exists. Furthermore, the underlying moral
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norms are often not made explicit, but rather kept subliminal
and oscillating between virtue ethical ideals of noble-mindedness and altruism and strict deontological obligations of
justice and human dignity. This is particularly problematic
in the case of living organ donation where these norms are
interwoven with deeply-rooted traditional family and gender roles. The focus on the potential donor and on his/her
responsibility to donate organs hints at a central blind spot
of the whole discourse which often implicitly takes sides
with the perspectives of the (former, prospective or potential) recipients. In this perspective, other parties involved in
the process of organ donation and transplantation are only
addressed if—and insofar as—they affect the concerns of this
“person in the centre,” e.g. as donors who can contribute
to increasing the organ supply. But their own standpoints,
interests and needs are neglected or are not considered as
relevant—as is also the question of responsibilities on the
side of the recipients themselves. However, organ donation
has to be conceptualized as a social interaction of various
parties with irreducibly different, but—at least prima facie—
equally relevant and legitimate perspectives, interest and
responsibilities (Schweda, Wöhlke, and Schicktanz 2010).
A transformation of the current system in the direction
of a legal commercialization of organ donation would probably not erase these perplexities with regard to responsibilities and practises, but rather create new ones, as well
as a new allocation of responsibilities. Thus, it appears at
least problematic that of all protagonists involved in the
practice of organ donation, the role of the donor and the
state as subjects of responsibility is likely to become more
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prominent whereas exactly those two actors who actually
take an explicit interest in organ donation—the recipient and
the physician—would probably rather lose responsibilities
in a commercialization scenario. Finally, it turns out that
all in all, the dominant alternative of the models of organ
“donation” versus “sale” has a tendency to obscure the implicit reciprocity of the gift-relationship which also implies
responsibilities on the side of the recipient.
The concept of responsibility constitutes an analytical
framework that helps to disentangle and reflect these complexities. Our analysis makes clear that the structure and
context of moral dilemmas in particular fields such as organ
donation can depend on many variables, including competing subjects, objects, consequences, and instances. Further
research is needed to show if and how this approach can
contribute systematically to the resolution of conflicts and
dilemmas based on insufficient, implicit, or inappropriate
ascriptions of responsibility in the case of organ donation.
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Reproductive Labour Arbitrage
Trading Fertility across European Borders
C atherine Wa l db y

The term “labour” links together two forms of action that
are held distinct, even oppositional, in conventional political economy. Women “go into” labour when they give birth,
while workers labour to produce. The first kind of labour
dramatises the productivity of biology, the second kind supports the productivity of the economy. The labour of human
reproductive biology produces children, kinship relations,
family, and hence is generally thought of as hors commerce,
beyond market relations, while the worker’s labour is sold
on the market. However, in what follows, I explore ways that
labour of human reproductive biology has become precisely a form of economic labour in certain key sectors of the
global economy.
This reproductive labour takes numerous forms, including gestational surrogacy markets, gamete markets, and
the provision of reproductive tissues (embryos, cord blood,
oöcytes) for stem cell research. Its conditions of possibility
emerge from a distinctive set of contemporary socio-techni-
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cal conditions. One of these is the development of a thriving
clinical industry based on assisted reproductive technology
(ART), which has adapted the reproductive techniques used
in livestock management to treat human infertility (Clarke
1998). ART orders and standardises reproductive biology
and renders some elements ex vivo, so that fertilisation takes
place in vitro, and embryos and oöcytes can be disentangled
from the female body1 and transferred between different
subjects. The biology of human fertility is hence opened up
to flexible spatial possibilities and new productive ratios. A
second condition is the denationalisation of reproduction. I
mean by this the shift from a Fordist social welfare model
of sequestered and subsidised reproduction within the gift
economy of the family (the housewife model), widespread
in the industrial democracies after World War Two, to a far
more deregulated model of reproduction where professional
families in the wealthier urban centres outsource many
aspects of family formation, through contracting the services of other often immigrant women, as nannies, private
nurses and cleaners to carry out such care (Bakker 2003). As
Melinda Cooper and I have argued elsewhere (Waldby and
Cooper 2008; Waldby and Cooper 2010), both the biology and
nurturing aspects of reproduction are increasingly exposed
to global precarious labour markets. Taken together, these
developments see the formation of a global reproductive
labour market, supported by cheap transnational travel, involving not only multiple bodies but also multiple locations.
These scale effects are perhaps most evident in the contemporary global market for Nordic semen, ordered online,
frozen and shipped around the world. The elements of fe-
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male reproductive biology have not so far lent themselves to
this kind of frictionless circulation. Oöcyte production and
gestation remain far more time and space constrained than
semen, as they lack technologies for storage and deferral, 2
and gestation remains irrevocably in vivo. Nevertheless,
ART clinics in many parts of the world increasingly transact reproduction across national borders, procuring fertility
from young women in one national location and selling it to
older women in another.
Unlike global semen markets however, the parties to
these arrangements must travel. Different nations have
adopted widely varying approaches to the regulation of donor-assisted conception since its advent in the 1980s, ranging from complete prohibition, through strict gift-based
regulation and compensation models to a total absence of
regulation. The consequent patchwork nature of national
and provincial regulation creates distinctive geographies of
permission and prohibition, so that intending parents may
elude national regulatory restrictions and travel to a jurisdiction where oöcyte or surrogacy markets are permitted.
Women who work as oöcyte vendors or surrogates may need
to travel to urban or provincial clinics, and sometimes from
one country to another, and remain there for the duration of
the process. In any case, the vendors, brokers and purchasers of female fertility generally have to all be in one location
at crucial points in the process.3 As Bergmann notes,
Particular processes can be coordinated by e-mail and telephone across national borders, but the decisive moments
of IVF treatment [with oöcytes] require human protagonists

269

Catherine Waldby

and substances to be on location; they must be fixed for a
certain period of time to the local infrastructure of the IVF
clinic and laboratory. (Bergmann 2011a, 284)
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The term “fertility tourism” is often used to describe this
phenomenon, with its connotations of the leisured consumption of an exotic elsewhere. The term is considered derogatory by regulators and ethicists, who prefer the more neutral “cross-border reproductive care” (Shenfield et al. 2010).
However my focus in this essay is on the ways that market
transactions organises cross-border fertility chains, 4 material transfers of fertility from one location to another. “Fertility tourism” gives a better sense of the relations between
travel, purchasing power, and reproductive service labour
that constitute the core of cross-border oöcyte and surrogacy markets. A significant proportion of fertility tourists
travel because particular forms of reproductive labour are
unavailable or unaffordable at home. For example, the average price of a cycle of oöcytes in the US is around $10,000 at
time of writing (Levine 2010), and intending parents necessarily incur much higher costs associated with clinical
procedures, legal fees etc. While the unregulated reproductive market in some US states has made it a primary destination for fertility tourists from Australia, Canada, Britain,
and northern Europe, new fertility outsourcing centres are
emerging, often in direct price competition with the US.
High US costs are also seeing US residents travel to clinics
in less expensive locations (Whittaker and Speier 2010).
Here I examine one fertility market in some detail: the
European oöcyte market. There are many other similar
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markets I could discuss. Oöcyte markets have developed in
a number of regions, for example between South Korea (vendors) and Japan (purchasers) until 2008, when the Hwang
scandal provoked a tightening of regulation in Korea (Leem
and Park 2008). In Latin America, Ecuador has developed an
oöcyte market featuring “light skinned” vendors, servicing
neighbouring countries (Roberts 2010), and in south-east
Asia, Vietnamese women sell oöcytes and gestational surrogacy to intending parents in Thailand (Whittaker and
Speier 2010). Oöcyte markets tend towards regional footprints, because fertility clinics typically recruit vendors
from populations phenotypically similar to purchasers, so
that the resulting child will share the commissioning couples’ characteristics—particularly their skin colour. Hence,
clinics market a particular range of phenotypes, and will
attract clients who seek this phenotype across a regulatory
border if similar services are prohibited in the country of
origin. So, for example, German fertility tourists, unable to
access oöcytes at home, can drive a few hours to Prague,
in the Czech Republic, where fertility clinics are heavily oriented towards an international clientele (Whittaker
and Speier 2010; Bergman 2011b). Gestational surrogacy is
less spatially constrained, because the surrogate makes no
genetic contribution to the child and hence her ethnicity
leaves no trace. The burgeoning Indian commercial surrogacy market relies on this feature of gestation, competing on
price for US intending parents who cannot afford US fees, as
well as other nationals and non-resident Indians who seek
a more affordable alternative to the Californian market
(Pande 2009; Vora 2011).
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The European oöcyte market plays out broader trends
in the contemporary feminised labour market, while also
demonstrating the particular features of reproductive labour. As we will see, in Europe, a significant proportion
of oöcyte vendors are young East European women trying
to navigate the insecurities of transitional, post-socialist
economies where formal labour options have retreated and
national labour markets have dramatically restructured.
Saskia Sassen and others (Ehrenreich and Hochschild 2002;
Sassen 2002) have probed the relationships between the restructuring of the global economy since the 1980s, and the
restructuring of reproduction that concerns us here. As public funding for health and welfare is rolled back and formal
work becomes more competitive in liberalising economies,
women are forced to invent new productive niches in the informal economy. In particular, women often support themselves and their children by recasting their feminine capacities for nurturance, maternity, and sexuality as negotiable
assets, able to be traded for money in countries where they
can find employment as maids and nannies, as cleaners and
waitresses, and as sex workers of various kinds. In Sassen’s
words, they form the “lower circuits” of globalization, shoring up knowledge worker households, with their high consumption patterns and need for household assistance and
“wifely” services no longer performed by educated, professional women. Women from the Czech Republic, Romania,
Russia and the Ukraine have adopted such options in significant numbers, travelling to Western Europe to take up positions as care workers. In the same way, a proportion of this
population may seek to supplement low, uncertain incomes
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with cycles of oöcyte vending, either as part of immigrant
life, or as an income source in their home country. East European women are a particularly desirable oöcyte vendor
population because they share the fair-skinned characteristics of the north-European purchasers who travel from their
more restrictive countries (Germany, Scandinavia, UK) to
the south and east European clinics that facilitate matching.
Oöcyte markets create the conditions in which East European women can capitalise on their phenotypic assets. In
what follows, I will consider the dynamics of reproductive
labour arbitrage, the trading of third-party fertility across
borders, in the EU region but also more generally.

the europea n oöcy te m a r k et
Since the advent of human ART in the early 1980s, California
has been the pioneer province in the creation of an entrepreneurial reproductive labour market, capitalising in part on
demand built up in less libertarian states (Almeling 2011).
While California and some other US states have also been the
original destination of choice for non-US intending parents
wishing to secure commercial oöcyte vendors, an extensive
European market for reproductive oöcytes has emerged from
the complex network of regulatory restrictions and aporias,
national health insurance, cultures of tissue exchange, private medical initiatives, and phenotypic distributions which
constitute the EU nations and their neighbours. Regulations
range from the complete prohibition of all forms of oöcyte
donation (Austria, Germany, Italy), through gift-based systems that permit modest reimbursement for direct expenses
(for example Estonia), through specified levels of permissi-
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ble compensation that might include wages lost (for example
the UK), or both time and inconvenience (for example the
Czech Republic and Spain) to nations that have no specific
regulations (for example Poland and Russia) (European
Commission 2006; Svitnev 2010). In 2006, fifteen member
states also had explicit legislation or binding guidelines that
forbad direct remuneration for oöcyte donation, that is, the
contractual system of commercial negotiations that characterise the Californian market. Such legislation is mandated
by the European Union Tissues and Cells Directive (Directive 2004/23/EC) which forbids the exchange of body parts for
money, and by a broader European cultural commitment to
the gift relation (Waldby and Mitchell 2006).
Despite these anti-commercial principles, Europe supports a vigorous intra-national and cross border oöcyte
market, which has developed opportunistically to exploit
the discrepancies and regulatory vagaries of various member states and their neighbouring jurisdictions. The market is in part an effect of sheer demand and high volumes
of treatment turnover. More than half of ART procedures
world-wide take place in the European area (de Mouzon et
al. 2010). According to the European IVF-monitoring consortium, which collates data from national registers, in 2006,
458, 759 treatment cycles were reported from 998 clinics in
32 countries, including 12, 685 involving oöcyte donation.
There are no reliable figures on the number of intending
parents seeking cross-border treatment, as registries do not
record patients exiting their own country. Nevertheless a
recent survey of cross-border patients conducted in 46 clinics in six European countries (Belgium, Czech Republic,

Reproductive Labour Arbitrage

Denmark, Slovenia, Spain, and Switzerland) estimates that
those clinics alone performed about 15,000 treatment cycles
per annum for non-residents (Shenfield et al. 2010). The oöcyte market forms a distinct circuit within the more general
geography of European reproductive travel, where intending parents cross borders for a number of reasons; while
many sought oöcytes, other sought donor semen and intrauterine insemination. Some respondents travelled because as
single women or gay couples, they were excluded from treatment in their own countries, or because their age excluded
them from national health insurance subsidies, and cheaper
private treatment was available in other jurisdictions.
These travel circuits are shaped not only by a regulatory
patchwork but also by what following Aiwha Ong (2006) I
term “reproductive labour arbitrage.” Labour arbitrage describes a particular kind of outsourcing, where firms not
only contract out their work-force but also seek the same
skills for lower wages offshore. Ong writes,
Arbitrage is a term normally used in financial markets,
referring to the practice of buying low in a market and selling high elsewhere. Arbitragers exploit price discrepancies
between money markets in order to make a profit….until
recently the term arbitrage was not be applied to labour
markets. The global search for cheap labour in manufacturing, I argue, can be called a kind of industrial labour
arbitrage that operates according to the logic of same skills,
different prices. (ibid., 160)

Such labour arbitrage has become a widespread corporate
and economic strategy. For example in the US and British
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IT industries, the offshoring of customer contact, telemarketing, data entry and technical support to cheaper, well
trained labour in South Asia has become almost ubiquitous
(Suri 2007).
We can identify a similar arbitrage dynamic in the European oöcyte market. Clinics procure cheap fertility produced by young, comparatively poor women in one national
location and sell it to wealthier, older women and couples
resident in another national location. The complex restrictions placed on oöcyte procurement, both at the regional
and member state levels shape the geography of this market. In particular it is shaped by the different ways member
states have interpreted the European Union Tissues and
Cells Directive (Directive 2004/23/EC) which forbids the
exchange of human tissues for money, but permits compensation “which is strictly limited to making good the expenses
and inconveniences related to the donation” (Art.12(1)). 5
Within the EU area this directive prevents the development of a fully monetised, contractual market, where fees
for oöcyte vendors are determined simply by demand pressures. Instead, oöcyte markets have developed in member
States where compensation has adopted de facto features of
monetisation. Outside the regulatory space of the EU a more
frankly monetised market also operates, soaking up the demand for “white” oöcytes but also operating under riskier
clinical and recruitment conditions.
In what follows, we can see the flexibility of the compensation principle in biomedical regulation, and the impossibility of making an absolute distinction between money-based compensation and monetisation. As a bioethical
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principle, compensation is intended to recognise various,
often codified costs incurred (expenses, inconvenience,
time) as a result of research participation and to return the
research subject to a position of social and economic equilibrium through equivalent payment or in-kind services. It
is intended to facilitate a gift economy, by removing material
barriers to voluntary participation without creating “undue
inducement,” an instrumental incentive to participate in
medical research. In the terms set out by the World Health
Organisation guidelines,
Payments in money or in kind to research subjects should
not be so large as to persuade them to take undue risks or
volunteer against their better judgment. Payments or rewards that undermine a person’s capacity to exercise free
choice invalidate consent. (Council for International Organizations of Medical Sciences 2002, 46)

Hence, compensation rates are in principle set at an ethical equilibrium point, sufficiently high that they are not
exploitative but sufficiently low that they do not transform
participation into a transaction. Actual rates are ideally a
decision borne of deliberation by formal ethics committees
(Council for International Organizations of Medical Sciences 2002). However in the European Union, I argue, compensation rates are currently being pushed towards market
equilibrium, rather than ethical equilibrium, by the intense
demand pressures for oöcytes created by fertility patients
and ART clinics. While the prohibition on selling tissues
for money is historically intended to protect the donor from
predatory transactions (Waldby and Mitchell 2006), regula-
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tory concern in the ART area is steadily shifting towards
the protection of fertility patients. In particular, regulators
express concern over the risks fertility patients incur when
travelling outside national borders for treatment. 6 Consequently, the existence of an intra-European market is steadily eroding the ability of bioethics councils to keep compensation rates below an incentive level, as pressure mounts to
improve intra-national oöcyte supply.

the compensation m a r k et
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The geography of the European oöcyte market, broadly
speaking, involves purchasers from the north and west travelling to procurement clinics in the south and east. Countries with the most restrictive approach to oöcyte donation
(prohibited or permitted without compensation) cluster in
northern Europe (Germany, France, Netherlands, Sweden),
while those with liberal approaches, particularly to compensation, are Spain and the Czech Republic, and, outside
the EU, Russia, the Ukraine, and Cyprus. The exception to
this north European pattern is the UK, which has a comparatively liberal approach to oöcyte donation, yet generates
a considerable number of fertility tourists, for reasons we
will explore below.
Treatments classified as “oöcyte donation” by the European IVF-monitoring consortium cluster in roughly this
pattern. In 2006, as in previous years, Spanish clinics performed by far the greatest number of procedures involving
donated oöcytes (6, 547), followed by the UK (1,763), Russia
(1, 110) France (573), Belgium (563) and the Czech Republic
(511).7 In contrast many reporting countries record no oö-
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cyte donation procedures (Netherlands, Switzerland, Italy,
Germany) or very low numbers (for example 22 in Iceland)
(de Mouzon et al. 2010). These figures do not differentiate
between treatment for residents or non-residents, but there
is reason to assume that the figures for France and the UK
describe primarily intra-national oöcyte donation, as both
countries are “sender” states for couples seeking oöcytes,
and France forbids compensation (Shenfield et al. 2010). Several country specific studies have found significant and often dramatically increasing numbers of residents travelling
across borders for egg donation over the last five to ten years.
For example, a Dutch study found a three fold increase between 2000 and 2008 both in the numbers of gynecologists
approached to assist with cross-border egg procurement and
in the numbers of patients who actually travelled, most to
Spain or Belgium (Van Hooff et al. 2010). A British qualitative
study of fifty patients who have sought treatment elsewhere
identifies lack of UK oöcyte donors and waiting times as a
major reason for travel, while Spain and the Czech Republic
as the most popular European destinations. 8 In the six countries survey of 1230 cross-border patients, nearly a quarter
reported they were seeking oöcytes, particularly German
and British women. While Germans preferred the Czech
Republic, directly across their border, and French women
went to Belgium, other nationalities preferred to travel to
Spain (Shenfield et al. 2010).
As the studies above suggest, Spain is at the forefront of
European oöcyte procurement, largely because of a specific history of liberal and light-touch regulation of fertility
medicine. The beginnings of IVF in Spain in the mid-1980s
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coincided with a wave of post-Franco liberal legislative reform around reproduction, family law, and women’s rights,
and a modernisation policy intended to promote medical research. This comparatively liberal, low regulation approach
has continued into the present, creating the conditions for
a proliferation of clinics and the flourishing of an entrepreneurial private fertility industry. At the time of writing there
were around three hundred clinics operating in Spain, 90%
private, clustered along the Mediterranean coast, in tourist
sites or near airports offering cheap flights (Idiakez 2008;
Idiakiz 2010). Multilingual websites and internet communication have made international partnerships and patient
bookings much easier. So, for example, the fertility company
Nordica, with English, Danish and, Lithuanian webs pages,
offers oöcytes through a Spanish clinic. Their website states,
At Nordica we offer treatment with egg donation. We have a
co-operation (sic) with a fertility clinic in Spain. The clinic
has a great experience with egg donation and also offers
eggs to women with a Scandinavian look. If you want egg
donation abroad, all consultations, preliminary examinations and the medical treatment take place in the Nordica
Fertility Clinic. The fertilisation of the egg and the transfer
of the fertilised egg take place in Spain. After your homecoming the after-treatment takes place at Nordica. 9
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Spanish clinics are able to recruit significant numbers of
oöcyte vendors because of the way they administer donor
identity and compensation. In Spain clinics are obliged to
anonymise gamete donation. Even when a patient is asked
to find her own oöcyte provider, she will receive the oöcytes
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of a second, unknown woman to preserve anonymity in the
process, while the first woman’s oöcytes will go elsewhere
(Edwards 2008). This is in marked contrast to the UK and a
handful of other EU nations (Sweden, Austria, Switzerland,
The Netherlands, Norway, and Finland) which have banned
anonymity (Blyth and Frith 2009), and require donors to
make their identity available through registries accessible
to offspring when they reach a certain age. Donor registries
have a generally depressing effect on donor numbers. In the
UK for example, both the numbers of women registered as
egg share donors and the number of treatment cycles with
donated eggs steadily decreased after the introduction of the
legislation. 10 Registers particularly deter young potential
donors, both for sperm and oöcytes (Bernstein 2010).
Spanish clinics also excel at recruitment because of the
way they administer compensation. They have effectively
monetised the process, so that it is paid as a de facto fee.
First, they give relatively generous interpretation to the
compensation required for time and inconvenience. Fees
range from €900 to €1,200 (Dickensen and Idiakez 2008;
Shenfield et al. 2010), compared to, for example, £250 in the
UK, (about a quarter of the Spanish rate), where oöcyte donors are only compensated for time and a proportion of lost
wages. Second, compensation is a comprehensive rate, paid
in cash. Oöcyte providers do not have to furnish receipts to
demonstrate costs incurred, as they do in Britain. Spanish
compensation thus takes on the liquidity and depersonalising action that is a feature of monetisation (Simmel 2004).
Above all, money facilitates anonymous exchange between
strangers, changes in ownership and the transfer of a sur-
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plus from one party to another, without the need for an
intimate or continuing relationship. It does this precisely
in its role as incentive, forcing the less willing party into
trade once the price point is sufficiently high. To use Callon’s term, money disentangles objects from their owners
by providing equivalence, while also facilitating impersonal
circulation. Buyers and sellers strike price, complete their
transaction and are quits (Callon 1998). As Simmel puts it,
“exchange itself is embodied in money” (Simmel 2004, 293).
As a consequence of this approach, Spanish clinics are
able to recruit a steady supply of oöcyte vendors from among
groups of young women seeking anonymous transactional
exchange, advertising through university notice boards and
student magazines (Uroz and Guerra 2009), beauty parlours,
supermarkets and by word of mouth (France 2006). There
are two primary vendor populations. The first is Spanish
and international college students, under 25 year old, who
are trying to meet living costs and tuition fees. The second is
migrants from Latin America and Eastern Europe, working
in agriculture or domestic service (Idiakez 2010; Bergmann
2011b). The post-Franco Spanish state has been particularly
active in enabling Spanish citizens to recruit women from
the former Eastern bloc and from Spain’s old empire to provide private domestic assistance and care for children and
the elderly, offering regular amnesties and the possibility
of citizenship to undocumented workers, for example (Escriva and Skinner 2008). For migrant care workers focused
on remittances to their own children and households back
home, oöcyte vending offers an intermittent source of additional funds.
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The recruitment of both immigrant and Spanish vendors
allows clinics to market a range of phenotypes, so that diverse populations of fertility tourists can find a match. East
European women in particular are highly desirable recruits
for Spanish clinics, so that clinics can match their oöcytes
with north European purchasers (Idiakez 2010). In his ethnography of a large clinic in Barcelona, Bergmann found
that demand for oöcytes was so steady, the clinic did not wait
to match a purchaser with a vendor before starting treatment. Instead, both patients and vendors were immediately
put into treatment, and a match is made in the course of the
treatment, eliminating waiting times for both parties (Bergmann 2011b). If a vendor responds well to ovarian stimulation, and produces a large number of oöcytes, clinics may
invite her to back for repeat procedures (Idiakez 2008). An
investigation by the UK Observer newspaper into the south
European oöcyte trade quotes a nurse working in the industry, who “told The Observer that some women viewed egg
donation as their main source of income, going through the
process of being injected with hormones at least five times a
year” (Barnett and Smith 2006).
So it is evident that Spanish clinics can recruit oöcyte
vendors because they transact prices which constitute significant income for some populations of young women. The
same liberal interpretation of compensation can be seen at
work in clinics in the Czech Republic, the other destination
of choice for fertility tourists seeking oöcytes. Like Spain, the
Czech Republic has specific legislation stating that gamete
donation must be voluntary, gratuitous, and anonymous. Donors may be compensated, but not paid. 11 Nevertheless, like
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Spain, compensation rates are set at a point that reflects the
differential purchase power of international patients compared to young Czech women; around €600. This amounts to
between two and three months’ salary for a woman working
in the service sector (Whittaker and Speier 2010). Bergmann
reports a preference for rural vendor recruitment among
Prague clinics, facilitated by networks of gynaecologists
in small provincial centres who are in contact with young
mothers. Rural donors are preferred because they are both
more in need of money and considered more “pure” than
urban donors, both less likely to be HIV+ and less likely to be
“gypsies” (Romani) or undesirable migrants. As Bergmann
notes, while the Spanish model caters to the requirements of
a more cosmopolitan, ethnically diverse clientele, the Czech
model is more concerned to conserve the values of ethnic
purity, untainted by the contaminations of globalisation and
urbanisation (Bergmann 2011b).
The international demand for Czech oöcytes has seen the
development of a two-tier fertility industry.
The advent of a market oriented toward wealthy foreign
patients has encouraged the development of clinics with
access to the latest technology and procedures and has
created an incentive for IVF specialists to remain in these
countries. Yet it has also produced a division of elite clinics
oriented to foreigners and the wealthiest local patients and
other locally oriented clinics with crowded facilities, heavy
caseloads, and poorer lab facilities. (Whittaker and Speier
2010, 374–5)
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Here we can see the ways in which transnational oöcyte
markets work as fertility chains. They not only transact fer-
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tility between individual purchasers and vendors, but they
also displace fertility from one class and location to another,
and create new maps of reproductive surplus and deficit.
Like most of Eastern Europe, actual reproduction rates in
the Czech Republic are well below replacement level, and
considerably below rates in northern Europe. 12 Nevertheless, both infertile Czech couples and young Czech women
are excluded from the pursuit of their own reproduction
by the private clinic business model, whose focus is on the
transfer of fertility to wealthier clients to facilitate family
formation elsewhere. While some Czech clinics prefer their
donors to already have children of their own (Bergmann
2011b), this ideal is not enforced. As a consequence, fertility
circulates across the EU according to the purchasing power
of particular clienteles, moving from poor to rich and east
to west.
The success of monetised compensation in disentangling
fertile oöcytes from young women is placing pressure on
regulators in other member states to move towards a compensation market. This process is particularly evident in the
UK. At the time of writing, the UK uses two subsidisation
methods to encourage oöcyte donation. One is “egg-sharing,” set in place in 1998, where infertility patients may receive discounted treatment in exchange for giving a proportion of their oöcytes to other infertile couples (HFEA 2005).
The other is compensated gifting. In 2005 the Human Fertilisation and Tissue Authority (HFEA) revised compensation levels for gamete donation from £15 to £250 in response
to both the drop in donors levels with the introduction of
compulsory registries and the advent of the EU Tissues and
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Cells Directive, with its specific wording, stating donors
may only receive compensation “which is strictly limited to
making good the expenses and inconveniences related to the
donation” (Art.12 (1)). The new compensation level was set to
include loss of earnings, and rates were borrowed from the
reimbursement of those involved in jury service, as well as
reimbursement of direct expenses.
Despite these measures, British fertility patients constitute a significant proportion of European fertility tourists, particularly those seeking oöcytes. They cite long
waiting lists and the poor quality of gametes as a major
reason to travel (Shenfield et al. 2010). Egg-sharing in particular comes in for criticism from patients because it diverts oöcytes from women who are seeking fertility treatment themselves, and are hence likely to have less viable
oöcytes.
In early 2011, the HFEA launched a further consultation
on donor compensation. The consultation document list
the HFEA’s major concerns as the shortage of donors, long
waiting times for treatment, and the risks to British fertility
patients if they use overseas services, including poor care
in unlicensed clinics, and web-based matching services. In
other words, the consultation is concerned about the ways
intra-European market pressures affect British patients.
The options presented to meet these pressures include the
expansion of compensation to include “inconvenience,” the
reduction of administrative red tape for reimbursement,
factors which the HFEA says would “remove a barrier to
donation, rather than provide an incentive.”13 What is evident here is the way in which the terms of compensation can
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be adjusted and expanded to manage the demand pressures
created both by national queues and more transactional
oöcyte markets elsewhere. The consultation website repeatedly mentions the much higher Spanish compensation
rate and the fact that this is a blanket rate, not involving reimbursement of receipts and other forms of administrative
constraint that characterise the UK system. Compensation
thus takes on more and more features of a regulated market,
moving closer to monetised fees set by demand pressures
and further from a notional equilibrium point set by bioethical deliberation.

tr a ns-europea n fertilit y ch a ins
—r eproduction for others
Spanish and Czech clinics can recruit oöcyte vendors because they have configured their payment systems so that
they both meet the EU criteria for compensation and provide
a cash incentive to particular populations of economically
precarious young women. In this respect, it works in a similar way to the Californian contract market. However, there
is also a very biopolitically significant difference between
the two markets. In the US, a wide range of vendor qualities
(beauty, skin colour, height, religion, Ivy League degrees,
athleticism) become tradable units in a highly stratified
market (Almeling 2011). Consequently, the US market tends
towards ever more expensive niches, as the absence of
regulation and the primacy of commercial contract push up
fees. While the average fee for oöcytes in the USA at time of
writing is $10,000, young, slim women at Ivy League colleges with high SAT scores may earn fees as high as $50,000
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per cycle (Levine 2010). In the EU, clinics can match client
phenotype (skin, hair, eye colour) but they do not trade on
class and cultural capital as do the US clinics. Information
on the vendor’s education accomplishments for example is
not recorded. Moreover, the necessity to keep fees within
the terms of compensation means that payment for oöcytes
is comparatively flat. There is little leeway for negotiation
over payment, nor capacity to allocate additional monetary
values to particular donor qualities.
These constraints mean that European fertility arbitrage
depends not on large fee differentials to recruit ever-more
desirable cohorts of young women but rather on the differential risk exposures of young European women. The oöcyte
market marshals less protected female vendor populations
and sells their comparatively cheap fertility across borders. These risk exposures are simultaneously economic,
civil, and bodily, arising from steep European hierarchies
of earning capacity, human rights protections and gendered
value. Within the EU, earning power clusters in the northwest states, where the residents of inner London for example, have twelve times the income of residents in parts of
Bulgaria. Regions with 75% of the EU average income are
found in central and Eastern Europe (Poland, Czech Republic, Romania, Bulgaria, and Hungary) and Southern Europe
(Italy, Portugal, and Greece) (Eurostat 2011). The oöcyte
compensation market has developed because these earning
differentials mean that some populations of young women
in Europe are more responsive to compensation-level fees
than others.
In particular the significant involvement of young wom-
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en from Eastern Europe, both in the EU oöcyte centres like
Spain and the Czech Republic, but also in clinics in Russia
and the Ukraine, speaks to the relationship between economic vulnerability and oöcyte vending. Certainly, women
as a group have faced more insecurity than male workers
in the transition from state socialist to capitalist economies
in Eastern and Central Europe. The end of state socialism
in the early 1990s saw extensive unemployment throughout
the former Eastern bloc, but women have been disproportionately excluded from new employment in the expanding
private sector, and remain more likely to be unemployed
or crowded in a shrinking public sector with poor salaries
(Pollert 2005; Glass 2008). Another effect of East European
women’s under-employment is their increasing involvement
in informal economic activity (Pollert 2005), as the old soviet
era black markets expand into the entrepreneurial space
created by marketisation (Wallace and Latcheva 2006). Informal activity includes household subsistence (barter, food
production) and work in black economies, “monetised but
outside the law,” (ibid., 81) in some cases illegal, but in many
cases simply non-legal, unregulated as economic activity.
While women may have public or private sector work, their
salaries may be low or intermittent, and such workers will
turn to second, undocumented jobs, paid in cash, outside
taxation systems. Wallace and Latcheva found that “black
economy” earnings constituted about 20% of household income in central and eastern European countries in the late
1990s, while in some countries it is much higher.
These disparities in earning capacity and economic security propel some young women into novel forms of self-
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capitalisation, like oöcyte vending. However, the European
oöcyte market is also an effect of a broader reorganisation
of reproduction in the region, changing relationships between states, markets and household formation in both the
former soviet bloc and the industrial democracies in the
west. On the one hand, the transition from state socialism
to market societies in Eastern Europe has involved the desubsidisation of reproduction. Former socialist state support
services for childcare and healthcare have been withdrawn
or privatised, and employers avoid providing statutory benefits like maternity leave through dismissal or preferences
for male employees (Pollert 2005; Glass 2008). As a consequence, birth-rates have plummeted, 14 and women have
necessarily embarked on a search for forms of work that
will help them sustain their families and care for children
and the elderly. On the other hand, in Western Europe, the
mass movement of women out of the home and into professional and service work has seen a precipitant demand for
assistance with child-care and domestic duties since the
1980s. While the Nordic States have adopted extensive public subsidisation of childcare facilities and maternity leave,
others like the Netherlands, Spain, and France have moved
to subsidisation of private care, individualised care obligations and migration policies that facilitate the employment
of nannies, au pairs, and cleaners in the household (Lutz
2008a). These transformations of reproduction have seen
the mass importation of care labour from Eastern Europe
to Western, Southern and Northern Europe. Households in
the wealthier sectors of Europe rely on the care labour of
often well educated, professional women who migrate from
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the Ukraine, Romania, Poland, Russia, as well as from other
parts of the world, to supply their need for child care, elder care and housework (Lutz 2008b). They in turn support
their own children and households through remittances. To
put it another way, households in Europe are increasingly
formed through transnational relations, and reproductivity
at all levels is more and more likely to involve the labour of
women from outside the family proper.

rom a ni a n v endors
We can see the ways these elements come together in the
lives of East European oöcyte vendors, documented in
Michel Nahman’s ethnography of a Romanian ART clinic
(Nahman 2005; Nahman 2008). Romania is among the poorest EU nations, where incomes are 47% of the EU average
(Eurostat 2011). Only one third of household income is generated from the formal economy, with the remainder dependant on household level barter and food production and
on undocumented work in the black economy (Wallace and
Latcheva 2006). It is also increasingly a remittance economy, dependant on the income repatriated by emigrants to
other parts of the EU (Eurostat 2007).
The clinic in Nahman’s study is located in Bucharest,
and is part of an international chain, linked to a US-based
oöcyte brokerage firm and a network of Israeli fertility clinics. At the time of the study (2002), Romania was not in the
EU, and not subject to the Tissue and Cells Directive. The
clinic’s purpose was to procure oöcytes for Israeli women
in fertility treatment. The business model here is untypical of the European oöcyte market because in this case the
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commissioning couple in Israel do not have to travel to the
clinic. Instead, it recruits young Romanian women to provide oöcytes and fertilizes them with sperm from the male
partner in situ, before transporting them back to Israel. Israel has a vigorous fertility industry, heavily subsidised by
the state as part of a suite of pro-natalist policies. The Israeli
clients stated a strong preference for “European” oöcyte
providers, tall with pale skin, small noses, blue eyes, and
European “refinement.” Nahman notes that this preference
reflects the majority Ashkenazi Jewish identification with
European culture but also a more general desire for gentile,
northern European norms of beauty (Nahman 2006).
The twenty women interviewed by Nahman were for
the most part working, in poorly paid jobs in manufacture
or service industries, or involved in small-scale self-employment. Some were students. Those with salaries stated
that they barely covered subsistence (rent, food), and they
undertook oöcyte vending as an additional, undocumented
source of income. This was their only means of paying for
clothing, study, basic home maintenance or their children’s
needs. Others were in debt, and needed the fees to become
solvent again. All the women interviewed stated that they
sold their oöcytes because of financial necessity.
The clinic recruited by word of mouth, and paid about US
$200 in cash per procedure. The fee amounted to between
two and four times the women’s monthly salary. Some of
the women interviewed had sold oöcytes several times, or
intended to sell again. The clinic permitted the women to go
through six or seven cycles if they wished to.
292
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I asked the donors why they donate, what led them to donate
their ova. They told me that they donate “out of desperation.” They said they were desperate to get out of constant
debt, so they can buy themselves basic “necessities” such as
clothes, new bedroom furniture, makeup, cigarettes. One
woman was behind on her rent for two months and so decided to sell her eggs rather than borrow money. (Nahman
2005, 224)

Many stated anxieties about the risks involved in the procedure but felt that they had little option, given debts and
other financial pressures. Some wondered poignantly about
the fate of the children conceived from their ova, where they
would live and what they would look like. Several of the
women stated that they did want children of their own but
that they needed to establish themselves in careers first, or
obtain some kind of income security, and that oöcyte vending was one way to support themselves while they studied
or improved their circumstances. While vending is a risky
occupation, Nahman notes that it gave the women opportunities for consumption and self-investment that they otherwise lacked, as they sought to position themselves in the
neo-liberalising and globalising Romanian economy of the
early 2000s (Nahman 2008). Like other kinds of informal
work in the cash-based black economy, oöcyte vending is
here associated with a certain level of entrepreneurial drive
and desire to participate in the new world of consumption,
as well as simple economic desperation (Wallace and Latcheva 2006, 90).
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The European Union oöcyte market has developed into a
vigorous cross-border trading zone, despite an explicit regulatory commitment to the maintenance of a compensated
gifting system. It forms part of a more general phenomenon
in which informal labour relations and transactional recruitment are increasingly displacing voluntarism and gift
relation in the areas of tissue donation and in human medical research (Cooper 2008; Waldby and Cooper 2008, see
also Malmqvist this volume). If we contextualise the situation of European oöcyte vendors, we can see that such reproductive labour forms a continuum with other kinds of often
informalised feminised labour. Care, nurture, and fertility
are priced and traded across borders through processes of
labour arbitrage, exploiting the precarity of young women
in particular regions of Europe. The devaluation of their reproductive capacities in their country of origin propels them
into such arbitrage markets, as they seek more viable lives
for themselves and their families. In particular, we can see
that East European feminised labour increasingly provides
both the elements of biological fertility and the elements of
nurture required to create and maintain families elsewhere,
for others. East European women provide both well-educated care and fair–skinned biological capital. They are not
by any means the only group of women caught up in this
more general economy, but they do provide the most salient example of ways that particularly fair-skinned women
with precarious lives might capitalise on their karyotypic
qualities and transform them into negotiable assets. The EU
oöcyte market is comparatively cosmopolitan, and “white”
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oöcytes are not the only kind in demand, but they nevertheless form a privileged element in an ethnic dynamic where
outside Eastern Europe itself, fair skin often designates
purchase power and an ability to command medical and
other resources in the pursuit of family formation. A similar
dynamic underpins the explosion of the Indian gestational
surrogacy market, a more truly global phenomenon than
most oöcyte markets, because the ethnicity and skin colour
of the surrogate is not at issue in the process. Rather the surrogate can literally rent her uterus for the reproduction of
white children, as well as those of other ethnicities, without
leaving a genetic trace on the offspring. In each case women
isolate and transact the desirable aspects of their fertility
according to a map of regional and global economic power
relations, which itself maps on to older histories of race and
empire.
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Concerns about the reach of the market constitute a longstanding theme in the history of social thought. In contemporary ethics and political philosophy the problem is
commonly framed in terms of the moral limits of market
exchange. What things may and what things may not be
bought and sold, and why? Different theorists offer different
answers to both these questions, and there is little consensus in view on either of them (Andre 1992; Anderson 1995;
Radin 1996; Satz 2010). Classic “contested commodities” (Radin 1996) include sex and women’s reproductive labour, as
well as body parts such as blood (Titmuss 1971) and kidneys
(Brecher 1990; Radcliffe-Richards et al. 1998; Erin and Harris 2003).
Advances in medicine and biotechnology expand the
range of objects whose status as commodities is disputed.
The human body is becoming increasingly useful for different purposes. A growing range of organs and tissues are
transplantable for therapy; gametes and embryos are in-
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creasingly attractive for assisted reproduction and stem-cell
research; tissues and bodily substances once considered
waste are now used to make drugs and cosmetic products;
and the revolution in molecular genetics has made each cell
a potential source of valuable information. And as new body
parts and substances become useful they also attract commercial interest. Human tissues and products derived from
them are increasingly being circulated on a large and complex international market. But their commodification is an
uneasy one, a fact reflected in a range of academic, political
and legal debates. 1
This paper compares two different forms of bodily commodification that so far have received relatively little scholarly attention. The first, the global trade in hair sacrificed
by Hindu pilgrims, might appear to have little to do with the
cutting-edge technologies and high stakes of modern biomedicine. However, it provides a useful lens through which
to view commodification in that area, too. Fascinating as it
is in its own right, I take an interest in the hair trade mainly
because it helps bringing into view a set of ethical concerns
surrounding another practice: the handling of transplantable skin and musculoskeletal tissue from deceased donors.
My aim is primarily to clearly articulate these concerns
and probe their ethical cogency; only briefly will I consider
practical responses to them.

temple h a ir tr a de
Raffaele Brunetti’s and Marco Leopardi’s 2008 documentary
Hair India reveals a little known side of economic globalisation. In essence, the film tells the remarkable story of how
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the hair of poor Hindu pilgrims travels halfway across the
world and back to end up on the heads of the Mumbai jet
set, generating million dollar profits. The viewer is offered
glimpses of some of the very different life histories brought
together along the way. First, at the supply side, there is a
family from a poor village in West Bengal who travels to
the Simachalam temple to sacrifice their hair, hoping that
this traditional act of Hindu devotion will help healing their
son’s damaged eye. The next protagonist is Mayoor Balsara,
who buys sacrificed hair from temples at increasingly competitive auctions and has it washed, brushed and sorted into
different lengths at a local factory. Balsara works for his
friend and associate, Thomas Gold from Great Lengths, a
highly successful company that processes the Indian temple
hair in Italy and ships it all over the world (including back
to India) in the form of luxurious hair extensions. Finally, at
the consumer end, we find Sangeeta, executive editor of the
Indian Hello! magazine, who enhances her looks with Great
Lengths extensions at an upscale Mumbai hairdresser’s.
One might feel certain unease about the curious global
trade pictured in Hair India. But on reflection it is hard to
point towards anything seriously awry with the practice. It
might look like colonial exploitation in yet another guise.
But what made colonialism exploitative was arguably that
colonial subjects were left with so little in return for the resources and labour they had to give up. 2 By contrast, the hair
trade generates large revenues for the local temples, allowing them to provide housing and meals for the pilgrims and
to pursue various charity projects (Angwin 2003). (Other
objectionable features of colonialism, such as racism and
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oppression, also seem absent.) Some commentators complain that the pilgrims themselves do not get any share of
the profits made from their hair (Kaminsky 2006). But payment would effectively transform the meaning of their act,
making it look less like a religious offering than a sale. Another concern is that the fate of the hair is often not known
to the pilgrims, let alone consented to (ibid.). Yet Brunetti
and Leopardi found that they were remarkably uninterested to learn about it (Al Jazeera 2011). Finally, one may
certainly dislike the beauty ideals and celebrity cult that
Great Lengths caters to and promotes. But such complaints
are not so much about hair trade specifically as about the
multi-facetted beauty industry as a whole.
Examining one’s unease, one is at most left with a vague
feeling that sacrificed hair is somehow an inappropriate
commodity—perhaps because it is a part of the human body,
perhaps because it was originally given as a religious offering. But without further articulation and support from valid
reasons, such a feeling should not lead one to condemn the
hair trade.

tissue tr a nspl a n tation
Less conspicuous than organ transplantation, the transplantation of tissues such as bone, skin, heart valves and
tendons is also much more prevalent.3 A major reason is that
many more deceased patients meet the criteria for tissue donation than for organ donation. An act of tissue donation also
potentially benefits a larger number of recipients: a single
donor may be the source of a range of different tissues, each
with several different clinical applications. Her skin may

299

Erik Malmqvist

300

be used in burn treatment or bladder reconstruction, her
bones in orthopaedic or dental surgery, and her tendons
to repair an athlete’s injured knee, to mention just a few
possibilities. However, a piece of tissue typically reaches
a recipient only after being processed beyond recognition
and passing through a complex—sometimes transnational
(Schulz-Baldes, Biller-Andorno, and Capron 2007)—set of
interactions involving many parties. A deceased patient
whose family agrees to donation may have her tissues removed by an organisation distinct from the treating hospital, a so-called tissue bank, then sent to other tissue banks
for processing and storing, before being distributed by yet
others to different hospitals for final clinical use. And while
paying donors and their families for the tissues is illegal in
many countries, money may change hands at each subsequent stage of the process. Over the past few decades the
handling of donated tissue has developed into a lucrative
business involving a complex mix of non-profit organisations and for-profit companies.
Donated tissue, then, follows a trajectory not unlike that
of Indian temple hair. In both cases, parts of the body are
first freely given but then turned into valuable commodities in a complex exchange involving several actors, before
reaching the final users in significantly transformed shape.
And in both cases, this trajectory often remains vague both
to those who agree to provide the body parts (pilgrims and
donor families) and to those who eventually receive them
(consumers of hair extensions and transplant patients).
However, these features seem to have caused much more
alarm in the tissue case. In 2000 the up to then rather invis-
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ible US tissue industry was brought to public awareness in
a series of highly critical newspaper articles (Hedges and
Gaines 2000; Katches et al. 2000). The articles particularly
highlighted the commercial aspects of the field—the large
profits made from processing and distributing human tissues, the high salaries of tissue bank executives and the close
connections between for-profit and non-profit agents—and
the fact that many donor families were apparently unaware
of these aspects at the time of donation. While dismissed as
sensationalist by some commentators, the reports eventually prompted the US Congress to order an investigation of the
tissue industry and the concerns they raised have figured
prominently also in later academic work on tissue transplantation ethics (Youngner, Anderson, and Shapiro 2004;
Schulz-Baldes, Biller-Andorno, and Capron 2007; Siegel et
al. 2009).
The outrage provoked by the buying and selling of tissue from dead donors might appear puzzling in view of the
apparent harmlessness of the buying and selling of Indian
temple hair. If we failed to find major reason for concern
about bodily commodification in one case, then why should
we think differently about the other, strikingly similar case?
Note that this is a normative question. The two practices obviously differ in a host of ways—one involves religious actors, the other doctors and biotechnology, one takes place
(partly) in Hindu India, the other in the Christian West and
so on. What I am interested in are not differences as such,
but whether there are differences that should lead to different ethical assessments.
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One possible response is of course that we should not reason
differently about the two cases because commodifying the
body is wrong no matter what part of it is bought or sold. A
natural basis for such a view is the familiar Kantian ban
on instrumentalisation. According to Kant (1997a), persons
must never be treated as mere means, but always also as
ends in themselves. One arrives at a general moral ban on
bodily commodification by adding two claims: that treating
something as a commodity is to instrumentalise it (Nussbaum 1995, 284) and that the body in all its parts is constitutive of personhood. Such a view may well be consistent,
but it seems implausably crude. It admits of no difference
between selling a leg and selling nail clippings; both are
equally wrong. 4
A more nuanced Kant-inspired response can be construed by relaxing the assumption that bodies are constitutive of personhood. One might argue that all parts of
the body are not essential to our status as persons but that
some of them are, and that it is wrong to commodify these
specific parts (Cohen 1999). 5 Such a view makes it possible
to distinguish between trading hair, on the one hand, and
trading skin and musculoskeletal tissue, on the other, on the
grounds that the former body part is not essential to personhood while the latter are.
Three objections come to mind. First, why should we
think that people’s hair is necessarily a less important part
of them than their skin or tendons? It seems more plausible
that the relative importance of these different parts varies
between individuals. If more general conclusions are war-
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ranted, Hair India suggests that hair is more rather than
less important than many other body parts—at least to the
eager customers of pricey hair extensions and to the Indian
women whose meticulous hair care the film depicts. 6 Second, why think of skin, bone and tendons as constitutive of
personhood even after the death of the person in question?
Third, and more fundamentally, it is not clear that the fact
that something is constitutive of personhood makes it an
inappropriate object of economic exchange. Many people
think that their job is part of what defines them as persons,
but we do not therefore find it objectionable that they work
for pay (cf. Satz 2010, 120).7
More could obviously be said about the relationship between body parts and persons 8 and about Kant’s view on that
issue. I pass this over rather quickly because I think that the
most interesting differences between the commodification
of temple hair and the commodification of cadaver tissue
are not to be found in the nature of the commodified body
parts. Rather, they emerge when one looks more closely at
the acts through which these body parts are first given away
for market exchange and at the larger practices surrounding
that exchange.

consen t
One possible starting-point for articulating a difference between the two practices is the notion of consent. Now, the
difference is not that commodification is consented to—and
hence acceptable—in one case but not in the other. We have
seen that both Hindu pilgrims and families of dead tissue
donors may agree to give away parts of their own or their
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loved ones’ bodies without full knowledge of what will later
happen to them. Since consenting to a course of action plausibly requires knowing about that course of action, neither
pilgrims nor families then appear to consent to the subsequent commodification of the body parts in question.
However, perhaps consent should be required for commodifying donated cadaver tissue, but not for commodifying
sacrificed hair. The cases then differ in that commodifying body parts without the consent of those who give them
away is inappropriate in the former case but not in the latter.
But why should consent be required in one case but not in
the other? Consent is not sought for its own sake; rather, the
reason why we must obtain other people’s consent in different contexts is that doing so protects some weighty interests
of theirs. 9 So the question is whether the cases differ with
respect to such an underlying interest.
In this connection, it is noteworthy that pilgrims and donor families differ radically in their attitudes to the body
parts they have given away. The pilgrims seem to care little
about how their hair is treated after they shave it off. In an
ABC documentary, the journalist Tracy Bowden shows pictures of women with Great Lengths extensions to pilgrims
who have just sacrificed their hair (ABC 2010). The pilgrims
are amused and express admiration for the women’s beauty.
One pilgrim says: “We gave it to God…it’s come back like
this. It’s beautiful.” Apparently half jokingly, her husband
continues: “For us, hair is not important—for us, God is important.” Brunetti and Leopardi tell Al Jazeera that they
encountered similar indifference during their research for
Hair India: “People are donating their hair for a spiritual

Trading Hair, Trading Cadaver Tissue

reason as a sacrifice to God. For them hair was something
they got rid of and whatever may happen to it afterwards is
none of their concern” (Al Jazeera 2011).
Donor families, by contrast, are often intensely concerned about what happens to their loved one’s tissue. This
is evidenced by their reactions when they learn that the
tissue is not treated as they had wanted or expected. Some
are outraged by the fact that money has been made from
it: “I thought I was donating to a nonprofit. I didn’t know I
was lining someone’s pocket … It makes me angry. It makes
me appalled. If it’s not illegal, it ought to be. It’s certainly
immoral” (Katches et al. 2000). Others are troubled by the
physical and rhetorical transformation of donated tissues
into marketable products. A donor mother describes her
visit to a tissue bank facility:
Laid out on the table were several versions of glossy, colourful brochures describing the medical uses of the “products”; why this company’s “products” were better than the
competitor’s “products”; and how to order the “products”…
[An employee] picked up the “screw” and callously tossed
it down the table for us to view … My mind screamed out,
“that ‘screw’ is human bone—holy, human bone. That
‘screw’ came from someone’s loved one!” … I was horrified
at the callous disregard for, and cheapening of, the gift of
life. (Kulik 2004, 93–4)

Donor family organisations express similar concern about
the fate of donated tissue. In their Position Statement on Tissue Donation, the US National Donor Family Council claims
that “donated tissue must be used in a way that promotes
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healing for people with the greatest need” and urges the tissue industry to “[r]esist the tendency to make the generous
gift of donated tissue a commodity” (NDFC 2000).
In short, donor families care about how the body parts
they give away are later used whereas pilgrims do not.
However, this difference is not by itself sufficient to explain
why consent should be required for commodifying donated
tissue but not for commodifying sacrificed hair. A person
may care about the fate of something that she voluntarily
transfers to someone else without having an interest in what
she transfers weighty enough to require the other to obtain
her consent for later using it in specific ways. An example
from another context may help to illustrate the distinction I
am after. The seller of a used car may well care about how
the car will be handled after the sale. She may feel quite attached to the car and prefer that the buyer takes good care of
it. However, it would be strange to conclude that the buyer is
thereby committed to handling the car only in ways to which
the seller has consented—to driving it carefully or washing
it regularly, say. The reason, I think, is that the seller lacks
any relevant interest in the car once the sale is concluded.
So the mere fact that donor families care about how donated tissues will be used does not give them an interest
in these uses. It seems more likely that the converse is the
case. Families do not have an interest because they care;
instead, they care because they have an interest. That is,
the fact that they are so deeply concerned about future uses
of tissue might point towards a genuine, weighty interest in
such uses. It is then this interest that provides the reason
why their consent is required for using the tissue in certain
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ways. And conversely, if consent is not required for specific
uses of sacrificed hair it is because pilgrims lack a similar
interest, not because they do not care. This account points in
the right direction, I think, but it leaves key questions to be
answered. What might be the basis of such an interest? And
why does it obtain in one case but not in the other?

gifts a nd sacr ifices
It might be denied that the fate of the body parts that pilgrims
and donor families offer to God and tissue banks respectively should be of any concern to either of them. Have they not
by freely giving away these body parts renounced any further interest in them? Have they not granted the recipients
(or perhaps, in the hair case, their earthly representatives)
the liberty to use their gifts in whatever way they please?
This objection appears somewhat naïve in view of Marcel
Mauss’ (1990) seminal essay, The Gift. For Mauss’ point is
precisely that gifts are not gratuitous but rather surrounded
by obligations—not just in the archaic and distant cultures
that his analysis focuses on, but to some extent in modern
Western societies as well. Gift exchanges shape and sustain
strong and pervasive social relationships. Giving is obligatory in order to achieve or retain one’s place in such relationships. Conversely, when offered a gift, one is not free to
choose whether or not to receive it: failing to receive (just
like failing to give in the first place) amounts to rejecting
the relationship. And accepting a gift creates another obligation: one must reciprocate in the right way and at the right
time (ibid., 13–14, 39–42). These obligations to give, receive
and reciprocate make gift exchanges very different from the

307

Erik Malmqvist

308

clean transfer of property rights between buyers and sellers in the marketplace. In part, this is because gifts themselves are different from objects of market exchange. A gift
remains intimately related to the giver—“it still possesses
something of him” (ibid., 11)—which is why refusing it means
rejecting the giver while accepting it creates a bond to her
and necessitates reciprocation.
Mauss’ work seems to suggest a neat way of distinguishing between sacrificing one’s hair and donating a deceased
relative’s tissues, which also bears on the appropriateness
of consent and commodification in each case. Echoing the
received view of donated organs and tissues as bodily gifts, 10
this analysis regards tissue donation as an act of giving in
the Maussian sense. 11 Donor families have a genuine interest in the treatment of donated tissues because they retain
an intimate relationship to them, and accepting the tissues
creates a moral bond that commits recipients to using them
only in ways that families have consented to. Sacrificing
hair, by contrast, is not a gift exchange but a truly gratuitous
form of alienation entailing no such interest and no responsibilities on the part of recipients.
While appealing, this analysis is unfortunately too simple. Religious sacrifices may appear unconditional enough
at first glance, but Mauss is careful not to exclude them
from his analysis of reciprocal, mutually obligating gift
exchanges. Like other gifts, sacrifices sustain important reciprocal relationships—but with gods and nature rather than
with other human beings (Mauss 1990, 15–18). And a closer
look reveals that Hindu hair sacrifice is indeed situated in a
network of such reciprocities. To begin with, hair is offered
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to God in exchange for services already rendered or hopedfor future benefits. The family depicted in Hair India hope
that their sacrifice will help their son recover after having
damaged his eye. Another pilgrim tells Der Spiegel that she
shaves off her hair in order to thank Lord Venkateshwara
for having helped her husband to stop drinking (Sandberg
2008). Also, one temple official says that hair and money are
sacrificed to help the deity execute a duty of reciprocity of
his own: to pay off a loan he once took to finance his wedding (Angwin 2003).
If pilgrims have a less compelling interest than families
of tissue donors in the future use of the body parts they give
away, then, it is not because it is unimportant to them how
their sacrifice is received and reciprocated. Receipt and
reciprocity are crucial in both cases. However, the forms
of receipt and reciprocity that matter differ between them.
Sacrificing hair is a way of dealing with God; hence, the
response relevant to pilgrims has more to do with divine favours than with the fate of their hair in the mundane world
of commerce. Tissue donation is different. Giving tissue is
not (primarily) an act of religious devotion but a way to help
fellow human beings. The salient relationship is not to God
but to the patients expected to benefit from the tissue. So
whether or not gifts of tissue are appropriately received and
reciprocated does not hinge on divine providence but on the
use to which the tissues are actually put. Not only the actions
of final recipients are important in this regard. What tissue
banks and hospitals do to the tissue also matters because
they can be expected to act—and think of themselves as acting 12 —as “stewards” mediating the relationship between
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donors and recipients.
Thus understood, donor families’ interest in the future
use of donated tissue is an interest in how their gift is responded to by the final recipients and everyone else handling it before it gets there. And because one important way
to respond to gifts is to use them in ways consistent with the
will of the giver (Camenisch 1981), that interest provides a
reason why families’ consent should be required to commodify the tissue along the way. By contrast, consent from
pilgrims to the commodification of their hair seems less
important because they lack a comparably weighty interest
in responses from worldly recipients.
The idea that donor families have a weighty interest in
the future use of donated tissues may have far-reaching
implications for informed consent procedures. First, their
consent may be required not only for buying and selling
the tissue, but also for many other specific uses, such as for
research, education or cosmetic applications. Second, the
question could be raised whether families should not only be
informed about specific uses before deciding whether to donate, but also allowed to veto certain uses—that is, to donate
on the condition that the tissue is not used in certain ways
that it otherwise might. That would more strongly affirm
their continued interest in the tissue after the exchange.
Both requirements apparently contrast with current
practice. While the importance of informed consent in tissue donation is widely recognised, 13 it remains controversial
to what extent information about commercial and other specific uses of tissues should be revealed (Schulz-Baldes, Biller-Andorno, and Capron 2007, 942). And a recent US study
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suggests that opportunities to veto specific uses are usually
limited to education and research and do not include forprofit use (Siegel et al. 2009). Tissue banks may be reluctant
to provide donor families with more extensive information
and expanded opportunities to restrict uses. But such measures may be difficult to avoid if their commitment to good
stewardship of the gifts that they receive is to appear more
than skin deep.

beyond consen t: gi v ing a nd get ting back
One important way in which the cadaver tissue trade differs
ethically from the trade in sacrificed hair, then, is that it
requires a more robust consent from those who give away
the body parts in question. However, thinking about the two
practices in terms of giving, receiving and reciprocating
gifts also brings out another important difference between
them.
While divine favours are of primary importance to pilgrims, they can also expect benefits of a more down to earth
kind. We have seen that sacrificed hair generates large revenues for the temples. These revenues are used not only to
fund schools, hospitals, and different kinds of charity, but
also to provide the pilgrims with food and accommodation.
Now, the odd meal and shelter for the night may themselves
seem like rather minor benefits. However, these services
may be crucial because they give pilgrims the opportunity
to realise a good of far greater importance—the pilgrimage
itself. Without them many would probably find it difficult
or even impossible to undertake the trip. By offering their
hair, then, pilgrims contribute to a practice from which they

311

Erik Malmqvist

312

themselves stand to benefit very significantly. Importantly,
the benefits that they receive are contingent on the commodification of their hair. If the temples did not sell the hair,
they would have fewer resources for receiving pilgrims.
Families of deceased tissue donors, by contrast, do not
seem to benefit in any such direct way from the commodification of the donated tissues. It is true that many donor
families value the opportunity to give something that might
save or improve the lives of others, and that they might be
said to benefit from donation in that sense (Kulik 2004,
Moyer 2004). However, this opportunity is not contingent on
the subsequent commodification of their gift. The tissues
could in principle be put to equally beneficial uses even if
nobody made money from them along the way. 14 There is
no alignment between donor families’ ambition to help others and the interest of tissue banks in making money. It is
not surprising, then, that many families feel alienated when
they learn that their gift has been turned into a commodity.
This suggests that obtaining donor families’ consent for
specific uses of tissue may not be sufficient for adequately
receiving and reciprocating their gift. It may also be necessary to offer something in return. But what? Direct payments
seem ruled out insofar as the tissue is understood as a gift—
exchanging something for an immediate monetary reward
is not giving but selling. Rather than paying for tissues, the
industry might commit some of its profits to organisations
that support donor families (cf. Kulik 2004, 97). This would
make the commodifiation of tissue more directly aligned
with donor families’ interest. However, economic support
from the industry would put such organisations in an un-
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stable position, making them dependent on precisely the
commercialised understanding of the body that they reject
(NDFC 2000).
Another way to reciprocate a gift is to recognise the
giver behind it. 15 However, recognition sits uneasily with
commodification because commodities are essentially fungible (Radin 1996, Wilkinson 2003). In a paradigm market
exchange an item of a particular kind is just as good as and
replaceable with any other item of the same kind. Making
body parts objects of such exchange consequently involves
downplaying their individual particularities, including
their origin in individual donors. Commodifying body parts
requires “disentangling” them from individual bodies and
social relations, thus allowing them to acquire new value
and significance elsewhere (Callon 1998; Waldby and Mitchell 2006). This disentanglement is particularly thorough in
the case of skin and musculoskeletal tissues because these
tissues are often transformed into products bearing little
trace of any human origin at all. Labelling and presenting
such products in ways that recall that they are derived from
donated tissue could perhaps provide donor families with
some form of recognition (NDFC 2000). But that recognition
is highly general and impersonal. It can only extend to donor
families as a group and thus hardly constitutes an affirmation of an individual donor’s contribution to an individual
recipient’s health.

stimul ating sh a dy sourcing?
So far the global trade in Indian temple hair has played a
contrastive role, providing a relatively unproblematic back-
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ground against which the ethical concerns with the commodification of cadaver tissue stand out more clearly. But
the temple hair trade may not be quite as innocent as I have
assumed. I now turn to a concern about that trade left out
from my previous assessment but worth a closer look. Again,
a comparison between the two practices will be instructive—this time because it brings out similarities rather than
differences between them.
Although Great Lengths and other high-end brands claim
on their websites that they get their raw material exclusively
from Indian temples, the hair extension and wig industry as
a whole relies on a variety of sources. One TV documentary
features an impoverished family just barely making a living
out of collecting and selling discarded hair from garbage
heaps (ABC 2010). Some hair collectors approach Indian village women directly, offering them trinkets for hair shed
from grooming or small sums of money for whole tresses.
There are even reports of women being forced to shave their
heads by collectors or by their own husbands (McDougall
2006). Similar practices have been reported from Brazil
(Sandberg 2008).
These reports may give reason to qualify the earlier
assessment of the commodification of sacrificed hair as
largely innocuous. One might worry that the temple hair
trade, while itself obtaining its raw material in legitimate
ways, might stimulate other, much shadier ways of sourcing
hair. 16 This concern involves two components that are best
assessed separately. The first is the normative claim that
these alternative ways of obtaining hair are in one way or
other illegitimate. The second is the empirical claim that an
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otherwise legitimate trade contributes to such illegitimate
practices.
As to the first claim, it seems uncontroversial that some of
the ways that hair collectors reportedly obtain their hair are
wrongful. Forcing someone to give away her hair is clearly
a serious violation. Others are more difficult to assess, especially in view of the scarcity of detail in the reports. One
might think that it is degrading that impoverished people
have no other way of staying afloat than to collect and sell
discarded hair, while thinking that it is better that they have
this degrading option than no option at all. One’s quarrel
may not be so much with such options as with the poverty
that makes it attractive for people to pursue them (Radin
1996, ch. 9). And the choice to sell one’s hair cheaply is not
necessarily coerced or otherwise involuntary because it is
made out of poverty. 17
Assuming, however, that hair is sometimes obtained in
illegitimate ways, is there reason to think that the temple
hair trade contributes to this state of affairs? It might not
be so far fetched to think so, although the driving forces of
illegitimate hair collection are admittedly likely to be complex. It seems implausible that these practices would exist
at all if there were no demand for human hair or if that demand were readily satisfied by hair from legitimate sources.
There would be little point in collecting hair if nobody were
prepared to buy it.
Also, it is unlikely that the demand would be as strong as
it is if not for the temple hair trade. Just a couple of decades
ago, temple hair was used to fill mattresses and make oil
filters (Sandberg 2008)—now it is a valuable commodity, “up
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there with gold and silver and platinum without a doubt,” according to David Gold, founder of Great Lengths (ABC 2010).
The key to the tremendous success of his company appears
to be precisely its successfully turning something relatively
valueless into a precious item of trade. Gold is widely regarded as a pioneer who founded an entire line of business
by discovering and patenting a way to make hair extensions
stick to natural hair. He says that nobody else saw a future in
hair extensions when he took up the trade in the early 1990s.
But now business is booming. Anybody who is anybody in
the world of celebrity reportedly uses extensions, a muchadvertised fact that helps ensure that ordinary consumers
follow suit. And demand for Great Lengths extensions—the
most prestigious on the market—far exceeds supply (ibid.).
In view of this, the legitimate hair extension industry
seems hard put to completely distance itself from illegitimate hair collection practices, even though it does not get
its hair from these sources. There would be little shady hair
sourcing if human hair was not in high demand and little
demand if the industry had not found a lucrative use for the
hair and did not effectively market their product.
Turning now to the case of transplantable tissue from
dead donors, do similar concerns make sense there? Assuming for the moment that established practices for buying and
selling tissue are morally legitimate, might one nonetheless
worry that these practices stimulate shadier ways of obtaining tissue? As with hair for extension and wigs, tissues for
transplantation have sometimes been collected in ways that
most find outrageous. 18 In 2008 a New Jersey dentist pleaded
guilty to operating a $4.6 million enterprise consisting in
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plundering tissues from funeral-home corpses and selling
them to legitimate tissue processors. The dentist and his accomplices had not only harvested numerous corpses without families’ consent but also forged medical records and
consent forms, thereby introducing infected and otherwise
substandard samples into circulation (Feuer 2008).
Could the market in tissue for transplantation stimulate
such abuses? The transplant tissue business admittedly differs from the hair industry, which makes a straight analogy impossible. While making hair extensions and wigs
is technically rather straightforward, the processing and
storing of tissue requires specific expertise possessed by
a relative few. There are probably not many counterparts
to the manufacturers of low-end products common in the
hair case. So tissue thieves may find it more difficult than
illicit hair collectors to find buyers for their ill-gotten goods.
Also, they themselves need to possess much more specific
skills and specialised equipment in order to obtain sellable
material. These factors may make tissue thefts more complicated than illicit hair collection. But they were apparently
not enough to discourage the New Jersey dentist, who had
both the requisite skill and equipment and the necessary
contacts with buyers in the tissue industry.
Further, a more general lesson from the hair extension
case applies to the tissue case as well. The success of the tissue industry, like that of Great Lengths, hinges to a large extent on turning new things into valuable commodities. Tissue and other biotechnology enterprises make body parts
useful in new ways, creating an unprecedented demand for
them that they can commercially exploit. These body parts
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thus become attractive for legitimate as well as illegitimate
forms of acquisition. As Lori Andrews and Dorothy Nelkin
(2001, 159) point out, the increasing usefulness of the body
for different purposes makes it an increasingly attractive
object of theft and illicit traffic. But the mere usefulness
of something is less likely to motivate such abuses if that
usefulness is not also reflected in a price. Treating physicians may be tempted to steal transplantable tissue by its
therapeutic utility alone, but few others are likely to contemplate theft if they cannot exchange the tissue for something
useful to themselves—money. The complex transnational
networks of potential buyers and sellers of tissue currently
surrounding transplantation provide ample opportunity for
such exchange. Such a market system may be unavoidable
or advantageous in other respects (Mahoney 2000), but it is
not far fetched to think that it might stimulate shady tissue
sourcing.

conclusion
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Recall the question posed at the beginning of this paper:
given that the commodification of hair from Hindu pilgrims
seems quite innocent, why think differently about the remarkably similar commodification of skin and musculoskeletal tissues from dead donors? I have suggested that the
salient differences between the two has less to do with what
body parts are given away for trade than with why they are
given and with the wider practices within which they are
traded. Hair is offered to God, tissues to a worldly recipient—
a difference that gives donor families a stronger claim than
pilgrims to know about and restrict how their gift will be
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used. Further, the trade in temple hair benefits pilgrims
in the sense that it facilitates their pilgrimage. The commodification of tissue is not comparably responsive to donor
families’ interests, and perhaps it needs to be made more so
if their gift is to be appropriately reciprocated. Recognition
and economic support to organisations that represent these
families are two possible forms of reciprocation, neither of
which is unproblematic.
Differences aside, the discussion has also brought out
a possible disturbing similarity between the two forms of
body trade. Concerns have been raised that the temple hair
trade, while obtaining its hair in legitimate ways, nonetheless stimulates illegitimate hair collection. Similar worries about the tissue market may not be misplaced, for that
market also increases the attractiveness of the body parts
in question.
This last point is worth emphasising because it sheds
doubt on a commonly told story about markets. Legal markets in contested commodities are often defended as a way to
prevent the abuses that black markets are prone to. A major
argument in favour of legalising kidney sales, for instance,
is that legalisation would make it possible to regulate the
already existing black market in ways that protect vendors
from exploitation and recipients from inferior kidneys
(Radcliffe-Richards et al. 1998; Wilkinson 2003). My analysis suggests that the relationship between legitimate and
illegitimate markets is more complicated than that—indeed,
that it may sometimes be quite the opposite to what market
enthusiasts claim. Legitimate trade may stimulate rather
than discourage illegitimate forms of exchange.
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More generally, I hope to have underscored the importance of looking beyond particular exchanges when articulating the ethical limits of different forms of market
exchange. Trade in body parts and other contested commodities sometimes raises obvious and immediate concerns
about harms to individual buyers and sellers. But one should
be careful not to overlook broader, subtler, and more longterm effects that it may also have (cf. Satz 2010). Worries
about how markets shape society and culture are not new of
course, and not easy to make sense of, but not therefore any
less worthy of reflection.
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“I had to leave”
Making Sense of Buying a Kidney Abroad
S ara B erg l und
S usanne Lundin

background
In Sweden, the average waiting period for a kidney transplant is approximately two years. To be considered for such
an operation, it is required that the patient be deemed well
enough to undergo the surgery, which far from everyone
ever is. Also, the patient has to be so sick that dialysis is the
only possible alternative to a transplant. Dialysis constitutes
a demanding treatment, which in its most common form
takes place in hospital (haemodialysis). By means of a machine that the patient is hooked up to, the blood is cleansed
of waste products for, on average, four hours at a time, three
days a week. 1
Before the patients are entered on the waiting list for
transplantation, 2 many have already been suffering from
renal failure for a long period of time and are being treated
with dialysis. Often there is an underlying disease that has
broken down the kidney function—diabetes, for example —
which means that the actual anamnesis may stretch over
several more years, resulting in physical as well as psycho-
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logical suffering and reduced or no working kidney capacity.
A new organ does not automatically mean that life returns
to normal, but for the majority it creates greater freedom
and well-being. It is not only about regaining health but also
about the chance of avoiding dialysis treatment, which constitutes a strong motivational factor for patients to undergo
transplantation.
The waiting and the uncertainty about whether a suitable kidney will appear may cause spells of frustrations
and sometimes even suspicions that priority on the list is
being compromised. 3 A small portion of the patients choose
to circumvent the Swedish transplantation system by going
abroad, paying large sums of money for the surgery. In the
last ten years, some thirty persons have chosen of their own
accord the alternative of purchasing in another country,
and after a period of time abroad returning to Sweden with,
a transplanted kidney. 4 Sometimes the treating doctors in
Sweden have been aware of the patients’ plans and have
had the opportunity to speak their minds, but most often
not. In almost all cases the patients are Swedish citizens
with another ethnic background, and many of them were
born outside Europe. The transplant trips have been made
to home countries or to another country well known for its
organ tourism. 5

322

Aim, methods, and theoretical considerations
This article is based on a pilot study of the stories of Swedish patients who have had a kidney transplant abroad. 6 Our
focus is on how people who have been transplanted abroad
talk about and handle the dilemma that may arise due to the
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transplantation trips. Our starting point is taken in what Arthur Frank describes as the postmodern phenomenon that is
characterized by people’s awareness that “more is involved
in their experience of illness than the medical story can
tell,” and that there is a need to give a personal voice to these
experiences (1995, 6). Thus, we start from a perspective that
focuses on how people assign meaning, give a personal
voice, to their decision to seek alternatives to waiting for
an organ on the Swedish waiting list and to be transplanted
abroad. We will use the concepts of narratives and sickness
narrations to understand how our respondents talk about
their decisions, emphasizing that narratives are culturally
embedded (Hänninen 2004). As Charis Thompson (2005) argues, the individual is dependent on an ontological entwining between ourselves and our environments which has an
impact on our self-understanding and our self-narratives
(cf. Lock and Nguyen 2010). It is against this background that
we consider how the respondents interpret and narrate their
experiences.
Serving as a basis for the study are in-depth interviews
with three men who have undertaken a transplant trip
abroad, and interviews with hospital staff represented by
doctors and curators at the kidney clinics of the hospitals in
Huddinge and Lund. 7 We focus on the recipients, and these
persons will be referred to from here on by assumed names.
Those whose kidneys they have received have not been interviewed. 8
This article is structured in four main sections. After
this background, we will present the respondents and the
cultural contexts that might influence how the narrations
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are constructed. Then we go on to discuss how the narrations are structured and what arguments the respondents
use to give meaning to their act, i.e., paying for an operation
abroad. Finally, we end with a concluding discussion.

the r esponden ts a nd their cultur a l con text
In this section, we will begin with brief introductions of the
transplanted respondents on whom our study relies, and
their histories as kidney patients. We will then go on to discuss what cultural context their narrations are embedded
in and related to.
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Presentation of the respondents
The three respondents have all been registered on the Swedish transplant waiting list, but have chosen of their own accord to travel to countries where, in exchange for money,
they have gained access to medical care and a new organ
on relatively short notice. Like the majority of the other
Swedes who have had a kidney transplant abroad, they are
first-generation immigrants born outside Europe. 9
The first respondent is Shaban, who was born forty-nine
years ago in Iraq. He came to Sweden as a refugee in the
early 1990s, with his wife and their baby boy. Ten years later
the family had expanded with three more children, and Shaban himself had become a craftsman and even the owner of
two handcraft stores.
But Shaban was not healthy. When he got to Sweden he
was already suffering from the chronic rheumatic disease
SLE. One consequence of this may be impaired kidney function, and in the middle of the 1990s this happened to Shaban.
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When the renal failure was discovered, the kidneys were
estimated to have only 20 per cent function. With the help of
a strict diet he managed to postpone the need for dialysis for
a couple of years, but eventually he became dependent on
treatment. He dealt with the dialysis at night so he would be
able to work during the day. Even though, initially, it worked
quite well to combine dialysis with work—for example, Shaban spent part of the dialysis working —it was not long before
he found it necessary to sell one of his shops. The disease
and the treatment were too exhausting.
Shaban underwent his transplantation in Pakistan in
2005. The operation was arranged with help from one of
his brother’s employees in the US, whose brother in turn
owned a hospital in Pakistan. Shaban got his kidney from a
living donor, a total stranger to him. After the operation he
managed to arrange a meeting with the female seller, and
handed over the money himself.
The second respondent is Aamir. He is about sixty years
old and was born in Iran, from which he went to Sweden
thirty-five years ago. He originally came to get an education,
but when the revolution hit his home country he decided to
stay. Aamir married, but never had any children.
His kidney disease, which is hereditary (his mother and
brother both died of the same disease), broke out in the 1970s.
Aamir managed without dialysis for a long time, but when
cardiac problems also entered the picture some ten years
later he lost his ability to work. From then on his condition
gradually worsened, the physical pains became harder to
bear, and in the interview he describes how his quality of
life was reduced considerably. The dialysis treatment that
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started in 2000 also became unusually time-consuming. Six
hours at a time, four times a week, Aamir was hooked up to
the dialysis machine. During the four years that this took
place, the side effects, including eczema and severe rashes,
became more difficult. The disease and the treatment left
not only physical scars but social ones, too. Aamir talks
about how the tiredness and the pains made him easily irritable, and his ability to maintain friendships disappeared.
The only person he socialized with in the end, except for
medical staff, was his wife.
Aamir finally had his operation in his home country, in
2006. Since he customarily went to Iran every year for a long
vacation, he had a treating doctor there. It was through him
that Aamir could be entered on the Iranian waiting list and,
shortly after that, be offered a kidney. 10 His donor was a deceased person, a twenty-five-year-old man who died in a
motorcycle accident.
The third interviewed patient is Bahir, born in Lebanon
fifty years ago. He came to Sweden in the 1980s, and lives
with his wife and two children. Soon after he arrived as a
refugee, he started an education which led him to his current work with urban development.
Bahir’s anamnesis started when he developed Mediterranean fever11 in the early 1990s. The condition may trigger
kidney failure, but with the help of medication the disease
was curbed for some ten years. When severe and repeated
colds occurred around 2001, his body could no longer resist; his kidney function very soon broke down and Bahir
started dialysis. Like Shaban, Bahir chose to be treated at
night in order to avoid neglecting his work. Bahir says that
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he changed as a person, and describes his social life with
friends and family as strongly affected.
The transplantation was performed in Pakistan, in 2005.
Bahir says he got his kidney from a distant relative, as a
way to pay back earlier help from Bahir’s family. There
were large costs involved in the transplantation, and his
mother had to sell a piece of land to be able to pay for all
the health-care expenses. Whether the organ provider also
got some financial compensation, Bahir says, he does not
know.
The medical and cultural context
To understand the respondents’ decisions, it is necessary
to recognize that narratives are culturally embedded. In
this case there is an ethical norm at work regarding, for
example, how medical treatments such as transplantations
involving other individuals should be conducted. Constructing narrations about sickness and decisions to go abroad to
get transplanted means being forced to deal in some way
with this norm.
The idea that kidneys, like other bodily organs, are to be
treated like gifts in being transferred from one person to
another is deeply rooted in cultural norms (see Gunnarson
and Schweda and Schicktanz in this volume). In Sweden, as
in large parts of the world, it is illegal to buy and sell organs.
Body parts of human beings are not to be objects for financial transactions, which means that transplantations are to
be based on donations only (SFS 1995: 831). However, despite
the ban on organ trade within the country, it is not illegal for
Swedish citizens to buy organs abroad. 12
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The main prerequisite, according to Swedish law, for
body parts to be used as resources, as in the context of transplantations, is that individual persons give their consent to
donate their bodies in the event of their death, which—put
in relation to the demands for organs—too few are prepared
to do or even consider. 13 With respect to kidneys, the prerequisites differ somewhat compared to other organs, since
living donors may be used. This creates great opportunities, because anyone who is considered medically suitable
to donate can contribute to improving the health and life
situation of a relative, a close friend, or an unknown recipient. At the same time, the high level of demand for the body
and its organs may lead to kidneys being transformed from
gifts or resources to commercial commodities—which in
turn may create semi-legal and downright illegal phenomena like transplant tourism and organ trade (see Malmqvist
and Waldby this volume).
Within the medical profession, the general view of paid
transplantations abroad is very negative. When patients
bring up the topic in meeting with Swedish treating doctors,
the latter will dissuade patients from trying to acquire a new
kidney on their own. The reasons for this are twofold. First,
the act is dubious relative to ethical aspects. In countries
where these kinds of operations take place and where it is
possible, with the “right” connections, to buy both a kidney
and medical care, the conditions of the organ sellers are often very bad. Experiences from Pakistan, India, Indonesia,
and the Philippines show that they are rarely offered any
medical aftercare, and that the financial compensation is
very low. The largest part of the money paid by the organ
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recipients goes to the hospital and the kidney traders. As
our and other empirical studies from Eastern Europe, the
Middle East, and Asia show, there are documented examples of providers who have faced organized crime and have
had their economic compensation stolen from them or have
not received any at all (Lundin 2010; Sanal 2004; ScheperHughes 2000, 2001a, 2008; Sågänger 1994).
Second, paying for transplantation abroad might be problematic relative to medical aspects. As the internationally
developed policy document The Declaration of Istanbul,
among others, points out, it is a risky venture also for the
patients who want to buy a kidney, since there are no guarantees that they will receive a functioning organ. 14 That
there are risks with unknown organs is also emphasized by
the interviewees in Swedish medical care. For instance, a
doctor who works at the kidney clinic in Lund claims that it
is not only the ethical issues that should restrain presumptive buyers but also medical aspects, saying, “It is enough to
reason strictly from the recipient’s point of view that there
is such a large risk of serious complications, including HIV,
because you don’t know what quality and standard the clinic
[abroad] has.” He mentions one of his patients, a woman from
Somalia, who went to Pakistan to get a new kidney. After the
operation it turned out that the organ was non-functioning,
and she had to do it all over again back in Sweden. In addition to the costs involved in the transplant trip, she exposed
herself to great risks and personal suffering.
Since the act of paying for transplantation is highly stigmatized morally, those who actually have been transplanted
abroad rarely want to tell their story truthfully. The conse-
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quences are instead that hospital staff make their own assumptions about the course of action—assumptions based on
fragments of the narrations of the transplanted persons and
on culturally based values regarding patients born in Sweden and patients born abroad. As a surgeon at the transplant
clinic at Karolinska University Hospital claims, it is often
“pretty obvious that the patient has bought an organ, but the
patient does not always tell us that” (Vetenskapsradion 2011).
Hence, there are far more suspicions about organ purchases
having taken place than there are actual stories.
This medical and cultural context can be described as
a field of norms, prohibitions, and opportunities, which together form the moral guideline: “Organs are to be regarded
as unique gifts and not as commercial objects.” Since the
respondents actually have paid for their operations, and in
one or two cases also for the kidneys, this has to be taken
into account in creating their narrations about transplantation abroad. As will be discussed, the respondents’ narrative
work is done by telling the stories in a way that make sense
to themselves and is meaningful to others, that is, statements in which they stand as intelligible moral subjects
(Zeiler, Guntram, and Lennering 2010).

ta lk ing a bout the decision

330

In this section we will discuss how the sickness narrations
are constructed and how respondents give meaning to, and
legitimize, their decisions to pay for a kidney operation
abroad. We have distinguished three different main arguments in the narrations, each confronting the cultural and
medical context in which they occur. These are the existen-
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tial argument, the argument of normality, and the argument
of discrimination, and will be further discussed below.
Constructing the sickness narrations
The narrations we have been told are very similar in the
way they are constructed. All of them focus mainly on the
pre-operation period in the respondents’ lives, when the
kidneys were non-functioning and the patients were dependent on dialysis. Even if some years have gone by since
the transplantations, this period still seems to be very vivid
in the respondents’ memories. When describing themselves,
their former and recent life, they continually do it by referring to this period of sickness.
Apparently, the kidney disease has become a large part
of their personal histories. After so many years of being unhealthy and in need of medical care, it seems inevitable that
the sickness has had an impact on the identity. All aspects of
the respondents’ lives have been affected by it. It has made
not only bodily scars but also social ones. As the disease
grew worse, their family lives, as well as their working
lives, changed.
One example comes from Bahir. During the interview
he shares a lot of aspects about how his life changed when
he got sick. He describes in detail the reactions from his
surroundings, how his family and his employer as well as
neighbours and authorities treated him and even changed
what they expected from him. Bahir also talks about his
own experiences of being a patient and highlights feelings
of pain, frustration, and even sorrow. His story is filled with
disappointments and also criticism of Swedish society and
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medical care. The turning point in his story comes when a
planned living donation from a relative gets cancelled. “I got
crazy,” he says.
Up to this point, Bahir’s story has been loaded with emotions and details. But now, at the same time as his role in
the story turns from being passive to active, something happens. Only briefly, and in broad terms, he describes the trip
to Pakistan where he finally got a new kidney. The narration, which had previously borne a great personal imprint,
gets more abstract, and Bahir brings the topic of conversation to a close soon after.
Shaban’s and Aamir’s stories are similar to Bahir’s. Although the contents of the sickness narrations differ, their
forms are very much the same. It is the time up until the
transplantation that the respondents want to talk about, and
feelings of pain, desperation, frustration, and finally alienation from the Swedish medical care system are frequently
described.
For many people, receiving an organ may involve a feeling of personal change, which can influence how the transplanted person functions in his or her social context. Studies
show that it is partly a subjective experience, a feeling that
the organ provider15 somehow lives inside the recipient, and
partly a social one, meaning that relationships with family,
society, and medical care are affected (Sharp 1995; Waldby
2002, 241). At the same time that the bodies and the organs
are depersonalized by the medical care, the patients are
giving them new life by creating stories around them. As
pointed out by many scholars, including Lock and Nguyen
(2010, 245), the organs thereby acquire a biography of their
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own, and many recipients spend a lot of time thinking about
the provider and his or her characteristics, like sex, ethnicity, skin colour, personality, and social status.
Strikingly, none of our respondents describe the organs
as parts of other individuals any longer. Nor do they seem
to be interested in talking about the providers from whom
they got their organs. Even when they are asked, this topic
seems to be rather unproblematic for them. Instead, they
show a rather instrumental attitude and give the impression
of having integrated their organs with their own person and
having more or less released them from their former carrier.
The kidneys, along with the scars on the abdomen testifying
to the operation, appear to have become self-evident parts
of their current identity. Of course, one has to take into account that some years have passed since the operations. The
mental release separation from the provider might constitute a step in a process of creating distance from the act of
transplantation, necessary in being able to live a normal life
again. But at the same time that the need to talk about the
provider and the actual organ seems to have vanished, the
willingness to share the experiences of being sick from renal failure and in need of dialyses is still there.
One way to interpret this situation is to look at the narrations as conscious means to legitimize and bring meaning
to the act of paying for an organ and medical care abroad. As
we have seen, within Swedish medical care there is a negative attitude towards transplants abroad, which is founded
on medical and moral grounds. Bahir, Aamir, and Shaban
are well aware of this attitude, and also tell us that they
share it themselves.
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Their worries before the operation concerned non-sterile
hospitals, malpractice, and bad organs. Even after having
successful transplantations, they all believe that organ trade
should be prohibited because of the risks it involves for the
receiver as well as the potential seller. The solution to go
abroad for a kidney is not a good one, they say, but in their
case “there was no choice.” This means that being against
an action on the level of principle does not mean that the
individual has to be opposed to it on a personal, contextual
level (cf. Bauman 1992; Frank 1995).
The moral and the medical views are closely related to
each other, and the decisions to go abroad were taken in a
conflict situation, where the respondents felt that the Swedish medical care system had let them down; instead of getting new kidneys, the respondents felt pain, frustration, and
disappointment. In the end, they abandoned the waiting list
and acted against the prevailing norms. Still, in trying to
make sense of this controversial decision (getting a kidney
on their own), strong arguments have to be used. Of the
three different arguments that permeate the narrations, the
existential argument is perhaps the most obvious one.
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The existential argument
The power of a story lies in being both unique to the individual and universal, and thereby recognizable to the
environment. This means that our respondents talk about
their own, and personal, sickness experiences by adapting
narrative types that culture make available (Frank 1995, 75).
One such narrative type can occur when people are at risk
of dying, and it gives rise to a very special language and
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narrative, the language of survival (cf. Bauman 1992). Aamir
illustrates this when describing how he experienced his life
before the transplantation:
It doesn’t feel very… when you have ended up in dialysis
between life and death. It’s difficult to say that when you are
healthy, when you drink and you pee and you… How does it
feel for someone who can’t drink or pee? It is unbelievable,
actually, not possible for a healthy person to understand.
But when you have had that rash for four years, bloody hell
it’s fucking painful, then you’ll do anything. Either you die
or you do something about it. It’s not possible to live such a
painful life, it’s not possible. You don’t live… or you live, but
you don’t have a life.

He further says that his life had no meaning anymore, that
he had lost all his friends and could not manage to live with
all his pains and rashes any longer. Even if he was afraid
that he would not survive the operation, he tells us that he
would rather have died under the knife in his home country
than lived on under “the torture of dialysis.” Shaban is still
more explicit when he argues that, for him, buying a kidney
was a choice between life and death:
I’m not the kind of person who wants to buy from other people, but I had to. I had to choose between two [scenarios]—
that I died and left my family and work here, or that I started
life again. So I had to leave.

The idea that death is the only alternative to a transplant returns when Aamir talks about a fellow patient of his. Unlike
him, this man bought his kidney from a living donor in Iran:
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“I believe he paid five–six thousand dollars. At least that’s
what he told me. I didn’t ask more about it, because he had
to do it, right, because he was going to die, as simple as that.”
The existential argument can be summarized as “I did
it because I did not want to die,” and it is hard to counter.
How can someone, otherwise maybe sentenced to death,
be blamed for grasping the only possibility left to live? The
will to live is easy to sympathize with and gives meaning to
the transplant trip. Therefore, it is also a leading argument
through the narrations. But it will be backed up by two more
main arguments.
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The argument of normality
As a broad range of studies emphasize, normality is often an
important point of reference when people are giving a voice
to their sickness (Frank 1995; see also Amelang et al. 2011).
What will be counted as normal is not a matter of fact but is
under constant negotiation in relation to the socio-cultural
context. Ideas about normality, as well as about abnormality,
are culturally constructed and closely related to the social,
political, and moral order (Lock and Nguyen 2010). Frank
(1995, 77) points out that our contemporary culture treats
health as the normal condition, and something that people
ought to have restored. This means that sick people not only
seek recovery, but that they are confronted with society’s
expectations of hearing restitution stories.
When mentioning the lives before the transplantations,
the three narrations are filled with personal testimonies of
bodily feelings of pain and a sense of living in some kind of
state of emergency. As Aamir puts it, “You live, but you don’t
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have a life.” Living on dialysis is described as living in an
exception—far away from normality. The body doesn’t work
normally; neither does the mind. Bahir says:
According to what I think, I’m a pretty normal person,
maybe boring too. But after dialysis the whole body was
affected. Every cell in the body was affected. And when I
went home to sleep, it was almost like going into the grave.
A black grave, actually, I’ve felt some days.

In addition to the physical experience of being sick, the incapacity to work full time and provide for the family deepens the sense of being abnormal. The context of normality
thereby functions as an aspect to relate the stories to, showing how unfulfilled and unsatisfied the respondents’ lives
were, because of the sickness. Both Shaban and Bahir talk
about a lot of frustrations connected to their working lives,
and use the term “responsibility” as a key word. Again and
again, Shaban points out in the interview that he had a responsibility not only towards his family but also in relation
to his employees and customers. As a severely sick person
dependent on dialysis he was not the only one suffering; the
same applied to his surroundings.
Bahir often returns in the interview to the necessity of
taking care of himself and not imposing on someone else, of
being a good citizen and being able to support his family. He
says that because he is an immigrant in Sweden, he wants
to prove his independence and pay “his own way,” but when
the disease struck and his energy started to falter, it became
increasingly difficult to live up to these high demands. For
both of them, the decision to travel abroad to be transplanted
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was therefore presented as an attempt to regain control of
the situation, and to live up to the responsibility and the
tasks they believed were required of them. From the way
they put the experience of now being able to work again,
almost as much as before the dialysis, it is obvious how important this is to their identity.
A distillation of this argument might therefore be “I did it
because I wanted to live a normal life.” As we have discussed
in previous studies, going from being a healthy person to a
sick patient involves a transformation, where parts of the
former cultural belonging and identity will get lost (Lundin
2002). At the same time, new belongings will appear, connected to the role of being dependent on medical care. From
both an individual and a societal view, this new identity and
self-image are pictured as rather abnormal. As Amelang et
al. (2011, 17) note, for many transplanted people, the possibility of returning to work is a central means to individual
normalization. Thus, struggling to get healthy again also
means a seeking for normality.
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The argument of discrimination
A further argument for the decision to pay for transplantation is connected to the respondents’ feelings of otherness.
As we have seen, Bahir, Aamir, and Shaban are immigrants,
born outside Europe. They have lived and worked in Sweden
a long time and speak the language well. They are all aware
that the medical care system is not allowed to discriminate
against anyone on the basis of origin or skin colour, and that
all individuals registered on the waiting list for transplantation are to be treated equally. Yet they seem to find it hard to
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let go of the feeling that maybe they are not treated the same
way as native Swedes in the same situation.
They describe nagging suspicions about being disfavoured and talk about events over the years when they have
felt discriminated against and looked upon as non-Swedes
by officials of government authorities as well as medical
staff. One such situation is when Shaban’s sister was stopped
from coming to Sweden to give him one of her kidneys. He
tells us that the idea was that the sister would travel to Sweden, where the transplantation would take place, but that
she was not granted permission to enter the country. Shaban interprets this as fear on the part of the authorities that
his sister would stay in the country, which he claims was a
preposterous suspicion. Another situation arose when Bahir
was taken into police custody on suspicions of drug abuse.
He, himself, is convinced that it was his ethnic origin that
prevented the police from listening to his story of how medication and dialysis affected him and made a urine sample
impossible, and claimed that they drew their own hasty conclusions based on culturally founded prejudices.
Alienation from the Swedish medical system seems to
be a result of these feelings of being discriminated. The respondents lost their trust in the waiting list, afraid of being
removed from priority. Similar motives and experiences of
distrust are highlighted in several other studies with respect to immigrants encountering the Swedish health-care
system (see Fioretos 2009; Sachs 1983). Often this is caused
by insufficient understanding between the patients and the
medical staff when it comes to each other’s language and
culture. These feelings of distrust might make for a shorter
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step for the patients in starting to look for help outside Sweden, especially in their native countries. Cronin et al. (2011)
point out that the shortfall in donated kidneys has prompted
patients to source organs from abroad, and that patients who
travel to their native countries for transplantation usually
feel a greater familiarity with and trust in those countries’
systems. Our respondents point out that they had to act by
themselves, but that they took help from their own networks
back in their home countries. “I did it because the Swedish
doctors did not help me,” the argument of discrimination
can be summarized.

conclusion
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In relation to the medical and cultural context, our respondents acted in a morally problematic way when they left the
Swedish waiting list and paid for an operation abroad instead. The moral guideline stipulates that organs should be
seen as gifts, not commercial objects. Even if the respondents have not actually broken the law, their acts are stigmatized and condemned on ethical grounds within the healthcare system as well as in society at large. The arguments
listed above help the respondents deal with the ambiguous
situation in which they find themselves—as involved in
international commercial organ transplantations. These
arguments make it possible to engage in dialogue with the
prevailing cultural and medical context.
As discussed above, the three transplanted men, Bahir,
Aamir, and Shaban, each describe themselves as critical of
kidney trade from the perspective of principle. But, simultaneously, when it comes to themselves and their own health
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and survival, they take another stand (see Lundin 2002). We
know for a fact that Shaban bought his kidney from an unknown donor, while Aamir was given his. It remains unclear
whether Bahir paid only for medical care or for the organ,
too. Regardless, they have all paid large sums of money for
their trips and operations, without any kinds of guarantees
beforehand that the transplants would be successful or that
their bodies would accept the new organs. To legitimize and
give these controversial actions meaning in a cultural context seems to be the main quest of their sickness narrations.
The ambivalence between the level of principle and the
personal contextual level is not unique to this material but
becomes evident in surveying people’s attitudes towards
several different kinds of biotechnologies. We have seen in
previous studies that xenotransplants, stem cell research,
and cloning are techniques that may be celebrated and
questioned at the same time (Lundin and Åkesson 1997).
People may be generally negative towards different kinds of
medical procedures or medical tourism but accept them in
specific situations. 16 One moment you might talk about the
unnatural procedures of technology in people’s lives and its
unethical use when other people’s bodies are involved in the
process. At other times you might talk about the importance
of advanced biomedical research and more flexible legislation—as our respondents do. Possibilities may also be pointed out on the personal level (a transplant gives life), while
risks and threats are discussed when biotechnologies are
looked at from a societal perspective (buying transplants is
wrong) (Beck 1986; Berglund 2004, 2007). This means that
at the same time that biotechnologies, like transplants, con-
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vey great medical possibilities, they may also challenge the
prevailing system of norms.
Our study based on the stories of the three men—Bahir,
Aamir, and Shaban—illustrates how dilemmas and decisions are handled and legitimized on different levels. It
shows how negotiations between the level of principle and
the personal contextual level are culturally embedded and
manifested in narratives about illness—stories in which the
respondents give voice to their own experiences of why they
bought a kidney abroad.
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Notes

With Levinas against Levinas
Steps Towards a Phenomenological
Ethics of Bodily Giving in Medicine
k r istin zeiler
1 The former conception can encourage a discussion of individual
rights to do what one wants with one’s body as long as it does not
harm others, whereas the latter, phenomenological conception
has involved a re-examination of what it means to be interconnected to each other (Leder 1999).
2 There are benefits with this way of demarcating the field of ethics. It states that issues of self-formation are ethically relevant
and matter for the ethics of not only how we come to but also
should interact with others. The concern with one’s habitat
highlights that human subjects come to develop certain habitual
ways of engaging with others, to the extent that these become
taken for granted, and also that that which is taken for granted
(or particularly that) needs to be ethically examined. However,
while opening the field of ethics up in some directions, this conception also introduces a division between ethics and morality/
the moral, where morality is seen as a set of rules. I wonder if
this will not complicate discussions about how ethical self-formation takes place over time, sometimes through a combination
of rules and the learning of virtues.
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3 For more examples, see Drummond and Embree (2002), Weiss
(1999), and the forthcoming anthology Feminist Phenomenology
and Medicine (K. Zeiler and L. Folkmarsson Käll, eds.).
4 Better, in the context of phenomenological ethics, does not mean
a search for criteria for a morally just action but, as put by Sarah Ahmed in a discussion of Levinas’ phenomenological ethics
(2000, 139–40), that some better ways “may allow the other to
exist beyond the grasp of the present” and enable the protection
of “the otherness of the other.”
5 This can be exemplified with phenomenological analyses of
parents’ experiences of having a child born with unclear sex in
terms of their undergoing disorientation in the two-sex model
landscape. Such analyses can critically examine these dominant
ways of thinking sex in dichotomous ways, and how this can (in)
form relations between the child, the parents, and the medical
professionals (see Zeiler and Wickström 2009).
6 In Levinas’s (2009, 75) vocabulary: sensibility is “exposedness
to the other.” This is further discussed in Drabinski (2001) and
Nortvedt (2007).
7 Levinas states in Otherwise Than Being that maternity can be
used to signify the sense of “bearing par excellence” that lies at
the heart of his ethics (Levinas 2009, 75). The mother bears the
child, in her body, no matter what pain the child or childbirth
may bring, and the child is yet distinct and other than the mother. Furthermore, the maternal body is not only host but hostage
in the sense that the mother cannot easily get rid of the child and
(states Levinas) the bearing of the child is not a matter of choice.
For an excellent critical examination of Levinas’s discussion of
maternity, see Katz (2001).
8 As a tangent, and of relevance for the later discussion of the
particular other, it is useful to contrast the ethical relation with
the erotic and the political relation. In the latter relations, the
self may note the particularities of the other. Levinas (2005, 255,
258–66) describes the erotic relation as ambiguous in the sense
that the other human being can appear as an object of need, to
the self, and yet retain its alterity. The other is graspable and
not fully known. This ambiguity, and, more precisely, the way
the other can appear as a thematized beloved object that the self
needs, seems to be what disqualifies the erotic relation from
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being (also) ethical. The other is also described as never fully
known and as graspable in the political relation. This is a relation where the self faces and is responsible for more than one
other. With the entrance of the third person, Levinas tells us,
the self can no longer be limitlessly responsible for one other.
Thematization, comparison, and judgement start. Still, this thematization, too, needs to be done in a way that acknowledges
that the others, while graspable to some extent, cannot be fully
grasped. While claiming that the political relation is different
from the ethical one, Levinas also declares that these relations
are not mutually exclusive and that we need to found “the justice
that offends the face on the obligation with respect to the face”
(1999, 103).
9 Levinas also states that sight is, “to be sure, an openness, a
consciousness, and all sensibility, opening as consciousness, is
called vision; but in its subordination to cognition, sight maintains contact and proximity. The visible caress of the eye. One
sees and hears like one touches” (Levinas 1987, 118, quoted in
Levin 1999).
10 The term giving, here, is not used as in ordinary language: we
may give bodily postures and habits to others also without being
aware of what we give or that we give. This giving takes place on
prereflective, affective, and bodily levels of existence and coexistence.
11 Fanon intertwines an analysis of how he cannot but attend to
his own body in the encounter with the “Other, the white man.”
Fanon describes the pain in this experience, and describes how
he is forced to be reflectively aware of his bodily self, not in the
first person, and “no longer in the third person but in triple. In
the train, instead of one seat, they left me two or three. I was no
longer enjoying myself. I was unable to discover the feverish coordinates of the world… Disoriented… Yet this reconsideration
of myself, this thematization, was not my idea” (Fanon 2007, 92).
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The Phenomenology of Organ Transplantation
How does the Malfunction and Change of Organs
have Effects on Personal Identity?
fr edr ik sv ena eus
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1 I will not address the question of what human and non-human
animals (and perhaps robots) are really persons and not just sentient beings. The most basic layers of selfhood that I will discuss
are probably present also among other species than Homo sapiens, and it is an open question how much of the phenomenology
of self-reflection, time consciousness, and language use—these
traits are often taken as necessary for someone or something
to count as a person—is shared by other mammals (or robots),
just as there are obviously human beings who do not (yet, or
anymore) reflect upon their own being, plan ahead, or have the
ability to use language. I will use the terms “self” and “person”
interchangeably, in all cases referring to beings whose ways of
selfhood stretch through all the layers I map out below: prereflective bodily self-awareness, self-reflection, and social and
narrative identity.
2 See Goldie (2004, 11–13), who distinguishes the following types
of traits as belonging to a person’s personality: ways of acting,
habits, temperaments, emotional dispositions, enduring preferences and values, skills, talents, abilities, and character traits.
The changes in selfhood inflicted by a preceding illness and organ transplantation are also tied to a kind of bodily alienation,
which I will address below, and which is not covered by the normal use of the term “personality.” They are, however, certainly
central to how organ transplantation changes a person’s ways of
selfhood.
3 Dan Zahavi, in several impressive studies, has defended the
idea that selfhood is basically the subjective aspect of what it
means to be conscious of something überhaupt. This awareness
of self is pre-reflective in the sense that the self is not conscious
of itself through an act of reflection—looking back upon itself,
so to speak—but rather through the quality of the experience in
question, when it becomes an experience of something (a tree,
a hat, another human being, a piece of mathematics, or whatever). Every experience is owned by someone in the sense that
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it belongs to someone by appearing to a particular stream of
consciousness: when I write this text, for example, this is my
experience, not yours. There might exist anonymous, or even alien, forms of experiences in which a person has the sense of an
experience not belonging to her, or even belonging to somebody
else (such as in schizophrenia), but these are not the primary
modes of experiences. They are rather transformed modes of
self-experience that presuppose a basic belonging, a “selfishness” of every stream of consciousness from which the anonymity or alienation can appear (how would I otherwise be able to
characterize the experiences in question as anonymous or alien)
(Zahavi 2005, 144). Theories of pre-reflective self-awareness can
be found in many phenomenologists. Zahavi’s main point of departure is the theories on inner time-consciousness and passive
synthesis in Husserl, but, as he shows, similar points are made
by Heidegger and Sartre in using the concepts of “Jemeinigkeit”
and “pour-soi” (Zahavi 2010).
4 Theories about the “narrative self” are very popular in cultural
theory today; for balanced accounts, stressing the different layers of selfhood, and not giving in to vulgar versions of social constructivism, see Goldie (2004) and Ricoeur (1992).
5 Exactly how the conscious self evolves in the development of a
child is to a large extent still a mystery to science, but recent
research in neurology and psychology has brought much new
interesting material about the timing, sites, and structures of
these processes (Gallagher 2005). In this chapter, I will attempt
to analyze, from a phenomenological perspective, not primarily
how the self evolves in the infant—this research involving medicine, psychology, and philosophy will rather serve as a kind of
background for my investigations—but how transplants come to
have effects on the self and our identity.
6 For such a view, see for instance Metzinger (2009). The famous
words by Hume are found in A Treatise of Human Nature: “For
my part, when I enter most intimately into what I call myself, I always stumble on some particular perception or other, of heat or
cold, light or shade, love or hatred, pain or pleasure. I never can
catch myself at any time without a perception, and never can observe anything but the perception” (quoted in Zahavi 2005, 101).
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7 The self is clearly no homunculus sitting somewhere in the
brain, and the “hard” problem of the explanatory “gap” will
likely not be solved by identifying a brain structure that is the
conscious self. Most brain scientists still believe that some way
of picking out complex patterns of brain processes (probably
spanning many different areas of the brain) will give us the self
(e.g., Damasio 1999, 323). Myself, I doubt this, for the simple reason that I think the idea of such a solution misunderstands what
a third-person in contrast to a first-person approach is able to
accomplish. The fact that I pinpoint the self in terms of several
layers of processes in this chapter is not meant to reify the self (a
process could perhaps be understood as a kind of thing), since
these processes are exactly designated as being constitutive in
character. The processes make something appear (the self and
a whole world with it). Some phenomenologists would prefer to
talk about such processes as transcendental in contrast to empirical in character, but I will not go into that issue.
8 This kind of anonymity should be contrasted to an anonymity
in which I become part of the crowd, such as Heidegger’s notion
of “das Man” (1986, 167). It is rather the anonymity that precedes
me, a kind of “murmur of being,” “il y a,” as Levinas writes (1979,
26). In contrast to Levinas, I would stress that this anonymity,
this murmur of being, is, to a large extent, a bodily murmur.
Damasio’s term for this bodily, emotional, preconscious self is
“core self” in contrast to the “autobiographical self” (1999, 17).
Zahavi calls it the “minimal self” (2005, 106).
9 I have tried in earlier studies to develop a phenomenology of illness that starts out from this basic, alien character of the lived
body and maps the way it is played out in illness as an unhomelike being-in-the-world, in contrast to the homelike being-inthe-world of health (Svenaeus 2000, 2009). I will not recapitulate
the details of this analysis here, but merely point out that the
different levels of this phenomenology of illness are, in important ways, parallel to the different layers of self-constituting
processes I have mapped out above (lived body, self-reflection,
narration). The concept of being-in-the-world—a Heideggerian
concept, as I pointed out above—in my view provides the necessary glue for putting the lived body, self-reflection, and narration together as different aspects of the same process, and it does
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so by picking up on the practical, as well as the hermeneutical,
character of intentionality.
Drakulić (1993). Drakulić has since gone through another kidney
transplantation in 2004, this time a living donation. She has told
about these further events, focusing on the ethics of giving and
goodness, rather than the transplant event itself, in a book published in Swedish (she now lives and works in Sweden): Den rena
godheten: Människor som skänker liv (2007).
The German word “Unheimlichkeit” covers the meaning of both
unhomelike and uncanny in a way that is hard to bring out in
other languages, see Heidegger (1986, 189) and Svenaeus (2000,
93).
Regarding the existential consequences of facing death in illness
and living at risk, see Arthur Frank, The Wounded Storyteller:
Body, Illness, and Ethics (1995).
Regarding reflections on the origin of transplanted organs and
new bonds formed between transplanted patients and relatives
of deceased donors, see Lesley Sharp, Strange Harvest: Organ
Transplants, Denatured Bodies, and the Transformed Self (2006)
(see also Putnina and Berglund and Lundin this volume).
Here quoted from the English translation, “The Intruder” (2008).
Regarding autobiographical records of organ transplants performed on phenomenologists, see also Francisco Varela’s “Intimate Distances: Fragments for a Phenomenology of Organ
Transplantation” (2001). Varela’s liver transplant was, sadly, not
sufficient to save his life; he died the same year his paper was
published. Drakulić and Nancy are fortunately both still alive,
despite the many medical complications that have followed upon
their operations
Regarding the medical gaze and alienation, see Toombs (1992)
and Svenaeus (2009).
Two good illustrations of this are the movies All About My Mother by Pedro Almodovar, from 1999, and 21 Grams by Alejandro
Gonzales Innarritu, from 2003. In both movies, stories are told
about heart transplants and the feelings they give rise to in families.
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The Relations between the Body and Its Parts
Accommodating Stem Cell, Gene, Tissue, and Organ
Transplantation Technologies in Latvia
a i v i ta pu t n ina
1 The paper was prepared within the scope of activities of the ESF
co-financed project “Capacity Building for Interdisciplinary
Biosafety Research” 2009/0224/1DP/1.1.1.2.0/09/APIA/VIAA/055,
and the FP7 project “Impact of Citizen Participation on Decision
Making in a Knowledge Intensive Policy Field” (CIT-PART ) SSHCT-2008-225327.
2 FP6 “Science and Society” project 2004–2007 “Challenges of Biomedicine—Socio-Cultural Contexts, European Governance, and
Bioethics” (CoB).
3 FP7 project “Impact of Citizen Participation on Decision Making in a Knowledge Intensive Policy Field” (CIT-PART ) SSHCT-2008-225327, http://www.cit-part.at.
4 UNESCO-funded project “Societal Aspects of Human Genome
Project.”
5 ESF co-financed project “Capacity Building for Interdisciplinary
Biosafety Research,” 2009/0224/1DP/1.1.1.2.0/09/APIA/VIAA/055,
www.biodrosiba.lu.lv.
6 See Karulis 1992: 463–64.
7 Latviešu valodas skaidrojoša¯ va¯rdnı¯ca [Dictionary of Latvian
Language] http://www.latvianforyou.com/cgi-bin/l.pl?word=%
C3%ADermenis&pos=331175.
8 For more on the history of xenotransplantation in Latvia, see
Hansson et al. (2011).
9 For a paper based on organ transplantation, see Putnina (2011).
10 “Par miruša cilvēka k‚ ermen‚ a aizsardzı̄bu un cilvēka audu un
orgānu izmantošanu medicı̄nā,” accessed 12 April 2011, http://
www.likumi.lv/doc.php?mode=DOC&id=62843.
11 Parallels to this narrative can be found in discussions of the national boundaries of the sperm bank. Sperm too can be seen as
a potentially public resource generating national particularity.
For more detail, see Mileiko (2010; see also Idvall this volume).
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Concealed by the “Gift of Life”
The Complexities of Living with Dialysis and
Kidney Transplantation in Stockholm and Riga
m a rt in gunna rson
1 In this chapter I interchangeably use the words hemodialysis
and dialysis. What I mean, however, is in a strict sense always
hemodialysis.
2 At the units in Stockholm I have interviewed ten patients, three
dialysis nurses, one kidney-failure coordinator, and one nephrologist. Of the patients, six are men and four are women, with
ages ranging from thirty to seventy-three years old. In Riga I
have interviewed fifteen patients, two representatives of patients’ associations, three transplantation surgeons, two dialysis
nurses, two nephrologists, two social workers, and one lawyer.
Of the fifteen patients, nine are men and six are women, with
ages ranging from twenty-two to sixty-nine years old. Since I
speak neither Latvian nor Russian, a majority of the interviews
in Riga were conducted with the assistance of an interpreter. In
this chapter my focus is on those who have experienced both
dialysis and transplantation. In my material this group consists of thirteen persons, seven from Riga and six from Stockholm. Dmitry, Valda, Yevgeniy, Filips, Lidija, Natasha, and Daris
are Latvian and Sven, Rune, Veronica, Marianne, Carlos, and
Camilla are Swedish. All names are fictional.
3 In Veronica’s case it is evident that the doctors treating her do
not want to spoil her expectations by communicating to her the
increased risk of transplanting a person with her diagnosis.
4 Mol writes: “No object, no body, no disease, is singular. If it is not
removed from the practices that sustain it, reality is multiple”
(2002, 6).
5 I have argued elsewhere (Gunnarson 2011) that this new role for
the patient has not had the same impact in Latvia as in Sweden.
The scope of this chapter, however, does not allow for an elaboration of this argument.
6 Indeed, every dialysis session can be viewed as a checkup. Each
treatment occasion includes the measurement of weight and
blood pressure, palpations of the fistula, and the presence of
nurses and doctors with whom one may engage in consultations.

351

Notes
7 In Latvia self-care hemodialysis does not exist and peritoneal dialysis is primarily offered to those living far from a hemodialysis
unit.

Utility, Trust, and Rights in Swedish Governmental
and Expert Discourses on Organ Donation Policy
Mixed Messages and Hidden Agendas
ull a ekström von essen
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1 The Swedish Transplant Act 1997 Stockholm: Socialdepartementet, p.3.
2 83 percent (Eurobarometer 72.3, Special Eurobarometer 333a
2010, 17). (Question: “Will you be willing to donate one of your
organs to an organ service immediatly after your death?”).
3 Historian Yvonne Hirdman’s acknowledged contribution to
Maktutredningen (the official report on authority and power)
Att lägga livet tillrätta [To put life in order] (1989).
4 The Swedish statutes SFS 1934:171 and SFS 1941:282.
5 Annika Wolfbrandt (director, transplantation coordinator, Sahlgrenska sjukhuset, Gothenburg) in Studio Ett, Sveriges Radio
(Swedish Broadcasting Corporation) 2010-10-14.
6 27 % of EU citizens do not agree on donating organs after death.
25 % do not agree on donating organs from deceased next of kin.
(Eurobarometer 72.3, Special Eurobarometer 333a 2010, 15, 22).
7 (Eurobarometer 72.3, Special Eurobarometer 333a 2010, 26). Only
5 % states religious reasons, and most religious communities officially declare a positive view on organ donation and transplantation. Regarding religious views and organ transplantation in
EU, see Röcklinsberg (2009, 62–77).
8 A similar anatomy of punishment is practiced in contemporary
China, where executed prisoners have their organs harvested
for transplantation.
9 The Swedish statute SFS 1932:371.
10 The Swedish statutes SFS 1973:348. Tha lack of donated bodies in
anatomy departments today means that body parts for the students to practice on (for example complicated hand surgery) have
to be bought from other countries. This is an activity that takes
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place in the context of a rather uncontrolled gray zone. (Interview with former social minister Ylva Johansson (s) 2011-03-23).
It seems to be a trend that the perspective of “presumed consent” is becoming increasingly common in Europe. In Finland
this veto-right was abolished in 2010 with the argument that it is
the will of the dead person that shall be respected, not the will of
his or her next of kin. If the person has not opted out, he or she is
presumed to wanting to donate.
For an organizational theory on cognitive dissonance and its reduction and resolving in OTS see Machado (1996, chapter 5–6).
The historian Martin S. Pernick thoroughly pictures how brain
death criteria was generated in Brain Death in a Cultural Context (Youngner, Anorld, and Shapiro 1999).
Initially, there was no distinction between coma and irreversible brain infarction. One can wake up from a coma, but not from
the irreversible total brain infarction, in which the whole brain
has been pressed together by leaking blood. In 1969, the concept
of “irreversible coma” was coined, which later came to be modified to “whole brain death” in 1981 in the US. It was the idea of
the whole brain death that was implemented in most countries
(Lock and Nguyen 2010, 238).
Both the Istanbul declaration of 2008 and the WHO’s guiding
principle no. 5, states that cells, tissue and organs only should be
donated voluntarily and without payment or other compensation
of any monetary value. To sell or offer cells, tissue, or organs for
transplantation should be banned. At the same time, the person
who donates has to be compensated for lost income, be guaranteed after care and receive health insurance (Campbell 2009).
The concept has been discussed by Robert Truog, Margaret
Lock, Robert Taylor, Alan Shewmon, Stuart Youngner, Karen
Gervais and Gary Greenberg.
Just like the statement that the individual has to be allowed to
decide whether he or she wants to prostitute him or herself, sell
oneself as a gestational surrogate, or sell one’s organs.
Regarding DCD, see Shemie (2007), Phua et al. (2007), DuBois,
Delmonico, and D’Assessandro (2007), and Steinbrock (2007).
Donation after Cardiac Death: Analysis and Recommendations
from the New York State Task Force on Life and the Law april
2007, p.14.
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20 Finland introduced brain-death related criteria in 1971, Norway
in 1973.
21 Det finns bara en död. Information om lagen om kriterier för
bestämmande av människans död [There Is Only One Death].
Landstingsförbundet [the Federation of County Councils] 1988.
22 Det finns bara en död, 4.
23 Ibid., 17.
24 Ibid., 24–26.
25 In that context, the brain-death criteria could be articulated as if
they were protecting the population from medical technology—
not the other way around—as if brain-death objected people for
technology. This was an important re-positioning (Pernick 1999,
17f).
26 Interview with intensivist, dr. Peter Desatnik, director and responsible for donations in the Southern Health Care Region,
2010-12-07.
27 Directions from the National Board of Health and Welfare, SFAI
2008.
28 Ds 2003:57 Transplantationer räddar liv [Transplantation save
lifes] p.54.
29 Interview with Peter Desatnik 2010-12-07.
30 Ibid.
31 According to a report from the Advisory Board on Donations
[Donationsrådet] not a single donation was carried out in Kalmar county council between 2007–2009.
32 Dnr 50-6646/2007. According to dr. Annika Tibell, director of
transplantions at Karolinska University Hospital, this is not sufficiently clarifying. (”Studio Ett,” Sveriges Radio 2010-10-14).
33 Commentary from “nisse” 2010-08-09, 11.44 to Tännsjö (2010).
34 ”Donationsförberedande behandling till döende patienter (icketerapeutisk intensivvård)—etiska juridiska, medicinska perspektiv” [“Donation preparatory treatment to dying patients
(non-terapeutic intensive care). Ethical, legal, medical perspectives”]. Statement from the ethical advisory board of the Swedish
Medical Society (SLS) 2010-09-01.
35 Ibid.
36 SMER. 2008. Promemoria om överväganden i livets slutskede
[Memorandum on considerations in end stage of life]. November
13, p.5. SMER is here discussing several important end-stage-
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of-life-situations that demands difficult and potentially controversial decisions, such as when it is appropriate not to begin
life-upholding treatment or end such a treatment; when it is appropriate to offer palliative sedation and if/when one should offer doctor-assisted voluntary ending of life. SMER argues that
the patient should be given an increased autonomy over the form
and more self-determination in such situations and points out
that Sweden has expressed its support for the principle of legal
future warrants through the recommendation by the European
Council R(99)4.
37 2010. “Varning för gamar,” editorial in Göteborgsposten. October
19.
38 Helene Seeman-Lodding, president of SFAI and Nils Ståhl, president of SNF. 2010. Open letter to the board and delegation of ethics of the Swedish Society of medicine. September 9.

Bodies Against Meaning
De-Subjectification in Body Art and Bioart
m a x l il jefors
1 Bataille goes on to admit that he is himself implicated in his object of study: “Indeed, the ebullition I consider, which animates
the globe, is also my ebullition. Thus, the object of my research
cannot be distinguished from the subject at its boiling point.”
(Bataille 1988, 10. Emphasis by Bataille).
2 The fourth and final engraving, “The Reward of Cruelty,” in William Hogarth’s Four Stages of Cruelty series, from 1751, depicts
a murderer being dissected by anatomists after execution. The
same year, the British parliament passed the infamous “Murder
Act,” which stipulated that dissection were to be added as a further terror to the capital punishment for murder.
3 This in itself highlights ambiguities related to the biosciences.
The McCoy Cell Line was established in the 1950s from human
cells, but it was found later that several of its alleged sub-lines,
used in laboratories around the world, were derived from mouse
cells.
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The Body as a Societal Resource in
Transnational Giving
The Organ-Exchange Organizations
of Scandiatransplant and Balttransplant
m a r kus idva l l
1 In his critique of Marcel Mauss’s gift theory, presented in the
book Counterfeit Money, vol. 1 of Given Time, published in 1992,
Derrida uses the concept of gift event when he discusses the possibility of pure giving.
2 In the Nordic region there are ten kidney transplant centres:
Copenhagen, Herlev, Odense, and Aarhus in Denmark; Helsinki
in Finland; Oslo in Norway; and Gothenburg, Huddinge, Malmö,
and Uppsala in Sweden. In the Baltic region there are four transplant centres: Tartu in Estonia, Riga in Latvia, and Kaunas and
Vilnius in Lithuania.
3 In the wake of Fox and Swazey’s pioneer studies of organ transplantation, transplant researchers have often chosen the perspective that focuses on gift exchange and the tyranny of the gift
(e.g., Lock 2002; Scheper-Hughes 2007).

Shifting Responsibilities
of Giving and Taking Organs?
Ethical Considerations of the Public
Discourse on Organ Donation and Organ Trade
m a r k sch w eda & sil k e schickta nz
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1 If not noted otherwise, the basis of our analysis of concepts of
responsibilities are focus group discussions on organ transplantation in Cyprus, Germany, the Netherlands, and Sweden.
All focus groups were recruited, organized, and conducted in
early 2005, following the guidelines for setting and content of
the EU Project Challenges of Biomedicine Contract No. SAS6CT-2003-510238. Participants of the focus groups were lay people
(abbr. lay) and affected people (abbr. aff), including patients who
were waiting for an organ donation, recipients of donor organs,
or persons who had refused to have an organ donation, as well as
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close relatives of these groups of persons. The two Cypriot focus
groups (CYP_lay and CYP_aff) were recruited, organized and
conducted by the Department of Clinical Genetics at the Archbishop Makarios III Medical Centre. The two Dutch focus groups
were recruited, organised and conducted by the Department of
Philosophy at the University of Utrecht. The two German focus
groups (DE_lay and DE_aff) were recruited, organized and
conducted by the Research Group Bioethics and Science Communication at the Max-Delbrück-Center for Molecular Medicine
Berlin-Buch. The two Dutch focus groups were recruited, organized and conducted by the Institute for Ethics at the University
of Utrecht. The two Swedish focus groups (SE_lay and SE_aff)
were recruited, organized and conducted by the Department of
European Ethnology at the University of Lund. For details, see
http://www.univie.ac.at/virusss/cobpublication/1050/. The material presented here is based upon a broad analysis of moral
attitudes towards organ donation and commercialization and
the involved body conceptions (Schweda and Schicktanz 2009b),
forms of being affected (Schicktanz, Schweda and Franzen 2008)
and gender issues (Schicktanz, Schweda and Wöhlke 2010). For
a thorough description of the methodology for the focus group
discussion, see Schweda and Schicktanz (2009a). In this paper,
we focus only on quotes ascribing and discussing responsibilities for purpose of illustration of theoretical claims.
2 This example indicates that insofar as social roles and relations
are concerned, we also have to consider the influence of cultural
differences (e.g. regarding family roles and relationships, but
also regarding the relation between individual and community)
on responsibility to donate. This holds true for living and postmortal donation. Thus, there are studies investigating the significant reluctance of African Americans to participate in postmortal donation which draw connections between the restriction of
their readiness to donate to their own ethnic community and the
historical experience of racial discrimination (Norton-Reitz and
Callender 1993). Other studies show differences between white
Americans and Asian Americans, indicating that the influence
of social responsibility on the intention to become registered as a
donor is stronger for white Americans than for Asian Americans
(Park, Shin and Yun 2009).
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3 There is one interesting exception: Those who promote a commercialization of organ donation frequently also support a strong
state and a strict legal framework which can rule out abuse and
exploitation of the presumptive “vendors” (see below, pp. 263264).

Reproductive Labour Arbitrage
Trading Fertility across European Borders
c at her ine wa l dby
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1 Semen is also a crucial materiel in ART but for the most part does
not involve technical intervention to render it ex vivo.
2 It is possible to freeze oöcytes, and cryopreservation techniques
have been developed over the last twenty-five years primarily for
oncology patients, whose treatment will compromise their ability to have children. However, success rates for viable pregnancy
using frozen oöcytes are not high. Due to their high cytoplasmic
volume, oöcytes tend to develop intracellular ice crystals in the
thawing process, which produces misaligned chromosomes and
other forms of tissue damage. While about 75% of embryos survive cryopreservation, the rate is only 50–65% of oöcytes (Barrett and Woodruff 2010).
3 An exception to this constraint is the business model used by a
small number of clinics in which the male partner’s semen is
transported to an oöcyte procurement clinic, the blastocyst created on site, frozen and then shipped back to the commissioning
clinic. This will be discussed later in the chapter.
4 This is an adaptation of Arlie Hochschild’s “global care chains,”
which describe the ways care labour (nannying, cleaning, elder
care) is transferred from one place the another, as women migrate to better paying locations, often in order to pay for the care
and education of their own children back home (Hochschild
2001).
5 “Principles governing tissue and cell donation—Member States
must encourage voluntary and unpaid donations of tissues and
cells. However, donors may receive compensation strictly limited to making good the expenses and inconveniences related to
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the donation (e.g. travel expenses). No promotion and publicity
activities are allowed in support of the donation of human tissues and cells with a view to offering or seeking financial gain or
comparable advantage. The general rule is that Member States
must endeavor to ensure that the procurement of tissues and
cells is carried out on a non-profit basis.” Directive 2004/23/EC
See for example the terms of the 2011 HFEA consultation on egg
donor compensation http://www.hfea.gov.uk/6177.html
These figures are indicative rather than exhaustive as not all
clinics report or keep precise registries. The authors state that
the proportion of reporting clinics is 86.0% (998 out of 1160 clinics), but participation still remained very low in two countries
(Greece and Serbia) and limited in four others (Bulgaria, Hungary, Poland and Spain). Moreover a study of voluntary donor
registries in Spain found that information on oöcyte donation
was patchy and poorly kept compared to other procedures (Luceño et al. 2010).This suggests that the number of oöcyte donations performed in Spain may in fact be considerably higher.
Trans-national Reproduction: An exploratory study of UK residents who travel abroad for fertility treatment see www.transrep.
co.uk
www.nordica.org/composite-361.htm. Accessed February 15, 2011.
The numbers of newly registered egg share donors per year are:
504 in 2004; 417 in 2005; 339 in 2006; 471 in 2007; 377 in 2008.
HFEA Egg Share Donors and Non-Patient Egg Donors (2009),
http://www.hfea.gov.uk/3412.html. The number of patients treated with donated eggs declined from 1794 in 2004 to 1416 in 2007.
HFEA Donor Conception—Treatments (2009), http://www.hfea.
gov.uk/donor-conception-treatments.html.
Legislative Act No. 227/2006 Col.
In 2007, the average fertility rate for East European countries
was 1.31, while the average in Northern Europe was 1.8. Population Reference Bureau Fertility Rates for Low Birth-Rate Countries, 1995 to Most Recent Year http://www.prb.org/Reports/2009/
tfrtable.aspx
http://www.hfea.gov.uk/6177.html
See note 10 above
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On the Ethics of Commodifying Bodily Sacrifices and Gifts
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1 Useful introductions to new forms of bodily commodification
and the debates surrounding them include Andrews and Nelkin (2001) and Waldby and Mitchell (2006). See also Waldby and
Berglund and Lundin in this volume.
2 At least this is how one influential group of theories of exploitation would have it. According to these theories, practices are
exploitative insofar as they generate an unfair distribution of
benefits; see e.g. Wertheimer (1996).
3 This paragraph draws on the rich accounts of tissue donation,
banking, processing and grafting found in Youngner, Anderson,
and Shapiro (2004).
4 In his Lectures on Ethics, Kant (1997b, 157–8, 342, 349) himself
appears to condemn all forms of bodily commodification, including the sale of teeth and hair. There are two reasons why I do
not engage directly with Kant here. First, the fact that he himself
apparently defended such an all out moral ban does not make it
any more plausible or any less crude. Second, it is questionable
whether Kant’s views on bodily self-disposal (whether through
sex or sale) really reflect his core ethical insights rather than
received prejudices of his time (Green 2001).
5 Margaret Jane Radin (1996) elaborates a sophisticated general—
but non-Kantian—argument along these lines, challenging the
commodification of a range of things central to personhood (including sex, homes, and political views) while remaining somewhat ambiguous about trading body parts.
6 Also, it is arguably the importance attached to hair that explains
why it makes sense to sacrifice it. The notion of sacrifice seems
to imply giving up something of value. If hair were not considered valuable, the act would be more like disposing garbage.
7 More generally, the fact that something is exchanged for money
does not necessarily mean that it cannot also be valued in alternative, non-monetary ways; see Walsh (2001).

Notes
8 See Fredrik Svenaeus’ contribution to this volume for a more
sustained discussion.
9 This idea is well established in the bioethical literature on informed consent to medical treatments and clinical research.
However, there are different views as to whether consent primarily protects interests related to wellbeing or to autonomy.
See e.g. Beauchamp and Childress (2001, 77–80).
10 The gift metaphor is arguably the dominant conceptualisation
of the ethics of organ and tissue donation, endorsed by the tissue industry as well as donor organisations (Siegel et. al 2009)
and reflected in a range of policy documents banning monetary
compensation to donors (e.g. WHO 2010). Among scholars the
metaphor has many supporters (e.g. Titmuss 1971; Murray 1987;
Campbell 2004) as well as numerous critics (e.g. Mahoney 2000,
Erin & Harris 2003, see also Gunnarson this volume). While
recognising that gift discourse has its descriptive and normative
limitations, I rely on it in this paper because it sheds light on the
specific issue I discuss.
11 Tissue donation is sometimes analysed in terms akin to these;
see Campbell (2004). More generally, Mauss’ work on gift giving
has inspired a large amount of literature on donation of body
parts like blood (Titmuss 1971), solid organs (Murray 1987; Idvall
this volume) and gametes (Novaes 1989).
12 Tissue bank representatives agree with other stakeholders that
they should be conceived of as stewards of bodily gifts—that is,
as intermediaries entrusted with using these gifts to benefit recipients in accordance with the altruistic intentions of donors
(Schulz-Baldes, Biller-Andorno, and Capron 2007; Siegel et al.
2009). For more on the notion of stewardship in tissue transplantation, see Campbell (2004).
13 Donor family organisations and the industry are in agreement
here; see AATB et al. (2004) and NDFC (2000). See also SchulzBaldes, Biller-Andorno, and Capron (2007).
14 To clarify, I do not mean that the practice of tissue transplantation as a whole could function in complete absence of money or
profit. Doctors, nurses and other personnel involved need salaries, drugs and equipment need to be paid for and so on. However,
covering these costs does not in principle require involvement
of money of the kind that donor families find troubling—that is,
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the buying and selling of the tissues themselves. The necessary
funds could be taken from elsewhere.
Mauss (1990, 40) himself points this out, as do others (Camenisch
1981). Recognition as way to reciprocate donors has been emphasised in other donation contexts (Novaes 1989).
According to the lead paragraph of a newspaper article highlighting the Indian hair trade, “[t]he Western desire for ’temple
hair’ extensions has lead unscrupulous dealers to prey on the
young and induce them to shave their heads for money” (McDougall 2006).
This is not to deny that choices made in poor or other difficult
circumstances may be involuntary for other reasons. For further discussion, see Wertheimer (1996, 269–71) and Wilkinson
and Moore (1997).
Various bodily tissues for research as well as eggs and embryos
for reproduction have also been stolen or otherwise obtained
in questionable ways in a large number of cases. For a detailed
analysis of such “biocrime,” see Andrews and Nelkin (2001, 157–
72).

“I had to leave”
Making Sense of Buying a Kidney Abroad
sa r a berglun d & susa nne lun din
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1 Dialys, RNJ informerar (2000). See also Gunnarson (2011).
2 On the Swedish waiting list for kidney transplantation there are
about five hundred people in line for an organ from a deceased
donor (i.e., brain dead, which means an irrevocable cessation
of all functions of the brain). As a doctor at the kidney clinic in
Lund points out, this line would disappear in only a few years
if all deceased potential donors could be used. A report that the
The Swedish Council for Organ and Tissue Donation made for
2009 shows that of 208 possible donors, only 128 could be used
for transplants, due to the fact that the deceased themselves had
taken a negative stand on donation or that the relatives had said
no to organ donation when information on the wish of the deceased was lacking. Årssammanställning av möjliga donatorer i
Sverige 2009 (Annual Report of Possible Donors in Sweden 2009),

Notes

3

4

5

6

7

8

see also Möjliga donatorer i Sverige: En nationell kartläggning
av dödsfall inom intensivvården (2008) (Possible Donors in Sweden—A National Survey of Deaths in Intensive Care).
The only patients who have the possibility of being prioritized
in the transplantation queue, according to doctors in charge, are
very young people. One transplantation doctor we interviewed
gave reasons like “it means so much for a person that age not
to be referred to dialysis treatment but to be able to lead a fairly
independent life.”
The transplanting of organs between different persons—which
has been taking place since the 1950s—has been facilitated
through more and more effective medicines preventing rejection, which means that exact matches between recipient and
donor are no longer required (Fox and Swazey 1992; Idvall and
Lundin 2007; Waldby and Mitchell 2006). This has led to an increase in transplants abroad. In Sweden these transplants have
been taking place since 2000. The list of these people, comprising about thirty Swedish citizens, has been put together and analysed by Karl-Göran Prütz, who is responsible for the Swedish
register for people with a kidney disease, and by Annika Tibell,
who is head of the transplant clinic at Karolinska University
Hospital.
According to WHO, Pakistan, India, the Philippines, Egypt, and
China constitute the countries in which there are the most cases
of transplant tourism in the world (Shimazono 2007). See also
Vetenskapsradion 01.04.2011.
Serving as a basis for the survey are a number of cultural scientific studies the authors have previously made of medicine and
social processes, focused on genetics, IVF, transplants, organ
trade, etc. (e.g., Berglund 2004, 2007; Lundin 2002, 2008, 2010;
Lundin and Åkesson 2002).
These people responded to a written request that, in cooperation with the hospitals, we sent to people in Sweden who had
had a transplant abroad. The study is approved by The Regional
Ethical Review Boards in Stockholm. Unless otherwise stated,
all quotations and references come from our interviews.
Studies of organ sellers in Eastern Europe, the Middle East, and
Asia have been carried out in other contexts by Lundin (e.g.,
2010) and constitute an important knowledge base for this article.
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9 It seems that patients from some minority ethnic communities
are more likely to take this course of action than patients in general. The majority of those Swedes who have been transplanted
abroad come originally from Asia or Africa. This is a phenomenon also known in the UK, according to a study by Cronin et al.
(2011), and in the Netherlands, according to a study by Ambagtsheer et al. (2011).
10 In Iran, there is a state system for what is called paid donation,
which has resulted in the transplant queue having disappeared
completely. Only a small share of the transplanted kidneys now
comes from deceased donors (Ghods and Savaj 2006).
11 Familial Mediterranean fever is a hereditary auto-inflammatory disease that causes recurring fever attacks, stomach and
chest pain, and arthritis. The disease is hard to diagnose and
may, if not treated in time, cause impaired kidney function. It
is seen mostly in people whose ethnic origin is in the eastern
Mediterranean, hence the name.
12 Sweden, like many other countries, has no exterritorial legislation regarding organ trade. This means that it is not illegal to buy
organs abroad. Instead, the buyer has to follow the prevailing
laws of the country she or he is in at the time of the purchase. If
there is no prohibition in the country at hand, the trade is legal.
This means that international guidelines that stimulate physicians to prevent transplant tourism are in conflict with national
health regulations (cf. Ambagtsheer et al. 2011). One country
that differs in this respect is Germany, where there is a new law
against buying organs abroad.
13 Similar legislation on informed consent prevails in many other
countries.
14 Declaration of Istanbul is a policy document developed in 2008
by leading international medical experts, for the purpose of opposing organ trafficking and transplant tourism. In Declaration
of Istanbul there is also a document addressing those considering buying a kidney, giving information on what laws, risks, and
ethical dilemmas are involved in such a purchase.
15 In one of our cases it is an unambiguous organ purchase, while
in one other case it is not evident what importance is ascribed
to money. For this reason, it is problematic to use the concept
donor. Instead we have chosen to use the more neutral word pro-

vider, and by that we mean individuals who have let other people
access their organs, either through sale or through donation.
16 The results of a recently published SIFO survey (made by Swedish Radio Vetenskapsradio) show that, under changed circumstances, many people are willing to renegotiate their own
principles. More than one out of every five Swedes is said to be
willing to consider selling one kidney to the Swedish Healthcare
Council, Landstinget, for a sum of 300,000 SEK (Svenska Dagbladet 2011).
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