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Chapter 1

Introduction




Introduction

Holding my breath, I stand at the back of a private ward in the neuro-
intensive care unit next to the nurses Lise and Bente. We are watching the
woman Dorthe lie in the hospital bed surrounded by her family. Dorthe is
attached to a respirator, which is controlling her breathing. She is also
hooked up to several monitors measuring her blood pressure and oxygen
levels. Dorthe is in her 40s and she just underwent brain surgery for an
aneurism. Unfortunately the surgery went wrong and the staff are upset.
Lise expressed her sadness to me earlier, emphasizing how rarely this
happens. The second brain death exam has just been confirmed by two
neurosurgeons in one of the few pauses between the many family members
walking in and out Dorthe’s room in small groups silently saying goodbye.
The test confirmed what was already indicated to the family in an earlier
conversation: Dorthe is brain dead. A few hours prior to this, her family
was approached about organ donation. After some quarrelling her teenage
son remembered watching Rescue 911 with someone talking about organ
donation. Then it was settled. They agreed on organ donation. Dorthe’s
husband sits at the bedside with the 19-year-old daughter, both of them
crying. They hug and kiss Dorthe and stroke her cheeks. Bente turns
around and looks at me with tears in her eyes and I turn around
pretending to read some organ transplantation papers on the desk, feeling
simultaneously professionally grateful and personally uncomfortable at
witnessing this. Suddenly the anesthesiologist Gerard enters the ward in a
hurry and puts on a pair of plastic gloves. Dorthe needs a nose tube to get
some saline solution to balance her fluids, which is one of the many
necessary medical requirements for a potential organ donor to keep the

body functioning. But from the looks exchanged by the nurses, I sense



that they, along with me, are not happy about Gerard’s timing and his
disturbance of this family moment of goodbye. Lise takes a step forward
and is about to say something, but decides to hold it back. She called for
Gerard because she could not do it herself and it has to be done now.
While preparing to insert the tube, Gerard expresses his sympathy and
says how tragic and unbelievable this must be. Dorthe’s husband looks up
from the bedside and replies that this was definitely not the outcome he
had expected when walking into the department with Dorthe a couple of
days earlier. They had so many plans for the future. Approaching Dorthe’s
bedside, Gerard apologizes that he has to put the tube in her nose now,
and to my relief the husband expresses his understanding for the
intervention with a sad smile. When leaving the ward, the family gives
Dorthe a last kiss and hugs the nurses and me. We say goodbye and
quietly express our sympathy. Suddenly the daughter stops and looks at
us with tears running down her face and says: “Make sure somebody will
survive from this”. Then they walk away and the door closes behind them.
I exhale and grab the much-needed pack of tissue in the pocket of my
white smock. Turning my eyes to the bedside again, I watch Gerard
inserting the nose tube, Lise checking Dorthe’s blood pressure and Bente
preparing the large number of blood samples for the mandatory tests
taken on all organ donors to find the best possible recipient match. With
the words of Dorthe’s daughter still printed in my head, I realize that

another kind of care has already begun.

This brief description sets the scene for the central issues of this
dissertation: Danish donor families and the practice of organ donation.
Contrary to widely discussed political issues such as public attitudes,
legislation, declining statistics and organ shortage, this study deals with

the experiences of Danish families experiencing a sudden loss and dealing



with the question of organ donation. It also focus on the tenacious
attempts of the hospital staff to carefully structure and time the flurry of
processes related to organ donation, and the fundamental questions
regarding life and death that this medical practice brings about. These
extraordinary moments are placed within an analytical framework I call
‘the orchestration of death’.

In public campaigns, popular media and most scientific studies,
organ donation is often defined or discussed in the vicinity of the concept
“the gift of life”. Exchanging organs is framed as a matter of generosity and
altruism or as a bodily and symbolic rebirth for sick patients. The positive
aspects of organ donation are repeatedly underlined in order to represent a
counterpoint to the oppressive and morally degrading organ trade where
sick patients in poor countries sell a kidney or, in extreme cases, are even
killed and robbed of their organs. While a global perspective of the darker
side of organ transplantation is extremely important, this study
accentuates an aspect less often revealed. I aim to unfold a story about the
emotional and social implications of organ donation, for families as well as
for the hospital staff involved.

Donor families in this study often regarded organ donation as “a
good thing” and “the only positive in the tragedy” since the notion of
solidarity and helping others is deeply embedded in familiar cultural
values in Denmark (J6hncke 2007). This does not mean that the practice
of organ donation is unanimously accepted by everybody, but it means
that organ donation can be perceived as sense-making for grieving families
if it is conceptualized within specific familiar value spheres such as
“helping others”. Speaking to families, I did not find many exclusively
good stories or bad stories. While the decision to donate organs can be
meaningful, the processes surrounding the procedures are often very

painful. This has led me to one of my main arguments, namely that the



idea of organ donation sets up complex conflicts of heart and mind, or
emotion and intellect; an interplay of tragedy and hopelessness on one
hand and logic and meaningfulness on the other. A young man who lost
his wife told me that he considered organ donation “a rational choice with
emotional consequences”. His statement inspired me to focus on this
complex path of making a choice that seems reasonable, while at the same
time feeling devastated and confused by all the many social and emotional
implications of that decision; some of which do not appear until years and
months after. It is this complexity in the experiences of donor families I set
out to explore. Following this idea, the starting point of understanding the
experiences of donor families is that organ donation is more than a matter
of answering yes or no.

Another important point is that as painful and devastating as
losing a family member is, most donor families play an active role in
shaping and negotiating this exceptional way of ending life. The social
interplay between doctors, nurses and families in the clinical context is
crucial to understanding the donor family experience. I have chosen the
term ‘experience’ to frame what it is donor families and hospital staffs go
through in this course of events. Theoretically I lean on the work of Victor
Turner and Edward Bruner. They were influenced by the German thinker
Wilhelm Dilthey and his ideas about experience as what is “lived through”
(Bruner 1986). Inspired by Dilthey’s hermeneutic approach, Bruner states
that “the anthropology of experience deals with how individuals actually
experience their culture”, how “events are received by consciousness”
(page?). Experience encompasses actions, feelings and reflections. In this
optic, experience is not only what happens to an individual, but also how
human beings “not only engage in, but also shape an action” (Ibid).

Considering the things I learned during fieldwork, I embrace the idea that



experience is socially created, and that all actors — in this case staff and
families — are active agents in the creation of actions.

In the following pages the experiences, decisions and challenges of
Danish donor families will unfold. The discussion is based on exhaustive
fieldwork in the day-to-day life of Danish neuro-intensive care units
(NICUs) as well as during organ donation cases. Based on multiple
interviews with Danish donor families, it also demonstrates how donor
family members seek to transform stories and reflections in the time after
the death into a narrative recollecting the course of events leading up to
the death. Adding another level to the investigation of the donor family
situation and the social context in which organ donation is acted out, I
also aim to tell a story about the professionals at the Danish hospitals
accompanying the family in this situation. Their recollections, experiences
and strategies to support the family and execute organ donation are
crucial in illuminating what takes place in the social processes of organ
donation. This group of informants stands out as an invaluable help in my
attempt to grasp this world professionally as well as personally. Together,
these interacting empirical perspectives from the field provide an
understanding of the practice of organ donation in Denmark from the
family perspective and shed light on the many interactions, considerations
and social relationships that are played out in this regard.

The pivotal empirical point of this dissertation can be understood
as a particular social moment where essential definitions and questions
regarding life and death are at stake. The moment starts when the family
enters the NICU to find out their loved one is severely injured in the brain
and ends when they say the last goodbye at the hospital or in the chapel
after the organs have been removed. The empirical object of this
dissertation is this particular social moment and all its actions and

experiences.



But the study also looks at many reflections and interpretations
surrounding this particular moment. First, there are the stories of the
families who will spend years and months grieving the loss and
contemplating the decision points that led to this particular moment at the
hospital. Then there are the experiences of the medical staff. They add
each organ donation case, these specific processes and moments in time,
to their fundament of professional experience. In order to meet their own
ambitions to improve future efforts, their human and medical knowledge of
organ donation is constantly created, negotiated and developed.

Adding another level, the educational activities for health care staff
all over the country, the political debate, and the medical, secretarial and
administrative procedures can all be understood as both reflections of past
organ donation cases and preparations for new ones. This work is also
crucial for the understanding of the organ donation context in Denmark.
Even if this takes place outside the hospital, these social activities
implicitly affect the experiences of Danish donor families. Empirical data
about this is collected by participating in numerous meetings, conferences,
seminars and staff training sessions and by monitoring and participating
in organ donation topics in Danish media.

In that sense the particular social moments that are the subject of
this study can be understood as an ongoing circle of events all building on
each other. The system or the procedure of organ donation is constantly
structured and restructured, nuanced and improved by way of the many
new organ donation processes happening at Danish hospitals.
Theoretically, these social moments in which organ donation takes place
can be seen as social rituals repeatedly initiated and performed with the
purpose of supporting and guiding families through the processes of losing
and deciding, carrying out organ donation and shaping and re-shaping the

organ donation community.



This series of what I define as ritualized actions that allows organ
donation to take place happens on three levels that are deeply intertwined.
They are, first, the hospital staff’s careful timing and planning of the
processes and procedures of organ donation; second, the families’ attempts
to understand, decide, and to accept and interpret the experience of
donating a beloved family member’s organs, and third the medical,
political and organizational strategies of Denmark as a welfare state to
conduct this medical practice according to the law, staging it as politically
correct and socially acceptable, and generally classifying organ donation in
the public domain as ‘a good thing to do’. It is these complex social
processes of ritualization of this exceptional way of ending life that I have

defined as ‘the orchestration of death’.

Orchestrating Death — Theoretical Framework

While the process of donating organs happens over and over again in
Danish hospitals, this dissertation underlines that each case is unique
and has its own particular set of complications and conditions. The data
collected during fieldwork involves all kinds of destinies, from teenagers
involved in traffic accidents to victims of violence or suicide, mothers in
their 40s struck by a sudden brain aneurism and lonely alcoholics having
a fatal accident on their moped. It is my main argument that the only
common thing in these cases is that each family goes through a complex
process involving brain death and organ donation. Even if organ donation
is a standard medical procedure, I argue that this happens in a multitude
of ways depending on the circumstances, premises and social background
of every patient and every family. It also depends on the experiences and
attitude of the hospital staff and the medical and social conditions of the

various hospitals including staff resources, the size of the family rooms,

10



and the arrangements of the wards. In short, I see the uniqueness of each
organ donation case as a premise in this field. It follows, then, that the
orchestration of each organ donation demands an extraordinary
combination of flexibility and structure, or social staging; it must be
constantly adapted to and adjusted by the unique combination of family
and staff members, together with the particular configuration of the health
care system as their backdrop.

In line with anthropologists Linda Hogle (1999) and Lesley Sharp
(2006), I argue that it is advantageous to regard organ donation as
something mysterious and wondrous. I classify organ donation as a kind of
“strange figure”. Theoretically as well as practically, organ donation
balances at the threshold between life and death because of the seductive
wonders of medical technology. There is no familiar framework to help us
grasp, define or reflect upon this medical practice of removing organs from
breathing patients and transplanting them into the bodies of others. It is
an unfamiliar way of dying, and of handling dead bodies. At the same time
it is strange because it can also be sense making. Remembering the above
mentioned words of one of my informants, it is “a rational choice with
emotional consequences”.

Even if the medical practice has existed in Denmark for more than
20 years, my fieldwork shows that it still causes many moral, ethical and
fundamental discussions for the people involved. Balancing between the
need to perform a peaceful, dignified death for the individual patient and
the social obligation of helping other sick patients when the health care
system offers the opportunity to do so can never be easy. In addition,
death in relation to organ donation seems suspicious, mysterious and
unnatural to many because the dead patients are breathing and do not
look dead, even as the organs are removed. Thus the heart in a body of one

of these ‘living dead’ does not stop until the patient is in the middle of
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having the organs removed at the operating table. Since life is often
popularly associated with a beating heart, this reconfigures ideas about life
and death. One might argue that in organ donation the dead are treated as
the living and the living are treated as dead; the boundaries are flexible.
Returning to the opening case of Dorthe, although it seems rather absurd
to put a nose tube in a dead patient to give her saline solution, it was
necessary to keep the body and the organs functioning.

Organ donation contains an unfamiliarity that somehow must be
handled and which needs some kind of “cultural mechanism”, to make it
consistent with cultural values, to use the words of Hogle (1999: 42).
Investigating the political history of Germany and Northern Europe Hogle
argues that due to historical fears of mutilation and apparent death, the
practice of organ donation is perceived as fundamentally wrong or
unnatural. That is why removing organs have to be translated or
transformed into something that is in line with the values and beliefs of
the current society. According to Hogle, there has to be clear standards
and procedures and there also has to be rhetorical or ideological value
statements that can function as a kind of approval of organ donation. The
widespread public discursive classification of organ donation as “the gift of
life” in many parts of Europe and the US is possibly the clearest example
of a rhetorical “translation” of a contested medical practice into something
unequivocal positive and charitable. For that reason, the anthropological
question to investigate in this regard must be how the procedures of organ
donation in a Danish context are translated into something that is socially,
culturally and emotionally acceptable and not as fundamentally different
from life and death as we know it. I argue that a good way to understand
these processes is to focus the various practices performed, how death is

orchestrated.
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Based on the observation of numerous cases, it is my analytical argument
that donor families and hospital staff construct and perform a variety of
social and ritual actions and recollections to embrace the overwhelming
complexity of the field of organ donation. I argue that death and organ
donation are staged and performed in a certain way by all actors involved.
I also argue that they do so in order to understand, accept and transform
the strange figure of organ donation and the processes they go through in
this regard. Put in another way: The actions, routines, statements and
interpretations can be seen as performances, carried out in order to
transform this unfamiliar figure of organ donation into something socially
and culturally acceptable. I examine these complex actions through the
lens of ‘orchestrating death’.

Etymologically, orchestration comes from the world of music and
means the study or practice of writing music. According to the Webster
English dictionary, the verb orchestrate means “to compose or arrange
(music) for an orchestra”. But it can also mean “to arrange or combine so
as to achieve a desired or maximum effect”. Dictionary.com suggests that
orchestrate means “to arrange or manipulate, especially by means of clever
or thorough planning or maneuvering”. The Oxford dictionary defines the
word as follows: “To combine harmoniously, like instruments in an
orchestra; to arrange or direct (now often surreptitiously) to produce a
desired effect”. Adding to this, the Cambridge dictionary defines
orchestrate as “to arrange something carefully, and sometimes unfairly, so
as to achieve a wanted result”. Finally the Chambers dictionary offers the
following definition: “(figurative) to organize so as to achieve the best
effect”. Therefore, the practices of arranging with a purpose, planning and
manipulating, and producing and achieving some particular result or effect
is essential in the theoretical understanding of ‘orchestration’ which makes

it helpful to understand the social practices of organ donation.

13



Borrowing terms from the music world to explain the social
processes of ritual performance is also done by Levi Strauss in his
influential book The Raw and the Cooked where he compared South
American tribal myth and ritual to “the conductors of an orchestra whose
audience becomes the silent performers” (1969:17). In addition, the entire
book was organized according to the structure of a symphony. Remaining
in the world of music, Alfred Schutz has analyzed the character of social
interactions connected with the musical process in the article Making
Music Together from 1964. He saw music as a meaningful context, but
unable to be expressed in conceptual terms. By looking at musical
processes, Schutz hoped to illuminate other structures of social
interaction. According to him, there is a tendency to regard language as
the primary vehicle of communication. Semantic expressions are the
fundamental condition of social intercourse, since it is an outstanding tool
for the conveying of meaning. But by looking at the musical processes,
Schutz suggests that by reciprocal sharing of the other’s flux of experience,
a mutual tuning-in relationship is constituted. The system of musical
notion is merely a technical device and it is accidental to the social
relationship prevailing among the performers. The mutual tuning in fosters
the experience of the ‘We’ which is the foundation of all possible
communication (Schutz 1964).

Without comparing the very different social situations of making
music and losing a family member, I argue that looking analytically at the
tuning-in relationship, the experience of the ‘we’, the creation of something
going beyond language is very usable when understanding the donor
family experiences of organ donation. Language and information has its
limitations since donor families do not understand or remember what they
are being told. But when the doctors and nurses provide care and support,

the experiences of families and staff are shared and a social relationship
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between the performers is established. Staff try to tune in to what donor
families are going through and thereby create a social relationship where it
is possible to communicate in alternative ways. This tuning in is essential
to what I define as the social interplay between families and staff and
thereby the orchestration of death.

Within anthropology, orchestration is mostly used to describe the
processes of ritualizing events and the staging of ritual processes.
Theoretically, the analytical concept of orchestration is closely related to
Catherine Bell’s notion of ritualization, an approach disclosing the
strategies by which ritualized activities do what they do (Bell 1992: 4). This
means that focus is not on rituals themselves but rather on the ways
rituals are created and the intentions or strategies behind them. Pierre
Bourdieu has also used the word orchestrate to describe how “the
practices of the Kabyles were collectively orchestrated without being the
product of the organizing action of a conductor (Bourdieu 1990: 53).
Returning to the theory of Hogle, I see orchestration as the cultural
mechanism, of social translation to help understand the strangeness and
unfamiliarity surrounding the practises of organ donation and the body of
the organ donor. In my view, this can happen individually as well as
collectively in the social interplay between families and staff. I argue that
the term ‘orchestrate’, or ‘orchestration’, helps illuminate how families and
staff play an active role in performing and creating an alternative
environment or reality to make organ donation acceptable and create new
truths and frame of interpretations in which their experiences and sensory
perceptions are made meaningful.

Corresponding with the title of the dissertation, organ donation can
therefore be understood as orchestrating an exceptional death. Based on
my field data, I argue that this concept has the potential to embrace what

is actually taking place on all levels — from the health care system’s
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encouragements to sign the donor registry, to the doctors carefully
performing the brain death tests on a patient, organ management details
such as the timing of inserting a nose tube, and a father’s cautiously timed
planning of the children’s entrance in the hospital room to say goodbye to
their mother, as we shall explore in coming chapters. It is ritualization or
other purposive practices in order to try to create meaning.

In the hospitals where organ donation takes place, many staff
members felt that they lacked what they called “specific rituals” to
embrace the moment of closure in the process. While hospital staff could
not define exactly what was needed, it was clear that something to
accompany the family all the way through the process and give them a
dignified and respectful goodbye was much appreciated. This topic was
often discussed with me as an anthropologist. They regarded me as
somebody with ritual knowledge able to provide them solutions to this
problematic. However, I often experienced that the routines and practices
performed by hospital staff were carefully timed and structured in order to
give the family the best possible experience. The structured and
improvised actions were, in fact, much like rituals, although they were
flexible and adapted to the individual needs of donor families, and thus
constantly being recreated. In this way my study differs significantly from
that of Anne Hambro Alnees, who focuses on donor families in a Norwegian
context. While she wonders about the lack of rituals in the intensive care
units (Alnees 2001), my study identifies a number of ritual attempts to
accompany and support the family and the hospital staff. The analytical
frame of orchestration therefore has the potential to embrace these socially
negotiated attempts to classify and define the actions taking place.

Based on my research, I find it suitable to place orchestration in a
temporal frame. I argue that orchestration can happen as a plan, a

response and a reflection. Elaborating on this, ‘plan’ means the structure
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or preparation of something. Within organ donation that could be the
standard procedures of medically determining brain death. ‘Plan’ embraces
orchestration as an intention or a strategic action that is performed or
carried out with a purpose. Then there is orchestration as ‘response’. By
this I mean the immediate spontaneous reaction to something unfamiliar
or the instant attempt to control the strangeness. It can be the nurse
trying to explain them or to hold down the spinal reflex movements of a
brain death patient so they family should not be disturbed by this. It can
also be the father making sure his wife looks good in the seconds before
the children enter the ward. Therefore orchestration as response is often
situational, unique and instinctive. Finally, orchestration can also be
reflexive, looking back at what happened and try to make sense of it.
Orchestration as reflexive praxis is the attempt to make certain actions
and experiences reasonable and meaningful and in accordance with
existing values and norms. The process often finds expression in narrative
forms as a model of explanation comforting both families and staff. For
example, when families say that death was “better than being a vegetable
in a nursing home” or “organ donation was the only positive aspect of the
tragedy”. This might be interpreted as a reflexive orchestration of the
traumatic loss of a loved one. Everything in the examples mentioned above
can be seen as processes of orchestration with the purpose of
understanding the unfamiliar and make it socially and culturally

acceptable. This is the main essence of the concept of orchestration.
In the next section of I present an overview of the theoretical and empirical

themes that have dominated the research of organ donation, thus locating

this dissertation and its contribution to the field.
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Anthropology and Organ Donation

Over the past couple of decades a growing body of literature has emerged
in the social sciences focusing on organ transplantation. Below I present
the most important themes for the purposes of this study and explain how
this research relates to or distances itself from the existing scientific work.
In studies of organ donation, gift exchange has been perhaps the
most dominant analytical starting point for anthropological studies.
(Abrahams 1990; Alnees 2001a; Ben-David 2005; Fox & Swazey 1992;
Fulton et al 1977; Healy 2006; Lock 2002a, 2002b; Sharp 1995, 2000,
2001; Siminoff & Chillag 1999; Sque & Payne 1994; Younger et al 1996).
Most authors use the work of Marcel Mauss as a starting point with a
particular interest in the obligation to reciprocate, which is generally
considered impossible for an organ recipient having received ‘the gift of
life’. One of the most significant contributions is the work of sociologists
Renee Fox and Judith P Swazey, who introduce the world of organ
transplantation in the book The Courage to Fail: A social view of organ
transplants and dialysis (1974). This was followed in 1992 by Spare Parts:
Organ replacement in American society, in which they examine living
kidney donation and the complexities of reciprocating a human organ
using their original framework “the tyranny of the gift”. This notion has
since dominated the field. But it has also been critiqued by newer research
from the donor family context in the US, which argues that by way of
organizational interaction, it is possible to return the gift in alternative
ways by providing information, acknowledging the decision and
memorializing the dead (Sharp 2006, Jensen 2007). This study will focus
on the absence of organizational interaction for donor families in Denmark
and discuss alternative ways donor families get something in return. In

addition this study turns attention towards the physical and emotional
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context of the gift, suggesting its impact of the donor family perception of
the exchange of organs.

Whereas physiological aspects of brain death are widely discussed
in the medical literature, the religious, social and cultural problems and
dilemmas of brain death are subjects for the social sciences. The notion of
brain death has sparked a wealth of literature debating its legitimacy as a
criterion of death. Anthropological literature has dealt with this in great
detail over the years, and we shall return to the many dilemmas of this
peculiar death at a later point. In many studies, (Lock 2002, Haddow
2005, Sharp 2000, 2006) there seems to be an explicit critique of the
medical notion of brain death questioning whether these organ donor
patients are alive or dead. Here, the significant work of the Canadian
anthropologist Margaret Lock must be emphasized. During the 1990s Lock
investigated the social acceptance of brain death as a criterion for death in
Japan and the US, resulting in her award-winning book Twice Dead (2002)
in which she concludes that patients die twice, and that brain death is a
“good as dead” condition invented by the medical world in order to carry
out organ transplants. Lock continued to work with the assumption that
brain death is a state of ‘betwixt and between’, an ‘invention of death’
constructed to solve the shortage of organs (2002b). The cultural
differences in relating to and understanding death have also been explored
anthropologically in regard to organ donation. Lock has shown how organ
donation has different connotations in Japan because of the habits and
rituals surrounding death, where a need to protect the body makes the
idea of organ donation very controversial (Lock 1997, 2002a, 2002b). In
this study, while I acknowledge the problems of brain death, While this is
an important concern, this study does not aim to provide arguments for or
against brain death, but rather to look at how the process of brain death is

socially practiced and performed by the donor family, patient and hospital
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staff, and how it is perceived in the time after the donation. In addition, I
suggest that many families have no problem understanding brain death.

An area of interest for many researchers has been the problems
that crop up in the mind of an organ recipient after the transplant.
(Gutkind 1988; Sharp 1995; Siminoff & Chillag 1999; Lock 2002b). Sharp
describes the difficulties of recipients in relating to the organ of a stranger
as a “transformative experience”, indicating that the personal identity of
the recipient has changed as a result of the transplantation (1995). The
identity aspect also unfolds within xeno-transplantation (transfer of organs
from animals to humans), where the sense of strangeness in the body is
accentuated (Papagaroufali 1996; Lundin 1999).

Several anthropologists have dealt with organ donation in relation
to the national and cultural values of the country. In addition to Lock’s
abovementioned study in Japan, Linda Hogle studied how contemporary
German attitudes to organ donation were impacted by the country’s Nazi
history. In Recovering the Nation's Body: Cultural memory, medicine, and
the politics of redemption (1999), she argues that ideas and values
surrounding organ transplantation and the medical practice of removing
and using parts from bodies to benefit others are deeply embedded in the
history of the country. Hogle also points to the North European history of
fear of mutilation of dead bodies, a destiny often associated with criminals
and outcasts, to contextualize people’s reluctance to make a commitment
to organ donation, as we shall return to later. This study will show how
donor families relate to the Welfare state of Denmark and its benefits and
obligations when expressing their reasons for donating, some are even
feeling extremely proud to be Danish due to the care they received.
Simultaneously, other families pose a critique of the Danish health care
system when recollecting their experiences. Danes therefore have multiple

ways of associating their experiences with donation to being Danish.
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Anthropologist Orit Brawer Ben-David’s study of organ
transplantation in an Israeli context (2005) shows how heroism evident in
Israeli society is transcendent in organ donation. For example, is organ
donation used to transform an “ordinary” death, for example in a traffic
accident, into a heroic death? The link between national or regional
heroism and organ donation is also evident in the US, where personal
stories of loss are translated into meaningful narratives acknowledging the
donor families, celebrating the heroism of organ donors and comparing
them to national heroes such as soldiers. Or, in a New York context, to the
fire fighters saving other people and sacrificing their own lives during the
events of September 11, 2001 (Jensen 2007).

The idea that an organ being moved from one person to another
creates some wondrous kind of relationship has also drawn the attention
of many anthropological studies. Alnaes has regarded organs as a kind of
biomedical death treasure, underlining the mystery and magic these parts
contain (Alnees 2005). This mystery was also unfolded by the American
anthropologist Lesley Sharp in her influential book Strange Harvest (2006)
in which she provided a thorough understanding of the transplant arena
in the US and the experiences of families, recipients and hospital staff.
Sharp is one of the most significant anthropologists in this field and has
worked on organ transplantation as a commodification of the body (2000)
from the donor family perspective (2001), and on the technological aspects
and potentialities of the field (2007).

The social relations of organ transplantation have also received
anthropological attention. Fox and Swazey studied how living kidney
donation can affect family relations (1992) because family members might
feel an extra connection or sense of obligation to the family member who
gives the organ. In relation to donation from a deceased donor, Alnaes

argues that organ donation transforms existing kinship categories because
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of the new relatedness established between the giver and recipient of an
organ, and between the recipients of organs from the same donor, who
often classify themselves as siblings or cousins (Alnses 2001a, 2001Db).
Sharp introduced the term “fictive kinship” to describe the donor family’s
need for contact with the recipient as a way of reciprocating the donation
(1995, 2006). Her studies indicate that this fictive kinship can be artificial
or unpleasant for the organ recipient, who feels overwhelmed by this
contact. New research from the US has nuanced the notions of kinship
and relatedness in this medical field. Social relationships can also be
established between organ recipients and donor families without having
exchanged an organ, but feeling connected because of either the lack of
the “real” recipient or donor family, or because of feelings of gratitude and
respect. These relationships are classified in “adoption” terms. There are
also strong ‘family’ bonds between donor families as a group, and between
organ recipients, because of their mutual understandings and shared
experiences. While the exchange of an organ constitutes a certain sociality,
it is not always only between the giver and the recipient, but can also
appear between any giver and any recipient, or between actors with shared
experiences, facilitated by the organizational forum in which such
relationships are encouraged and promoted (Jensen 2007). This study
adds insights to the sociality of organ donation by analyzing not only the
social meanings of the organs, but also the dangerous sociality of organ
donation, namely the one between donor family and organ recipients. I
show how anonymity is practiced in Denma, how it is attempted to be
silenced and disguised and how it affects the Danish donor families. In
addition this study suggests, that organ donation not only creates social
relationships, it is also a way of expressing your social relation to your

country.
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The commodification and objectification of the body has been
explored by several authors (Alnees 2001a, 2005; Fox & Swazey 1992;
Joralemon 1995; Kopytoff 1986, 2004; Lock 2002a; Sharp 1995, 2000).
The view of human body parts as ‘spare parts’in strong demand as a
result of the intense need for organs has initiated discussions about body
ownership, embodiment, payment and ethical issues (Brecher 1994;
Burrows 2004; DeCastro 2003; Murray 1997). In particular, Nancy
Scheper-Hughes has done intensive work on the buying and selling of
organs and the exploitation of poor people in underdeveloped countries
(Scheper-Hughes 1996, 2004). Her work attempts to expose the crimes
and the black market. This study suggest that even those mostly
emotionally involved with the deceased donors turn to adapting a
objectifying or utilitarian perspective on the body of the patient as a way to
make death meaningful through the usability of the body.

There has been a growing body of literature from nurses interested
in the problematic of organ donation. Among them, Magi Sque and Sheila
Payne, who discuss the dilemmas of organ donation in an English context,
stand out as some of the only researchers whose focus is on families who
refused donation (2005). In Denmark, nurses and doctors have also
published on the topic of organ donation. In the late 80s and beginning of
the 90s neuro surgeon Benedikte Dahlerup published two books on the
topic of brain death with the intention to carefully explain this new
criterion of death (Dahlerup 1986, 1992). Focusing on the donor families, a
group of Danish nurses made a comprehensive report in 2001 based on
interviews and questionnaires with donor families from their department
(Bruun et al 2001). The report was inspired by the difficulties many staff
members experienced when supporting families of donors. Five years later,
project nurse Lone Bogh wrote a master thesis based on three interviews

with donor families and suggested that organ donation was a “meaningful
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burden” to families (2006). Together with the late Melvin Madsen, Beogh
was also the author of a rather controversial report in 2004, investigating
the knowledge of and attitudes to organ donation of Danish hospital staff.
This report stated that a reason for the low donation rates was that many
potential organ donors were never discovered in Denmark.

Besides the body of scientific literature on organ donation, there is
also a wealth of personal stories, written mostly by organ recipients but
also by donor families. Among the most influential is the book Nicholas’
Gift by Reg Green (1999), the father of Nicholas, a young boy who was shot
in a drive-by shooting in Italy, and became an organ donor who saved
seven Italian lives. From an American context, bereavement specialists
have focused on the special needs of donor families and how to support or
accompany them in their loss (Holtkamp 2002; Malony & Wolfelt 2001).
And the National Donor Family Council in the American Kidney
Foundation published a book dedicated to donor families, called Those
Who Give and Grieve (2003) as a support book in order for families to learn
that they were not alone in their sufferings.

After this tour of the theoretical landscape of organ donation, let us
zoom in on Denmark as a regional context for this study. In order to
understand the ethnography from my fieldwork and the arguments of the
dissertation, an overview of the history and context of organ donation and
donor families in Denmark must be provided. The actions, discussions,
dilemmas and policies of this area are all rooted in complex medical,
social, cultural and historical patterns. These patterns shape the way
organ donation is performed in Danish hospitals today and consequently
also the way organ donation is experienced by donor families and hospital

staff.
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Organ Donation in Denmark

Medical progress in the world of organ donation is closely attached to
scientific developments worldwide. Looking at the world history of organ
transplantation, the first kidney transplant in the world was performed in
the US in 1950 on a 44-year-old woman and the first successful heart
transplant was performed by Christiaan Barnard in South Africa in 1967.
Besides the surgical procedure itself, one of the biggest medical challenges
in transplanting a human organ from one body to another is the danger of
the organ recipient’s immune system rejecting the “foreign object”.
Consequently a growing medical industry has specialized in
immunosuppressive drugs which, as the word indicates, suppress the
immune system and must be taken by the organ recipient every day.

From a dead human body, it is possible to transplant solid organs
such as livers, kidneys, hearts, heart valves, lungs, small intestines, and
pancreases. It is also possible to transplant human tissue such as eyes,
skin, bones, veins and tendons. When it comes to living donation, it is only
possible to donate one kidney or a fragment of the liver, since the liver is
the only solid organ that is able to regenerate itself.

Over the past decade surgeons have experimented with face
transplants and transplants of wombs and ovaries, all of which have
sparked serious ethical discussions and might lead to new standards for
transplantation in the future. At the same time, researchers are working
on constructing human organs from stem cells and bio-engineers on
producing biotechnological versions of organs. While this dissertation does
not focus on the technological developments of modern biomedicine, it is
an interesting thought that developments in either or both of these fields

could lead to ending the need to transplant human organs altogether.
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Criteria for the diagnosis of brain death have been discussed in
great detail worldwide at medical conferences for years, but in 1968 a
paper from the Ad Hoc Committee of the Harvard Medical School called A
Definition Of Irreversible Coma: Report of the Ad Hoc Committee of the
Harvard Medical School to examine the definition of brain death constituted
a landmark in the efforts towards defining brain death. These
recommendations shaped national policy and legislation and were the
foundation for establishing the brain death criterion (Lock 2002a; Sharp
2006). In 1990, Denmark, as one of the last countries in Europe to do so,
applied brain death as a criterion for death and was thereafter able to
procure all vital organs from brain-dead patients on respirators. Before
that, doctors could only procure kidneys from patients once they had been
taken off the respirator. As soon as their heart stopped, the doctor would
declare them dead and their heart would be restarted in order to keep the
blood flowing so the kidneys stayed healthy enough to be used. This was
necessary for the medical progress of kidney transplantation in the 70s
and 80s, but according to my interviews, this procedure was frustrating for
many doctors, and especially for nurses, who even refused to participate in
such a procedure during a conflict near the end of the 1960s. Therefore
the brain death criterion, controversial as it might be, was regarded as a
much better solution to the problematic of organ procurement. Not only
did it become possible to procure all vital organs, but to hospital staff it
also served as a much more meaningful way for a life to end.

The beginning of the 90s saw growing acceptance of this new
definition of death, though many still found it controversial. Not all doctors
were in favor of the idea of organ donation and many nurses found it
difficult that a patient on a respirator could be declared dead. As the
previous section showed, some anthropologists have argued that brain
death is an invented death (Lock 2002a, 2002b). My research in Denmark
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in 2009-2010 reveals that this argument is not only a humanistic critique
of the ulterior motives of the transplant business posted by social
scientists. Rather, it is a medical fact openly talked about by doctors and
nurses in the field when reflecting on their own experiences and attitudes
to brain death. Brain death is a definition of death that enables organ
donation. In fact, in Denmark, the brain death exam is not officially
carried out unless consent is given for organ donation, which indicates
that it serves no purpose in a declaration of death in itself — only as a
medical and legal foundation for removing organs from human bodies. If
organ donation is not going to take place, it is called ‘futile treatment’
(udsigtles behandling) and the patient is extubated, meaning taken off the
ventilator to die from not being able to breathe on his/her own.

In the early 1990s there was an intense debate in the media
regarding the ethical dilemmas of removing organs from patients with a
beating heart. In the Danish journal The Nurse (Sygeplejersken) the tone
was confrontational and direct, revealing that some leading nurses found
the idea of organ donation very disturbing. They believed that engaging in
an organ donation process was incompatible with professional care for a
patient and provision of a dignified death. My research reveals that
although some nurses, especially the older generation, might still have
their reservations towards organ donation, most nurses these days regard
organ donation as part of the medical landscape and think it is a
challenging and exciting task to take care of an organ donor. Among
nurses, it was evident that it is rather prestigious to master the task of
taking medical care of the donor as well as giving the family a good
closure. Sometimes older nurses familiar with the procedures have a hard
time leaving the task to younger colleagues eager for experience. A young
nurse even told me that she almost felt there was an “empathy

competition” in her department, meaning that her colleagues tried to outdo
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each other in doing everything possible for the donor families and almost
bragging about it afterwards. Even if hospital managements are all in favor
of organ donation nowadays — and my interviews with hospital
managements almost invariably showed they are — the area still raises
ethical issues that are a part of the daily life at NICUs, though perhaps
brought to the foreground during my presence as a social scientist with a
special interest in this field. How long staff should wait for a patient to
enter the brain death zone? In other words, what is the ‘proper’ length of
time before starting donor management, or making “the shift”, as some
nurses call it, from taking care of a patient to taking care of a collection of
organs? And what should medical staff do if a brain-dead donor goes into
cardiac arrest? Should a ‘dead’ patient be brought back to life in order to
save strangers? Matters like these will be discussed in forthcoming
chapters. However, they are mentioned here to explain that even though
organ donation has been taking place and brain death has been a medical
fact and a legally approved criterion of death for 20 years and official
hospital policies are unambiguous, my research provides strong evidence
that in Denmark, an organ donation process never takes place without
ethical dilemmas, discussions or comments of some kind or another, no
matter how high the level of experience among doctors and nurses.

The ethical debate in the early 1990s was followed up by the
Danish Ethical Council, which published a collection of essays in 1998
called Give me your Heart: The ethical dilemmas of organ donation. In that
book, various experts from a range of disciplines discussed organ
transplantation as moral obligation, altruism, business and even a form of
cannibalism; humans consuming other humans. This particular chapter,
by Lars-Henrik Schmidt, drew a lot of attention; it is still considered very
provocative, and is criticized by most Danish organ recipients and medical

professionals. In 2008 the Ethical Council published another book on the
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subject, where half of the council was in favor of presumed consent and
the other half not. The book, also a collection of ethical discussions on
organ donation, identified certain recommendations including inventing
new rituals and focusing more on the family. Lately, the Ethical Council
has done a lot to engage young people in the debate by producing teaching
material for the lower secondary school and arranging a seminar on organ
donation for Danish school children in January 2011.

In Denmark, there are three transplant centers. In Aarhus they
transplant kidneys and hearts, in Odense only kidneys and in Copenhagen
kidneys, livers, lungs and hearts. Denmark also has an eye bank in
Aarhus for cornea transplants. It is a significant part of transplant history
in Denmark that there was a fierce competition for certification to perform
transplants between the hospitals in Aarhus and Copenhagen. In the first
half of the 1990s liver surgeons fought so hard that this period is referred
to as “the liver war”. After being told about this period, I understood better
why a country like Denmark, small as it is, was almost cut in two when it
came to organ transplantation. The insight helped me understand the
insider joking and the ridicule of other parts of the country.

Danes can sign up for the donor registry with full consent to donate
all organs, limited consent or no consent. It is possible to donate liver,
kidneys, heart, lungs, skin and corneas. The registry is administered by
the Copenhagen University Hospital (Rigshospitalet) and around 15% of
the Danish population has chosen to register. The public debate on organ
donation in Denmark mostly deals with the increasing number of patients
on the waiting list to receive a new organ and the number of patients who
die on the waiting list. As a consequence of that, Denmark does not differ
from other countries in encouraging the public to take an active part in

solving this problem and signing the donor registry.
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In public, there is no obvious divide between organ donation and
organ transplantation. However, it is important to state that the area of
organ donation is divided in two. There is the “donation side” — the NICUs,
where patients die and become donors (not necessarily perceived in that
order, but we shall return to that). And on the “transplant side” are the
transplant centers and the surgeons performing the transplants on
patients struggling with sick organs. I was not aware of this until I was
invited to a transplantation conference in the US in 2006 to talk about my
research on donor family aftercare. To my surprise, the conference room
was invisibly (to me) but intentionally divided in two. The medical
professionals had placed themselves in two sections where one of them,
the transplant side, was arguing for the need for more organs, while the
other, the donation side, represented by NICU nurses, was more silent and
reserved, though their eyes showed they were disturbed by my
presentation of the — seen through Danish eyes — rather extraordinary and
bombastic world of organ donation in the US. Lesley Sharp experienced
the same division of the room signifying the division of the world of organ
donation and transplantation during her studies in the US (Sharp 2006:
395). In the discussion afterwards I heard a couple of comments from the
NICU nurses that still stand out as groundbreaking for my understanding
of the Danish area of organ donation. One of them was “We don’t want
more organ donors. To us, an organ donor is a patient in our department
we could not save” and the other was “Americans might do too much, but
Danes do nothing” followed by a comment on the particular Danish
“reluctance to deal with death and grieving people”. In this study, this
reluctance became evident on many levels. It is reflected in the myths and
horror stories surrounding organ donation, but it also explains the

absence of organizational support or network for Danish donor families.
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The two sides at that particular meeting very rarely meet in
Denmark. The connecting link and the gatekeepers between them are the
transplant coordinators. They coordinate the many complex aspects of the
organ donation process and make sure that the rules regarding anonymity
between donors and recipients are handled. My dissertation deals
primarily with the donation side. Denmark has five NICUs, which is where
most organ donation cases are admitted, but donations are also done at
so-called “normal” intensive care units at smaller hospitals.

Denmark is located at the bottom of the European organ donation
rates with only 12.92 ppm in 2010 — meaning that there are 12.92 organ
donors per million people in Denmark (www.scandiatransplant.org). By
comparison, a country like Spain is always pointed out as a role model due
to their donation rates of over 30 ppm. However, in professional circles in
Denmark, the so-called Spanish model is regarded as aggressive, meaning
that they have people at the hospitals scanning the halls for potential
organ donors and they have specialized personnel working with the family
that are said not to accept refusal when it comes to signing for consent to
donate.

After political pressure from the rightwing Danish Folk Party
(Dansk Folkeparti), the government funded the creation of The Danish
Center for Organ Donation in Aarhus in Jutland, which officially opened
on June 1, 2008. It took intensive lobby work from large patient
organizations such as the Danish Heart Foundation and The Danish
Kidney Foundation, which are strong proponents of the “Spanish model”
and wish to reorganize the field so that teams of experts go out to hospitals
and take care of processes such as the brain death exam, donor
management (medical care of the organs) and counseling for the family.
This idea came from a documented suspicion that in Denmark, medical

professionals had shifting attitudes towards organ donation - they did not
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always make sure that organ donation was performed and potential donors
were not always discovered and identified in time, especially at smaller
hospitals in the more rural areas. By organizing so-called teams of experts
to go out automatically, it was believed that more organs would be
donated.

In order to protect the autonomy of the ICUs, the Center decided to
make the support from a team of experts optional. During the past year,
the organization of on-call teams has made it possible for smaller ICUs to
call for a neurosurgeon and an NICU nurse to help with donor
management or family counseling if they see the need for it. But this
opportunity has only been exploited a few times, which could indicate that
donors are not discovered, that staff feel they are able to handle it
themselves, and/or that most organ donation processes take place at the
larger NICUs.

The work of the Danish Centre of Organ Donation has been crucial
in the recent development of the organ donation scene in Denmark,
especially when it comes to educating and creating social networks among
the ICU staff. The Centre has made sure to point out some “key persons”
on every intensive care unit who are responsible for educating colleagues
and raising awareness at department level. The Centre is also in charge of
a wide array of education possibilities, networks and groups of interest,
and they organize project days and host the European Donor Hospital
Education Programme (EDHEP). This course is a training course from
Holland that serves as a model for educating hospital staff in “the difficult
conversation on organ donation”. Earlier it was arranged by the transplant
coordinators with support from the medical industry, but now the Danish
Centre for Organ Donation manages the course and transplant
coordinators participate as speakers and observers. As it looks now, it

seems as if the Centre is successful in ensuring a good dialogue with
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hospitals and medical professionals. However, there are problems, as
many doctors and nurses, and some transplant coordinators, feel that the
Centre has encroached on their areas of expertise. It is, and will be, an
ongoing challenge to ensure smooth cooperation between the different
parts of Denmark. Even though the country is very small, it is a long way
from Aarhus to Copenhagen, and many of my informants look at the
Center as “belonging to the Jutlanders”. This is not entirely wrong, since
many of the “innovative” initiatives now performed country-wide were
designed in the Jutland regions and implemented there first.

In the past couple of years the debate has been characterized by
discussion on whether or not Denmark should move towards presumed
consent, as opposed to the informed consent that is currently the juridical
background for organ donation. This discussion has been broadcast in the
media and also on private websites by people with a special interest in the
cause, such as the young Danish heart recipient Casper Palmvig, who is
very active in the media telling his story and encouraging people to sign
the donor registry. In the spring of 2011, the Danish Parliament decided
on two political objectives. One is to make sure that more potential organ
donor patients are “discovered” and treated as potential donors, and the
other is to bring the percentage of families consenting to organ donation
up from 50% to 80%. An annual report from The Danish Centre of Organ
Donation published at the end of June 2011, based on monitoring deaths
at intensive care units in 2010, shows that the percentage of families
consenting is as high as 77%. Even if registrations can be manipulated,
this is clearly interpreted as something very positive. The director for the
Centre has stated that it reflects that the hospitals are able to maintain
the positive attitude of the population shown by opinion polls conducted
by the National Board of Health. She also argues it reflects that staff have

become more positive towards organ donation, as shown by one of the
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Centre’s own quantitative investigations over a ten-year period. Thereby
she indicates that in the health care system, it is believed that the
personal attitudes of the staff clearly affect the decisions of the family.
The category of donor families is only a rhetorical one in Denmark.
There are no social forums and no particular meetings devoted to this
particular group. It has been one of my main wishes to explore why this
group is embedded in social silence, a matter I shall return to in the final
chapters. Donor families sometimes appear with their personal stories in
newspapers and magazines, and three donor family members are engaged
as public speakers in the Danish Transplantation Group, where organ
recipients share experiences and inform about organ donation. A few
Danish hospitals offer support groups for families who died at their
intensive care unit. In such groups all kinds of families meet. So
occasionally and coincidentally, Danish donor fa