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6. Exploring the gift: Understanding organ donation

In Marcel Mauss’ essay “The Gift” from 1923 he underlines how gift
exchange is an integral part of the pre-modern societies of Melanesia,
North America and New Zealand. According to the theoretical framework
of Mauss, the gift carries the spirit of the giver - a hax — which means that
the giver always will be a part of the gift (Mauss 1990 [1950]: 13-16).
Hence, certain obligations are connected to the gift: the obligations to give,
to receive and to reciprocate. If the gift is not reciprocated, it causes social
disorder and the recipient loses his dignity (Ibid: 50, 54). Mauss thus shows
how gift exchange creates a social relationship between the giver and
receiver of a gift and is a ‘total social phenomena’ (Ibid 3, 7, 15, 18).

Sociologist Kieran Healy argues that the entire transplant
process can be understood as a reciprocal gift relationship since it contains
the moral obligation to give, the uniqueness or inalienability of what is
given, and a relation between the exchange partners (Healy 2006:15,35). In
organ donation, ‘the gift’ is inestimably precious because it is a body part
of the donor carrying biological and genetically traits, thereby producing
and defining the recipient as well (Alnas 2001a:298,299; Sque & Payne
1994:47).

The dilemma of how to reciprocate a gift that saves lives has
been discussed by Renee Fox and Judith Swazey in their book Spare Parts
tfrom 1992. Fox and Swazey argue that in transplantation the psychological
and moral burden is especially onerous because the gift is so extraordinary
that it is inherently un-reciprocal. ‘It has no physical or symbolic
equivalent’ (Fox & Swazey 1992:40). Hence, the giver and the receiver are
‘locked in a creditor-debtor vise that binds them one to another in a
mutually fettering way’ (Ibid). This is what they call the ‘tyranny of the gift’.
Their significant work is primarily on living donation between family
members, but the idea that reciprocity is more or less impossible or
problematic has also had tremendous impact on the field of donation from
a deceased donor (Alnzs 2001a: Lock 2002a, Sharp 1995, 2006, 2007;
Siminoff & Chillag 1999) and is to this day one of the accepted ‘truths’ of
the field. In this chapter, my purpose is to go beyond this ‘truth’ and
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explore new understandings of gift exchange and reciprocity within organ
donation.

During my fieldwork, it quickly became evident to me that the
gift, its definitions and interpretations, and the understandings of the
exchange systems and its roles and functions were very complex and
dynamic and acted as a major part of the sense-making strategies of donor
families. Looking at the donor family experience from a gift exchange
perspective generates new understandings of the nature of the gift and
provides new aspects to the ideas of reciprocity in this particular medical
field; it is possible, it does happen, and it has many forms of expression.

I will start with a discussion of the strategies behind the gift
rhetoric of organ donation since it has a tremendous impact on the
empirical reality and also has been a focus area for anthropological studies.
Then I will explore donor family understandings of the gift before finally

investigating reciprocity.
6.1 The meanings of the gift rhetoric

I think when we are born we receive that gift from above and only one
person can give that to us. And I believe that any person waiting for a
second chance in life receives that special gift of life again, and I do believe
that is why we can call it a gift. We only have one chance in life, but
someone is able to give you that second chance. And what a gift. What a

gift. (Donor Mother)

My fieldwork showed an extensive use of the gift rhetoric both in the
everyday language of staff, donor families and recipients and in the PR
surrounding organ donation. Especially the phrase “gift of life”, that has
been used by the medical profession and society in general to define
transplantation since the 1950ies (Fox Swazey 1992:32), seemed to
permeate my field. But why is this term so dominant and what are the
strategies behind it?

Due to the increasing need for organs, human body parts are in
great demand. This entails a potential risk of looking at human bodies as

valuable commodities. Such commodification of the body harms public
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attitudes towards organ donation because it indicates that a person only
consists of valuable parts, and ‘dehumanize individuals in the name of
profit’ (Sharp 2000:293). Anthropologist Helena Ragoné has conducted
research on surrogate motherhood in America, and she claims that the ‘gift
of life’ theme has been applied widely in American culture ‘as a literal and
symbolic counterpoint to the increasing commodification of modern life’
(Ragoné 1999:65). Although ‘gift’ is the dominant metaphor for organs in
the rhetoric of organ donation (Alnzs 2001a; Siminoff & Chillag 1999:34;
Lock 2002b:316), the gift rhetoric has also been identified by
anthropologists in Euro-American contexts such as childbirth (Layne
1999) adoption (Modell 1999), handicapped children (Landsman
1999,2004), surrogacy (Ragoné 1999), ova donation (Konrad 1995), and
foster mothering (Wozniak 1999). In these areas, like in organ donation,
there is a moral interest in defining the ‘human exchange objects’ outside
the world of commodities'*.

I discovered that the moral interest in ‘the gift’ was a major issue
for not only the NYODN but throughout America. The communication
department at the NYODN promotes slogans such as “the gift of a
lifetime”; donor family “gift of life-stories” are featured on the NYODN
web site; and the alliance of American OPO’s is called “Donate Life
America” — which is also the national slogan for organ donation. Even the
official legislation on organ donation from 1968 is called the “Anatomical
Gift Act”. The gift rhetoric is a way for organ organizations to associate
organ donation with humanism, generosity and altruism (Sharp 1995: 370),
thereby overcoming public ambivalence (Healy 2006:2 5). Thus it is a
strategic tool to suppress and control what the organization defines as

‘horror stories’ and ‘myths’ of transplantation”.

14 However, it should be noted that the gift rhetoric does not have the same impact in all
regional contexts. In Japan, the notion of organs as gifts is not socially acceptable because the
Japanese understanding of the reciprocal obligations of gift giving goes so deep that it would
cause enormous guilt to accept an anonymous donation (Lock 1997: 234, 2002a: 315-16).

1> Horror stories could be stories from the real world, such as organ stealing or people buying
organs, whereas myths was considered misunderstandings that could come from a television
show or an urban legend, i.e. that brain death was not really death or that doctors would take
organs without asking.
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When asking people within the organization about the ‘gift of life’, 1
discovered that ‘gift’ was not always understood in opposition to
‘commodity’ but also as an alternative to the term ‘donation’. The Manager
of Communications explained that the term donation sometimes had bad
connotations for the public and donor families because “when you talk
about donation, you often talk about a financial donation”, indicating how
some Americans understood donation. He found that the ‘gift of life’ was a
softer and more emotional way of expressing “that it was a gift, not a
Christmas present, but a gift of life”. The gift rhetoric was the
organization’s way to publicly appreciate donor families in showing that
this was something extraordinary.

In my fieldwork, I also noticed the gift rhetoric in the NYODN
at a donation case and at staff training sessions where coordinators were
taught to refer to organs as special gifts and alert families to the growing
number of people on the waiting lists, showing that there was a need for
this gift. In a Norwegian context, Alnzs has shown how a doctor asking
for consent refers to cultural values of gift exchange and implicit notions
of reciprocity by asking a woman if her late husband had expressed any
wishes to donate, and if she would receive an organ herself should she
need one (Alnas 2001a: 110, 111). Thus the gift rhetoric contains the
paradox of on the one hand being a strategy to obtain organs by putting a
certain amount of pressure on the donor family because of the ‘obligation
to give’, as we know it from Mauss, and on the other hand signalling
altruism and generosity towards the public.

My fieldwork showed that donor families embraced the gift
rhetoric. Their accounts reflected the organizational language, primarily the
one belonging to the Donor Family Services. When asking the Manager

about donor families referring to organs as gifts, she answered:

Well, we kind of give them that word [gift] — how would you describe this
[donating organs|? What are you going to say? What you would hear them
say is: “I donated my wife’s organs” and then I give them back: “Thank
you for the gift you gave from your wife’s death”, so we are giving them

this word. (Donor Family Services Manager)
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She explained that they had learned from other donor families that the
word gift was descriptive and helpful; she even considered this terminology
a gift to them because then they had “something to hold on to in their
grief journey”. She also emphasized that the word gift was the right one to
use since donor families did not receive any payment. Through the gift
rhetoric, the organization transforms the experience from ‘donation’ to
‘oift’ and provides donor families with a meaningful way to classify the
donation in accordance with organizational promotional purposes and
American ideas about unselfishness and helping others in crisis (Joralemon
1995: 344).

However, there was some ambivalence in the relationship
between altruism and gift exchange. Although the gift rhetoric signalled
ideas about generosity and altruism, the staff in the Aftercare Department
knew from numerous conversations with donor families that altruistic
notions of helping others for most donor families came over time; they
were seldom able to think of gifts in the actual trauma of having lost a
loved one. This element of time also appeared in my interviews. A donor

mother explained:

So it took me a while after her funeral to then realize that this was a gift,
and that I should continue searching for answers, not about her death but

about the new life that is created. (Donor mother)

Defining organ donation as a gift has the ability to alert donor families to
the fact this gift has a receiver. This is not the end, somebody has received
the gift. To the recipient, on the other hand, Siminoff & Chillag have
shown that using the gift rhetoric in this sense can be hurtful because it is a
reminder that somebody had to die in order for them to live which is very
difficult to accept (1999). But to donor families, it is this notion of a
recipient of the gift, a “new life that is created”, that makes sense because it
gives a new perspective on death: Their loved one can “live on”. At the
same time, donor families could also find comfort in underlining the

generosity of the donor when applying the gift rhetoric because it enabled
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them to define the donor as “a very giving person”. It gave them peace of
mind and confirmed that they had not only helped somebody, they had
made a decision in accordance with the personality of the donor. When I
asked a donor mother how organ donation had affected the loss of her

son, these sense-making aspects of the gift rhetoric were evident:

It has helped me to heal and many, many other donor families that I know.
(...) Knowing that this gift has allowed somebody else to live. And a little
bit of your family lives on in somebody and it was something that Donald
wanted to do, and it was how he lived his life. He was a very generous

person. (Donor mother)

But to donor families there are also other reasons for applying the gift
rhetoric. According to Mauss, the giver of a gift has a superior position
(Mauss 1990 [1950]). Helena Ragoné exemplifies this when showing that
when surrogate mothers talk of the children as gifts and themselves as
givers of this ultimate gift, these women ‘place themselves in a sphere of
unselfishness and altruism that acts as validation for their reproductive
work’ (Ragoné 1999:73). In my field, some donor families used the gift
rhetoric to underline their positions as givers. They referred to the
donation as “when giving the gifts”. Through this rhetoric donor families
received a lot of appreciation and acknowledgement as well as social
recognition as givers. However, all families did not identify with being the
givers since some continued to feel weird about the decision or
emphasized that they were “only carrying out their loved one’s wishes”.
But at the same time, many families had a strong wish to show that they
had taken an active decision to donate in order to underline an element of
control in a situation that was beyond their control. Expressing the
horrible experience of losing a loved one and donating organs in gift terms
thus is a way of presenting ‘the ideal experience rather than what people
actually experience’ (Healy 2006:24). Hence, the gift rhetoric is a sense-
making strategy because of its ability to turn a meaningless loss into a story
about a decision to give and to help others resulting in social

acknowledgement.
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Having established the sense-making potential of the gift rhetoric that is
created and maintained in the organizational context, an important
question must be discussed: According to donor families, what is ‘the gift’

actually?

6.2 The gift — new definitions and positions

Some anthropologists dealing with Marcel Mauss and organ donation have
focused on the obligation to reciprocate the gift’ and pronounced this to
be impossible within organ donation since the gift is life itself (Abrahams
1990; Fox & Swazey 1992; Sharp 1995; Siminoff & Chillag 1999). But my
research showed that because the gift was life, it functioned as a kind of
payback or satisfaction for donor families just to know that the ‘obligation
to receive’ was fulfilled. The logic behind this was the idea that when life
can be given and received it has not ended. The fact that otherwise
inalienable body parts have become alienable qua donation (Weiner 1992)
is actually comforting to donor families. Some compared organ donation
to helping hurricane Katrina victims, where you give and “you hope it gets
there, you do what you can for your fellow human beings”. But donating
organs, giving the gift of life, was considered a unique opportunity because
donor families knew they had given somebody else “a second chance”.
They knew the gift had arrived at its destination, which enabled them to
form ideas about the donor “still being out there keeping other people
alive”. This knowledge is provided by the organization that makes sure to
tell families in letters and in phone calls that the gift has arrived and saved
life.

The idea of the gift was problematic to families who were willing
but unable to donate due to medical or other reasons. To them, it was
frustrating having decided to give but there was no gift. The organization
ensured that these families were treated as donor families with the same
rights and privileges. As the Aftercare Manager said, “we try to explain that
the gift is real whether or not there is a transplant outcome”. Therefore, in
organizational terms, the gift is also an action or an intention, not only a
substantive in organs or tissue. This is supported by Mauss arguing it is the

‘act of giving’ creating a social bond and an obligation to reciprocate
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(Mauss 1990 [1950]). I did not speak to any of these families, but it was my
impression that other donor families felt sorry for them while at the same
time taking comfort or pride in knowing that their loved one had saved
lives. This indicates that to donor families the gift is being able to give
organs and thereby life.

Not all donor families had the privilege of knowing that the gift
had been received. Especially families who only donated tissue could face
some difficulties in finding out where the gift had gone. A daughter of a
tissue donor was very upset by the idea that her “mother was stored in a
freezer somewhere”, and she felt second class compared to organ donor
families who could much more easily trace their recipient. In such cases,
the organization steps in and tries to trace the tissue and make sure to
thank and acknowledge the donor family, thus acting as a kind of
replacement for the ‘lost recipients’. In another case, a father of a tissue
donor needed a bone transplant in his spine and wanted the bone of his
son. He called the Tissue Bank only to find out that there was nothing left,
which gave him a great sense of accomplishment. Seen from a gift
exchange perspective, he was made aware that the gift had been received,
not turned down. As a result, some donor families experience a kind of
reciprocal feeling by the knowledge that the gift has been received.
Knowing this, organizations such as the MTF works to establish ways to
track tissue, in order for the donor families to receive that information.

Although organ recipients are not my primary informants, my
research did show that many recipients also considered organs as new life,
a second chance, and celebrated their re-birthday on the anniversary of
their transplant. Surprisingly, however, some recipients did not understand
the gift as the actual organs or tissue although their life and health
depended on these body parts. In accordance with organizational ideals,
some found that the action or the decision to donate comprised the gift.
When talking to Gerald, a heart recipient who had lived a tough life before
his transplant and now ran the New York Marathon, I discovered that the
life transformation he had experienced was not caused by the new heart
beating inside his body. It was the experience that somebody was actually

willing to give him such a gift, to give him a second chance, a new life. So
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the gift cannot only be understood to mean organs; it is life and the
decision to give it. However, not all recipients shared this unproblematic
teeling about the transplantation. I was told about a heart recipient who
had difficulties with the ‘obligation to receive’ because she missed her old
heart. Another was said to keep his old heart in a state of preservation at
his home.

These rather rare cases indicate that for an organ recipient the
‘obligation to receive’ is also closely linked with losing something. This is a
new addition to ‘the gift of life’ that still remains to be thoroughly explored
anthropologically.

Anthropological studies have established that the recipients of the organs
were the receivers of the gift, the gift object was the body of the donor
(Siminoff & Chillag 1999:36), and the giver was the donor represented by
his/her family (Alnas 2001a:458). But my empirical findings revealed that
donor families did not always consider themselves as locked in the position
of being givers. Some donor families actually saw themselves as receivers
of a kind of ‘gift’ and even turned the life saving aspects of organ donation
upside down. To my astonishment, some donor families’ notions of the
‘gift of life’ were not only about saving recipients’ lives but also the lives of
the donor families themselves. At a donor family—recipient meeting at the
Transplant Games, 1 heard the mother of a donor mother saying this to

the recipient of her grandson’s liver:

Thank you so much. Had it not been for you, she would have died from

grief, so in a way you saved her life, too. (Donor grandmother)

The grandmother thus indicates her appreciation of the recipient’s gift to
the donor mother by receiving the organ. “The gift of life’ is considered so
important and sense-making that it can save the life of a grieving donor
mother. Other families also expressed gratefulness. A donor husband
claimed in one of his speaking events that he “had gotten more out of this
than the recipients”. He considered himself to be the receiving part in

regards to the organ donation because he “would not had known how to
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get on with his life had his wife not been a donor”. This was “the only way
he could make sense of her untimely death and find the strength to raise
two small kids alone”. Thus we can conclude that even though it is sense-
making to some donor families to give, it can also be sense-making to
receive a gift that can best be defined as a kind of ‘sense’ or ‘purpose’,
helping to ease the pain and grief.

The complexity in this is that donor families cannot be the
receivers without having given organs. In a way, donor families are both
the givers AND the receivers when it comes to organ donation depending
on the perspective.

For the grandmother mentioned above, the giver was obviously
the liver recipient. But in my research, where these meetings were rare, I
often found the organization to be the actor to ‘give’ to donor families. In
this way, the notion of the gift also changes from tangible organs ensuring
new life to comforting support or information in the grieving process of a
tamily. Often the organization gave awareness to donor families by alerting
them to the good that came from organ donation and thereby enabling
them to “turn tragedy into triumph”. Hence, the organization’s gift was
also to support and help the donor family, who acknowledges the gift by

feeling an urge to reciprocate.

The Volunteer Coordinator called me and asked me if I would consider
doing some Volunteer Speaking for NYODN. And I said “Absolutely —

you guys helped me out, now it is payback time”. (Donor father)

Donor families also talked about having received “the gift of
conversation”. Knowing their loved one’s wishes regarding organ donation
helped families make the decision and kept them from agonizing over it.
The feeling of having fulfilled the last wish was a source of great relief for
donor families and helped them through the nightmares of doubting brain
death and fearing what went on in the operating room. Thus, the character
of the gift in this sense is being spared a difficult decision. When families
did not have that reassurance from their loved one, the organization tried

to ensure them that they had made the “right decision”, which was
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comforting but could not be compared to the importance of having had
the conversation with the donor. This is also the reason why donor
tamilies encourage the public to talk to their families about donation since
they know the impact of such a gift.

These various perceptions of ‘the gift’ presented to donor
families would not be possible without donor families giving organs.
Therefore they could also be regarded as some kind of organizational
payback, which I will return to in the next section. The point I wish to
make here is that in donor family experiences, the gift exchange is complex
and dynamic and different notions of the character of the gift and the

identity of the giver and receiver co-exist.

6.3 Investigating reciprocity

I started my fieldwork with the theoretically-based assumption that the
analytical concept of reciprocity was only useful to illuminate the
problematic aspects of returning the gift in organ donation. However, 1
soon discovered that alongside the empirical ideas about the uniqueness of
the gift that I expected, notions of various degrees of ‘payback’ or ‘getting
back’ surprisingly were also present among donor families. This made me
realize that the character of reciprocity in this medical field called for
investigation rather than elimination.

As described, the analytical concept of reciprocity comes from
Marcel Mauss and his work on the obligation to return the gift (Mauss
1990 [1950]). Alnzs argues that some of the greatest difficulties in using
Mauss in connection with organ donation are the problems of converting
the gift received into a suitable return gift and the problems of establishing
routes of return (Alnas 2001a: 324). But looking deeper into Mauss’ work
actually enables us to define the return gifts of organ donation. When
describing the Potlatch in societies on the North American Coast, Mauss
writes that ‘the obligation to reciprocate worthily is imperative’, and he
talks of ‘equivalent value’ (Mauss 1990 [1950]: 54). But what is equivalent
value? What is a worthy reciprocation? In my perception, donor families
are the ones who can define this and this section will explore how the gift

of organ donation can be reciprocated according to donor families.
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When exploring reciprocity, I asked if families expected anything in return
and often received somewhat ambiguous answers. Expectations of return
co-existed with notions of “free gifts”. A donor mother told me that
“donor families are not looking for any remuneration”. Another donor

mother explained the gift like this:

And that is why it is considered a gift, because you know it is given freely.
A gift in the English language means something you are giving from your
heart. It is not something you are looking for anything back. A true gift has

no strings. (Donor mother)

At the same time, another donor mom expressed the ambiguity of
reciprocity when 1 asked her if donor families expected something in

return:

No, I don’t think we do. We want to be acknowledged, we want people to
remember that if it were not for donor families, organ donation would not

happen, so be gentle with us. (Donor mother)

She did not want anything in return but only acknowledgement and
remembrance, which, seen from the analytical framework of gift exchange,
can be considered a ‘worthy return’. The above mentioned examples
illustrate that when donor families object to the idea of return, they think
of financial remuneration and giving gifts with certain expectations. But
they still want something back: appreciation of a kind. Different
interpretations of return therefore co-exist among donor families.

In exploring these complex donor family understandings, it is
very helpful to apply anthropologist Marshall Sahlins’ understandings of
reciprocity from his book Szwne Age Economics from 1972 in which he discusses
the social and cultural aspects of economy and exchange in non-capitalistic
societies. Sahlins was inspired by Mauss’ theory of gift exchange and
contributed to the field of economic anthropology by further developing
three kinds of reciprocity: a megative, a generalised and a balanced reciprocity that

were deeply interrelated and often co-existed. Negative reciprocity is the most
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impersonal sort of exchange where something is taken or stolen from you
and you do not get anything in return; it is also referred to as the anti-social
extreme. Generalised reciprocity 1s transactions that are altruistic: When you give
freely to someone you love, for example within a family, and do not expect
anything in return within a given timeframe. It is an exchange that signals
solidarity. The keywords are ‘sharing’, ‘help’ and ‘generosity’. Finally,
balanced reciprocity refers to direct exchanges where you give and expect a
counter gift that more or less creates a balance in the exchange, like most
gift exchanges and buying and selling in the market economy. This
reciprocity is less ‘personal’ and more ‘economic’ (Sahlins 1972: 191-196).

When a family loses a loved one and is faced with the decision
about organ donation, the reciprocity in the exchange of organs can be
analyzed as negative reciprocity. Donor families feel that their family member is
taken from them, nothing is fair or controllable, and there is nothing they
can receive in return that may compensate for their loss. After a while,
many donor families are made aware by the organization that organs are
altruistic gifts, and their position as givers is constantly confirmed by way
they are talked about as “heroes who have helped a lot of people”. Seen
from Sahlins’ analytical framework, the organization thereby turns the
negative reciprocity into generalized reciprocity through a narrative emphasizing
“sharing”, “help”, and “generosity”, i.e. the altruistic and heroic elements
of the donation. This becomes a major part of the donor family stories,
and the negative elements of the donation experience are transformed into
a positive and generous choice. The strategic narrative shift from negative
to generalized reciprocity can therefore be considered as a sense-making
strategy to the donor family.

But even though the idea of the altruistic donation is
incorporated into the stories of donor families, there are, as we know,
expectations of some type of return for the gift. From Sahlins’ perspective,
this means that although generalized reciprocity makes sense to donor families,
organ donation also holds elements of balanced reciprociyy. The questions to
ask are how and from whom?

Through participation and observation at the office, listening to

staff members inform, support and express gratitude to donor families,
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being present at numerous events and recognition ceremonies to watch
donor families receive medals, hearing them being applauded after another
speaking arrangement, and passing by the local Memory Quilt every day at
the NYODN, it occurred to me that all these organizational initiatives
acted as a kind of ‘payback’ to donor families. This made me aware that
payback was not necessarily a counter gift from the organ recipients. It
could also be a certain amount of attention from the organization. Thus
the organization takes a place in the gift exchange as an actor able to pay
donor families back and, seen from an analytical perspective, fulfil the
obligations of the gift and secure the social order (Mauss 1990[1950]: 50,
54).

My analysis has shown that the payback provided by the
organization can be divided in three interrelated categories. It could be
acknowledging the gift by providing a thank you and social recognition to
the donor family; it could be ways of remembering or memorializing the
donor; and it could be providing the families with certain kinds of
knowledge.

Anne Hambro Alnzs has shown that Norwegian families want a
thank you for the donation, and they get frustrated if nobody
acknowledges the gift they have made (Alnas 2001a:320). According to
medical professionals Sque & Payne, the recipient can never totally repay
the donor family for their priceless gift (Sque Payne 1994:49). But my
research also showed that it does not have to be the recipient who pays
back in order for donor families to feel that the gift has been reciprocated.

A donor father put it this way:

And normally in this country when you give something you get a thank you
back. And that is something that I think all donor families want back, be it
a thank you card a phone call, a pat on the back. I have had that. I have not
had it from my recipients. But I have had it from other people that have
sald thank you for my donation - for my son’s donation. And that’s my

return for my gift. (Donor father)
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To this donor father, it is perfectly normal to expect something in return
for a gift. It is in accordance with ‘American values’ — when you give a gift,
you get a thank you. This shows that to donor families acknowledgement is
their reciprocity.

This spontaneous thank you from other recipients happens a lot
at the Transplant Games and is highly appreciated by all the donor families
I spoke to who had attended.

And you can be walking down the streets at The Games or walking in the
hotel and a recipient family can come over to you and say, “Hey can I give
you a hug”. And I'm like “how come?” And they say because you are a
donor family member, and they give you a hug, and they say thank you.

(Donor father)

Therefore the Transplant Games can be looked upon as one big act of
reciprocity towards donor families. The organizations that are arranging
the Transplant Games also make sure to express gratitude to the families.

The official program says that:

We should pay tribute to the miraculous legacy left by donor families.
From all of us in the Transplant Community, thank you for your decision -

thank you for our lives.

In this way the organization speaks on behalf of the recipient and makes
certain to say “thank you for our lives” if donor families have not heard
this from their recipients. In addition, organizations always make sure to
have recipients come on stage at donor family recognition ceremonies to
express their gratitude.

Lesley Sharp claims that one way to give thanks for so
extraordinary a gift from the dead is to memorialize them (Sharp 2007: 23).
The above mentioned quote also shows that saying thank you is often
closely connected to remembering the legacy of the donors. Alnas has
shown how a donor mother experienced the lack of expressed gratitude for

the donation as a way of trivialising her son’s memory (Alnes 2001a:3, 22).

73



It was my impression that American organ organizations were very aware
of the donor families’ need for remembrance. The Memory Quilts
provided families with assurance that their loved ones were not forgotten.
The patches were often very personalized with small tokens symbolizing
the personality of the donor, and they always carried the name of the
donor, thus acting as an alternative to the anonymity surrounding the field.
When pinning their quilt square at the ‘Quilt Pinning Ceremonies’, donor
families were also allowed to come to the microphone to say the name of
their loved one and sometimes tell a little story. This is comparable to the
readings of names of the victims of 9-11 on each anniversary of the
terrorist attack, pointing to the fact that the dead must never be forgotten.
My research showed that donor families considered “forgetting” the worst
thing that could happen, and they emphasized that “moving on” or
“healing” did not mean “forgetting”. Organ donation was a way to get
other people, the recipients and the organization, to remember the donor,
and this was considered a payback.

Knowledge or information was also a way for donor families to

get some kind of return for their gift.

To answer what you get back. I get back in just knowing that I did in my

conscience what I thought my son would have wanted. (Donor mother)

Another donor mother explained that “we just want to know they are
doing okay”, thus expressing her need to be updated on the situation of
her daughter’s recipients. Donor families therefore feel a satisfaction in
fulfilling their loved ones’ wishes and knowing the outcome of the
donation. Reciprocity, therefore, is also knowledge as a kind of comfort,
not balancing or compensating the pain of the loss but alleviating it. Many
donor families preferred to get this knowledge from meeting or
communication with their recipients, but because that was not always
possible the organization once again stepped into the gift relationship and
provided that kind of payback by arranging that donor families could meet
other recipients at various events and see they were doing well. The

organization was also mediators if letter contact was established between
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families, underlining the point made by Sque and Payne that ‘gatekeepers
that manage information might have reciprocal effects’ (Sque Payne
1994:48, 49).

It is important to keep in mind that information is not
appreciated by all donor families. Some prefer not to know anything and
just believe that the recipients are doing okay, which often stems from the
fear that the recipient has died or does not live up the expectations or
imagination of the donor families. For some families, it can seem a bit
strange to have their child’s organ put in an older person’s body (Healy
20006: 35), and I also heard some families express concern over whether or
not recipients “would take good care of themselves”

To sum up, the organization is often very much involved in
paying back donor families, and the gift exchange relation therefore
changes. A donor family gives to a recipient but often receives the payback
from the organization that is interested in establishing a social relation to
the donor family. This provides new aspects to the anthropological notions
of impossible reciprocity within organ donation and the tyranny of the gift.
It does not always have to be the recipient who reciprocates with an
equivalent gift to the donor family in order not to cause social disorder
(Mauss 1990 [1950]:54]. The important thing is 7 reciprocate, not who
reciprocates.

This generates notions of exchange moving in circles between
many givers and recipients before finally returning to the giver. The
anthropologist Bronislaw Malinowski illustrates such exchange forms in his
influential work on the Kula Ring in the Trobriands where valuable shell
necklaces and bracelets can circulate for years before returning to the giver
(1980 [1922]). In organ donation, you can also find the notion of
circulating gifts. Donor families give organs to recipients who pay back by
becoming involved in the organization which goes on to provide families
with acknowledgement, ways to remember or knowledge as well as
recipients with ways to communicate before finally trying to ensure that
donor families receive some kind of payback. The gift circulation can also

be support given from the organization to donor families who give to
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other donor families and so on before finally returning to the organization
as donor families advocating and promoting donation.

But keeping in mind the notion of organs as gifts and donor
families being the ones who have to receive something in return, the Kula
teach us that the givers at some point receive the same objects although
they are loaded with symbolic value from the persons in the exchange
system (Ibid.) This is not the case for all donor families although I did find
instances where donor families both gave and received organs. A donor
mother claimed to have “gone full circle”. She donated her daughter’s
organs and years later her sister received a new set of lungs, which initiated
feelings that in some spiritual way the saved life of her sister was her
payback. I also came across the notion that donation was a way for some
donor families to pay back. One donor mother expressed gratitude that
they were able to donate her daughter’s organs and tissue since the
daughter herself had received a set of lungs which had given her a few
extra years.

Since donor families only rarely feel that they get organs back,
the reciprocated gift is not the same as the one given as stated earlier in
this chapter. Or is it?

Returning to the theory of Marcel Mauss, we must remember
that the gift contains a certain bax — an element of the giver (Mauss 1990
[1950]: 13-16). In a very tangible way, this is the case in organ donation
since some donor families and recipients feel that the spirit of the donor
lives on. My point is that when donor families receive thank you’s, when
the donor is remembered, and when knowledge about the organs is
provided by the organization, in these cases the donor families actually get
back the hau. Many families claimed that they felt as if their loved one was
with them when they went to speaking arrangements. The bax or the ‘spirit
of the donor’ therefore circulates in the complex exchange systems
between donor families, recipients and organization and, like the Kula
objects, is loaded with symbolic meaning and values through the many
different givers and receivers on its way. Thus, in some strange spiritual

way, the most important donor family payback is the feeling that their
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loved one is still with them. In this ‘strange exchange’, the reciprocal
g gce, p

relationship is fulfilled and social order maintained.

In conclusion, the gift can obtain many forms within organ donation, and
donor families are not locked in the position of givers. In addition, organ
donation is not solely altruistic. It is possible for donor families to receive
payback. Some even feel they should be paying back because they feel that
the organ donation and interaction with the organization are the things
that have gotten them through the tragedy. Reciprocity happens all the
time but in many different forms and with many actors. Sometimes even
just accepting and living with the new organ is considered payback to
donor families. The chapter also showed that the organization often steps
into the gift exchange in order to make sure that the obligations of the gift
are fulfilled, and that donor families receive a kind of payback which I have
defined as acknowledgement, remembering and knowledge. These are ways
to circulate the jax of the gift, the spirit of the donor, thereby returning it
to the donor family, giving them the notion that their loved one lives on
which is comforting to donor families and constitute the most valuable and
meaningful return for the gift..

In the realm of organ donation, anthropologist Emiko Ohnuki-
Tierney claims that it is a transaction completely devoid of sociality
because there is no possibility of a counter gift and hence no relation
between giver and recipient (Ohnuki-Tierney 1994: 241). Sociality
according to Simmel is ‘where individuals engage in reciprocal action’
based on certain instincts or urges or with certain purposes in mind
(Simmel 1998:24, 25). The many variations of gift exchange and reciprocity
shown in this chapter indicate that organ donation and transplantation is a
social affair (Sharp 1995:379) and that the theory of Mauss and the sociality
of the gift should be commented on due to these empirical findings. The
gift mobilizes social relationships between not only the giver and receiver
of a gift, but any giver and any recipient and any giver and any giver and the giver and a
substitute for the recipient (the organization). As a result, the next chapter is
dedicated to exploring this complex sociality of organ donation and how

and why it is described in kinship terms.
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7: Extending kinship: The social relations of organ

donation.

We are family. I've got all my sisters with me. We are family. Get up
everybody and sing!
(Chorus from the disco song “We are Family” by Sister Sledge)

Hearing this particular song played at the closing ceremony of the
Transplant Games 2006 while watching donor families and recipients, their
tamily members and the staff from the Organ Procurement Organizations
sing along, clapping and dancing, emphasized the popularity and the
impact of ‘family’ within the field of organ donation. During my fieldwork,
I constantly discovered how notions of kinship were mobilized in new
social relationships springing from organ donation. Among donor families,
‘family’ was not just a terminology; it was social contact, sending birthday
or Christmas cards, hugging, sharing meals, spending time, going on
holidays or to events like the Transplant Games together. This

phenomenon will be the focus of this chapter.

During my fieldwork, I witnessed a lot of social interaction between donor
families and all recipients, mutually between donor families, and between
donor families and the organization. This particular sociality can be
compared to what Paul Rabinow defines as bisociality, meaning the
formation of new social groups growing from medical technologies. Such
groups are based on the sharing of experiences, the urge to lobby and
educate about the particular medical field, and the possession of certain
medical specialists, narratives and traditions (Rabinow 1992:102). But this
study identified more than social groups, it identified explicit family and
kinship notions between many different actors of organ donation that calls
for anthropological attention. Before exploring this, a deeper insight into
how anthropology has dealt with kinship in this field until now must be
provided.
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7.1 Kinship and organ donation

In American Kinship tfrom 1980, anthropologist David Schneider argued that
American understandings of kinship are based on important symbols such
as blood, love, nature, intercourse and biogenetic substance. Schneider
claimed that Americans perceived the relations based on shared substance
as essential and unbreakable, a ‘diffuse enduring solidarity’ (Schneider
1980). Biological substance is still a symbol of kinship, but sharing of
biological substance has a certain power, this is also the case within organ
donation.

Analyzing the sociality in the exchange of organs from a kinship
perspective is not unfamiliar to anthropological work. But so far, the focus
has been mainly on parties sharing substance. Lesley Sharp uses ‘fictive
kinship’ to describe the relation between donor family and recipient
claiming ‘kinship’ to be what donor families to demand in return for the
gift and ‘fictive kinship’ a way of rendering those not related as close kin
(Sharp 1995:385,2006:171). Anne Hambro Alnzs claims that organ
donation enlarges notions of kinship. But she only identifies two aspects of
kinship within organ donation; the mutual relationships of the donor
family deciding to donate and the relationship between donor family and
recipient after the donation (Alnaes 2001b:191,194). She mentions how two
recipients of kidneys from the same donor claim “to be cousins now” and
how the parents of a little boy who received a heart invited the donor
family to be a part of their lives since “Daniel is their son too now” (Ibid:
207). Alnas contributes by showing how kinship terms are applied to
express the relationships of organ donation (Ibid: 191). But I argue that her
study from a Norwegian context does not identify all the social
relationships of organ donation because they do not exist in a Scandinavian
context.

In America there is an organized option for donor families to
interact in a multitude of social relationships with other recipients, donor
families and organizations. Thus, my empirical findings from this region
suggest a broader understanding of kinship within organ donation

comprising not only the biological sharing of substance between donor
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families and their recipients but all the actors of organ donation that in
some way or another is emotionally or socially connected through common
sympathy, support, understanding and shared experiences. Following the
theory of Schneider, these become important symbols in the American
understanding of kinship within organ donation.

Anthropologist Janet Carsten provided a new approach to
kinship when introducing the concept of ‘relatedness’ in 2000 and
eliminating the division between the biological and the social. Relatedness
embraces the kinds of kinship that are not only grounded in biological ties
but instead focuses on how people define and practise notions of kinship
(Carsten 2000). Relatedness, therefore, is a useful analytical view on some
of the social relationships of organ donation since it deals with perceptions
of kinship not only biological facts and allows for questions such as how
kinship are experienced and how it is expressed. Thereby meanings of the
complex perceptions of kinship can be illuminated.

As a result, complex notions of kinship and relatedness co-exist
within organ donation in America. These need to be analyzed, starting with
the relationship that so far has been the dominant in anthropological

literature: the bond between donor families and their recipients.
7.2 “I am his mother” — donor families relating to recipients

As I hurry in the NKF press room, I wonder why the few people there are
so quiet. A man and a woman are hugging and crying and the room is thick
with emotions. After a few minutes they loosen the grip, and the man, the
liver recipient, looks at her and says: “This is my new kin”. “I am his
mother”, the donor mom says with a smile to the rolling cameras while

gently padding the liver of her late son inside the man’s body.
(Fieldnotes, June 17th 2000)

This situation is one out of three ‘first time meetings’ I witnessed during
my fieldwork. This one took place at the Transplant Games between a
woman who had lost her 27-year old-son the year before and the man who
had received his liver. The donor mother was still in deep sorrow and

talked about her son in a quiet, slow voice as if she could break down and
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cry every second while at the same being time happy and amazed to stand
in front of the man who had some part of her son inside him and who her
son was “keeping alive”. The recipient was a tall man in his mid 40’s from
Florida. He had a gentle smile on his face and constantly expressed his
gratitude and care towards the donor mother by hugging and comforting
her. The recipient’s wife was also present at the meeting as well as the
grandmother of the donor. The donor mother and the recipient had
exchanged letters and after some months had agreed to eliminate the
demand for anonymity. This had resulted in some very long phone calls in
which she had heard all about the severity of his illness and he had listened
to her explanations of how wonderful a person her son had been, always
looking out for others and trying to help. With the help of the OPO, it had
finally come to a meeting between them. The grandmother was very
emotional at the meeting because she claimed she could see “how healing
this was to her daughter”, claiming to think that her daughter had “a whole
new expression on her face”.

However, as Kieran Healy puts it, ‘these meetings are common
in media but rare in practice’ (2006: 33). But although many families never
get to meet or communicate with the recipients, my fieldwork showed that
they still establish a strong social relationship to them by sympathizing with
them, imagining how their lives must be and how happy they are now. This
‘imagined sociality’ can be compared to Benedict Anderson’s theory of a
nation as an ‘imagined community’, imagined by the people who are part
of it because most of them never get to meet each other (Anderson 1983:
0). Some families establish social relationships through exchanging letters,
some of which also used kinship terms to describe the connection they felt.
One family ended their letter with “we would appreciate hearing from you.
We would like to know about our new children”.

When kinship terms are used to express the felt connections
between donor families and recipients, they often replace the role the
donor had, especially in cases where children have died and the parents
speak of getting “new children”. A donor mother is the “new mother” of
the recipient no matter their ages. This replacement is sometimes

broadened to entail certain kinship actions the donor used to perform and
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which are now performed by the recipient. For instance, a donor father
told me how his wife received flowers every year on Mother’s Day from
their daughter’s heart recipient with a card signed “from Jenny’s heart”. In
rare cases, the recipient went to the home of the donor family and literally
filled out the empty space. I interviewed a young woman who received a
liver from a young man and strongly felt that his life somehow continued
inside her. When visiting her donor family because of her need to meet and
thank them, she actually slept in the bed of her donor in his room with
pictures of her and the donor on the wall. She considered them her family

and expressed the relation like this:

And they referred to me as their daughter ... It is a strange relationship
because here I met these people through their son’s tragic death. But it is
unique. It is an extended family - I call them Mom and Dad.

(Young woman — liver recipient)

Another donor mother, who had established a relationship with the
recipient for her son’s kidney, explained “how she would always be there
for Tom if he needed her”. During the Katrina disaster, he made sure to
call her several times to ensure her that he was okay, thereby fulfilling the
obligation a child normally has to his or her parents. The mother explained
that “Tom was like a son to her” because he had a part of her son inside
him. She claimed that she saw Tom as an individual and not a replacement
for her son although she felt “like they were melting”.

As a result, the sharing of biological substance is an important
kinship symbol (Schneider 1980) generating ideas of family or kinship
between donor families and their recipients. Donor families often feel they
have given something of themselves, especially parents (Alnas 2001a:331).
Lesley Sharp has compared the donor family urge to meet recipients with
adopted children searching for their genetic origins, emphasising the
importance of family bonds based on blood or substance (Sharp 2006:193-
200). Schneider claimed that ‘if science found new facts about biogenetic
relationships, then that is what kinship is” (Ibid: 23). Surprisingly, blood
donation does not generate notions of kinship (Alnas 2001b:194). But
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organ donation mobilizes kinship based on one single organ representing
kin substance “melting” into the body of the recipient and understandings
of shared substance given from the donor family.

This reflects the argument of Marilyn Strathern that those joined
by substance is kin (1992:349). Organ donation thereby eliminates
procreation as a prerequisite for kinship based on “shared genetic
substance (Schneider: 1980). Organ donation can mobilize notions of
shared substance. However, notions of kinship through ‘procreation’ or
‘otving birth’ still existed in organ donation. As we saw in the last chapter,
giving organs are considered “giving life”, and recipients feel they have
been reborn and celebrate their rebirth. In this sense, organ transplantation
acts as a symbolic intercourse creating new life and establishing kinship
relations. Organs, like semen, are said to carry biological traits of the
donor. Some of my informants even spoke of “organ memory”, the idea
that certain characteristics from the donor, for example an urge for candy
or loving to go rollerblading was inherited by the donor, like a child could
inherit characteristics from the parents. Surprisingly these ideas co-existed
with the knowledge that recipients take lots of immunosuppressive drugs
in order to keep their body from rejecting the organ. Thus the traits and
characteristics could be seen as a ‘spiritual substance’ being transferred to
the recipient.

At the same time, the organ could be perceived as a foetus. A
kidney recipient told me that he carried his kidney with the same diligence
as a pregnant woman carrying her unborn child. Although I never
personally met any donor families embracing this idea, I heard about one
donor mother who felt close to the liver recipient because they both knew
the feeling of carrying her late son inside them, showing that organ
donation can create notions of shared motherhood. Returning to
Schneider, we can conclude that the transfer of organs must be added to
the important symbols of American kinship (1980) in order to encompass
the understandings of kinship existing among some donor families and
recipients.

These kinship relations were not embraced by all donor families.

I also came across some families who deliberately chose not to locate
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recipients and they seemed to prefer, as Healy puts it, that ‘the feeling of
living on was more abstract’ (Healy 2006:34). The meetings also had
various results, not everybody turned out as ‘one big happy family’ which
suggested existing “ambivalence” to these kinds of kinship (Peletz 2001).
Some met only once and that was it while others engaged in close
relationships, participating in each others holidays, birthdays and other
events. Some families felt closely related to a kidney recipient while never
hearing from the heart recipient. There were also cases where donor family
and recipient did not agree on the terms of the relationships. One of the
parties might wish to meet or communicate while the other party does
not'®. It is, therefore, necessary to remember that although notions of
family and kinship are dominant among donor families, there are some
who opt out of a social relationship; either because they find it too painful
to meet recipients or feel they should be left in peace.

However, wanting a social relationship to the recipient or the
donor family and not getting it was a major problem for some. But there
was a solution to this problem, and this is where the term ‘adoption’ finds

its place in the kinship relations of organ donation.

7.3 “It is a kind of family” — adoption of donor families

In the elevator on my way to my hotel room at the Transplant Games, a
couple from Michigan approached me and started telling me about having
lost their daughter Joanne 16 years ago and donating her kidneys and liver.
The conversation shifted quickly from their daughter’s tragic death to their
joy in participating in the Games, their appreciation of having met Bob, a
lung recipient, two years ago at the Games in Minnesota, and their
enthusiasm about cheering for him at these Games when he competed in
various sports. Bob had tried to write his donor family but never received
an answer and he “had such an urge to connect”, as the donor mother told

me. In Minnesota, they consequently had agreed to be his adopted donor

16 Anthropological literature has mostly dealt with donor families pursuing this (Abrahams
1990; Sharp 1995, 2006; Gutkind 1988), but my findings indicated that recipients often were the
ones wanting to meet
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tamily, and now they all benefit a lot from knowing each other, living in
the same state and seeing each other frequently. “It is a kind of family”, the
donor father said before continuing to explain how they see their late
daughter as Bob’s “spiritual donor”. If they could have donated to Bob,
they would have.

Participating in the Transplant Games in Kentucky 2006
confirmed the findings from my fieldwork in New York 2005: Donor
families meet, bond and interact with recipients regardless of whether they
share organs or not. In the minds of donor families, the sharing of
biological substance and body parts is apparently not the only condition
for establishing social connections and feeling related to recipients (Carsten
2000). They bond in their own special ways and initiate different strategies
to explain this connection based on mutual understanding for each other’s
position. In the case mentioned above, what makes the donor parents feel
related to Bob is their sympathy for him and his urge to connect with his
donor family. Bob in return provides them with all the love and
appreciation he does not have the option to give to his ‘real’ donor family.
To show respect for their loss, Bob even carried a picture of their late
daughter on a pin on his shirt although he had never met her nor received
an organ from her.

In this case, the family relates to a lung recipient, even if they
never donated lungs. How can this relation be classified? At the Games, I
realized the potential of the term ‘adopt’ to embrace these new
connections that appeared between strangers who had nothing in common
aside from the fact that they might as well have been connected through the
donation of an organ. Looking at the meaning of the word ‘adopt’, it
means to take into your family or to use as your own. When donor families
connected with recipients, they explained the relation “as if” it was their
own recipients, implicitly indicating that the ‘real’ family relation is still
between the donor family and the actual organ recipient. A donor mother
described her feelings the first time she went to a local meeting in the

Transplant Recipients International Organization:
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When I went to TRIO I can honestly say, I was their adopted donor mom
because a lot of them had never met their donor family. And there is
definitely a bond. I guess I had to look at it as it was almost as if they had
Molly’s gifts, because I thought I would never meet the recipients.

(Donor Mother)

Adoption, therefore, is a way of expressing that they are family although
they do not have the biological connection of a shared body part.
Adoption indicates a family feeling but also initiates ideas of the recipients
as a replacement or substitute for the “real” recipients, which paradoxically
confirms the importance of meeting “real” recipients because they are
“real” family. Analytically, adoption therefore has a double function on one
hand confirming the power of biological substance as a symbol for kinship,
on the other teaching us that common sympathy and understanding can
create notions of kinship.

Some families are very sad not to have met their own recipients.
At the Games, I witnessed how a donor father speaking at the ‘Coffee
House Sharing Session’ at the Transplant Games offered himself by saying:
’If anybody who is a recipient would like to adopt me, I am up for grabs”.
Adoption rhetoric, therefore, also functions as a way to express the desire
to interact socially with organ recipients. But not all donor families happily
embrace this concept. While the donor father was offering himself on
stage, an older donor brother sitting at my table smilingly whispered to his
contact person from his OPO that “If anyone asks, I don’t want to be
adopted”. At the Games, this man did interact with other recipients but for
age reasons found the idea of adoption repelling. Although notions of
adoption are popular, a lot of the social interaction between donor families
and recipients is not classified this way.

I was surprised that it most commonly was recipients who
adopted donor families and not the other way around, as the examples
mentioned above indicate. But after having listened to donor family stories
and seen for myself how recipients always hugged, protected and looked
after donor families in the organization or at the Games, it became clear

that recipients cared for donor families almost like parents caring for their
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adopted child. This is an interesting paradox, since donor families are the
ones ‘giving life’ and they remain “donor mothers” and “donor fathers”
although they are the ones being adopted.

The point I wish to make is that kinship idioms might not be
rational or logic, but their reason for existing is that they make sense to
donor families. The option to define social relationships to other recipients
in family terms is therefore a sense-making strategy for donor families.

It should be mentioned that the concept of adoption in the field of organ
donation goes beyond donor family — recipient relationships. It has broad
connotations and is widely applied. A donor daughter that had donated in
Boston was now receiving Aftercare at the NYODN and referred to
herself as adopted (although she preferred the term ‘transplanted’). At the
Games, when I due to ethical reasons refused to exercise in a T-shirt saying
“donor family member”, the donor mother I was with laughingly said:
“Don’t worry. You can be a donor family, I adopt you” suggesting that
donor families turn to family terms as a strategy to define many

relationships.

7.4 “A Family of Grieving”: the Donor Family Family

Having my fieldwork confirm the family feelings among donor families
and their recipients, and having made the discovery that this feeling also
comprises donor families and any recipients, I was surprised to find yet
another family relation within organ donation that was just as dominant:
‘the donor family family’.

Although other anthropological studies have not identified
kinship among donor families, I maintain its existence. The relationships
between donor families are based on shared narratives and urge to lobby
like biosociality (Rabinow 1992). However, they also spend time together
and share stories and emotions and most importantly experience and
express the relation in family terms. Thus, biosociality is not sufficient to
classify the relationship; rather it is one of kinship and relatedness (Carsten
2000).

These social connections seemed to appear out of feelings of

understanding and sympathy and existed on many different levels. Donor
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families met in the organization and became acquainted through the
Advisory Council, speaking arrangements or other volunteer activities. At
the donor family Luncheon, new donor families gathered to discover that
they were not alone; there were others in the same situation with the same
frustrations and needs.

Many families expressed to me how they did not find the same
level of comfort and understanding with their own friends or family,
because they did not understand “what you were going through”. They feel
that other donor families understand which creates a closeness that is also

described in family terms. A donor mother put it like this:

And it is also... what can I say - like a kinship it is like a family of grieving.
A family of grieving BUT you can say whatever is bothering you. If your
heart is heavy that day, you can express it, and people will have empathy
for you - they understand. Because somebody that has not gone through it
—and you come crying - would say “You are still not over that yet. You got

to move on with your life”. (Donor mother)

The donor family family therefore becomes an alternative to other people
having no clue what families are going through. As one donor mother
explained: “When you are going down the path of healing, you reach out to
seek people of like kind”. And it is not ‘only’ about what it means to lose a
child, it is also about losing and donating organs. Donor families expressed
how they did not feel comfortable in other support groups because some
families could not understand how they could consent to donation while
others were envious that they had not had the same opportunity. This
created a lot of discomfort where donor families felt both guilty and lucky
that they consented to donation.

It was also important for donor families to be able to laugh, go
to bars and have fun when they were together. And they could more easily
do that together because other donor families knew that even though you
had fun, “you were still crying on the inside”. One donor mother
explained: “Here I can let my hair down”, meaning that in the interaction

with donor families she felt comfortable to do whatever she felt like. If
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families acted like that outside the donor family circles, they explained to
me that other people would be relieved to finally see them laugh because
to them that meant that “they were finally getting over it”, which was not
how they felt. For some families, the donor family family for these reasons
became a greater source of understanding even compared with some of

their own family members who had experienced the same loss.

And getting involved with other [donor] families, its like I can talk about
Molly — I feel free to talk about Molly. But with my [own] family it just

makes everybody uncomfortable if I talk about her. (Donor mother)

Sometimes not all family members were willing to talk about the dead
person or embraced the idea of organ donation, and silence within the
tamily was very frustrating to the donor family members that had an urge
to talk about their loved ones. But there was something more to this idea

of family. A donor mother explained:

A family consists of people that have a genuine love for one another and
empathy, and that’s what we got in here [in the organization].

(Donor Mother)

As a result, the donor family family is an emotional way of feeling related
while at the same time drawing on notions of kinship based on one of
Schneider’s symbols of American kinship, love (1980). But the above
quote also showed, that interacting with donor families are not separated

from the organizational context in which there also are notions of kinship.

7.5 “We are family” — an organizational request

My tieldwork suggested another important social relationship perceived as
kinship: the one between donor family and the organization who, as
mentioned previously, is an important actor in the relations of donor
tamilies. Some donor families were closely attached to the staff members

of the NYODN and considered them a kind of family because of the
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support they had received and all the time they had spent together, some
over the course of many years. Many donor families expressed gratitude
towards employees in the Aftercare program by stating that “they were
always there for you”, which means that the organization steps in and
tulfils a family obligation.

The organ-organizations often provided the context for social
interaction among donor families and encouraged the idea of ‘family’
regardless of whether it was the local OPO or larger national organizations
such as the NDFC. The organizations themselves also happily embraced

the kinship terms to define the social relationships between donor families.

It is our privilege to welcome you into a unique family. All of us share an
extraordinary union - we have lost a special person who has made the
ultimate gift to another in need.

(From the NDFC website www.donorfamily.org)

This family feeling even existed on a national level. At the Transplant
Games arranged by the National Kidney Foundation, I met a donor father
who was there to meet and interact with people, both donor families and
recipients, he had met at earlier Transplant Games, and he considered all
actors, including the staff, to be family. He claimed this event was “one
large family reunion”. I overheard the exact same term being used many
times, for instance when a PR employee from the National Kidney
Foundation tried to explain to the local news reporter from a TV Channel
in Kentucky what the Transplant Games were about while at the same
time promoting donation and encouraging viewers to sign up for the
donor registry.

Returning to the donor family perspective, this notion of kinship
also helps them. They have a special status in this ‘organ donation family’
because, as it was said over and over again, “if this was not for donor
tamilies, there would not be any organ donation”. In this family, they are
the “moms” and “dads”, i.e. the founders of the family, and as such
constantly receive the attention, respect and care this position usually

entails.
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This brings me back to the quote opening this chapter: “We are family”.
Playing the song at the closing ceremony indicates an organizational urge
to classify the social relationships in this field. The fact that all actors in the
field of organ donation are regarded as family can be considered an
organizational way of promoting organ donation, expressing a certain
community that it is attractive to become part of. Claiming that the organ
donation world is one big family is therefore another strategic way to
eliminate all negative thoughts about organs and economic transactions
and enrol the donation of organs in a sphere of gifts that, as shown in

chapter 6, makes is socially acceptable and familiar to the public.

In conclusion, the many complex perceptions and variations of the kinship
in organ donation may all be regarded as sense-making strategies for donor
families. When meeting recipients, they see that their substance in some
strange way is carried on, and some families even have their ‘new family
members’ act as replacement for their deceased family member. In other
situations, families get their need for this type of contact covered by
interacting with recipients “as if” they were their own. This is considered
very rewarding, even by families who have contact with their own
recipients. Being part of the donor family family is what helps families
cope with the loss. Sharing mutual understanding and helping other donor
families is considered healing. Finally, being the maternal or paternal
powers in a gigantic ‘organ donation family’ is a meaningful alternative or
supplement to grief and frustration and provides families with a certain
status and acceptance that might otherwise have been difficult for them to

obtain elsewhere.
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8. Conclusion

This thesis has provided insights into a complex field lacking research: The
donor family experience of organ donation. In discussing some of the
strategies donor families mobilize to make sense of the death of their
family member and the organ donation, this study has exposed the many
ways families conceptualize donation and how they may be comforted and
supported afterwards.

First and foremost, this study has shown that each donor family
experience is unique and that making sense is not a linear process from one
point to another. It is a chaotic, never-ending journey that travels in many
different directions. As the donor families repeatedly stated, “You never
get over it, but it gets better”. In this process, the organ organization plays
a major role. Through offering Aftercare programs and participation in
various events, it supports donor families in making a meaningful
transition from ‘family’ to ‘donor family’ and provides an organizational
frame of structures and values to lean on.

I analyzed this process using the analytical framework of ries de
passage by Arnold van Gennep, which illuminated that this transition takes
place in a ritual structure containing specific elements of support,
terminology and rituals. All of these are designated to introduce the
organizational values connected to organ donation such as the conviction
that organ donation “is the right thing to do”; the wish to have people sign
up in the donor registry; the importance of remembering; and the need to
acknowledge families. Thereby, a dynamic interaction arises between the
donor family and the organization, both parties benefiting from each other.
Donor families consider themselves lucky to have “someone that takes
care of you”, and the organization views families as “their best advocates

for donation”.

By applying the analytical framework of narratives, this organizational
dynamic also became evident in the ambiguous character of the donor
family stories. My analysis confirmed with Bruner that narratives are ‘units

of power as well as meaning’ (Bruner 1986). With an emphasis on “using
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the right words”, they are carefully structured elements of the PR strategies
of the organization while at the same time enabling families to make sense
of the loss, for instance through verbally immortalizing the donor and
continuing the legacy. The stories are created, told and re-told in the
organizational context, suggesting a ‘negotiation of meaning’ (Bruner
1978).

The organizational emphasis on the heroic element in the stories
taught us that the American context provides a certain national feature to
the understanding of organ donation. This heroism enables families to
transform a tragic death from a meaningless accident to a heroic act that
saves other people’s lives. This also makes the death socially acceptable
(Ben-David 2005) to a degree where donor families are acknowledged by
their country like national war heroes. Thus, in an American context,
saving lives is considered heroic no matter if it is on the battlefield or
through the decision to donate organs, and it is possible for everyone to
become a hero by signing up in the donor registry.

The sense-making processes of donor families enabled this study
to explore new perspectives of classical notions of gift exchange and
kinship. According to donor families, the gift was not only the organs but
“new life”. Surprisingly, the gift also applied to them since many regarded
organ donation as “the only positive thing” helping them through the
tragedy, especially when knowing that the gift had been received. The
donor family perspective also showed that reciprocity in this medical field
is not impossible as claimed by some anthropologists (Fox & Swazey 1992;
Sharp 1995; Lock 2002a), and the gift of life is not solely altruistic. Donor
families do expect something in return, and they get it. But it is not a
counter-gift but rather an ‘emotional reciprocity’ based on gratitude,
remembrance and information. In the many cases where donor families do
not get this from their recipients, the organization steps into the exchange
to fulfil the obligations of the gift and thereby secure the social order. This
kind of reciprocity is a way for families to feel that their loved one is still
‘present’ in some spiritual way, which I have argued is the most meaningful

return for donor families.
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This thesis shows that in the organizational context, donor families interact
socially with recipients that are not their own but might as well have been.
They also socialize with other donor families through shared
understanding and with staff or other actors within the organizations. This
revises the theory of gift exchange since the social relationship of the gift
thereby includes any giver and any recipient, givers and givers, and all
actors participating in some way or another in donation of organs. It also
underlines the complexity of the gift. The intention or the action of giving
and receiving is just as socially important as the exchange object itself.

As yet another part of their sense-making that takes place in an
organizational context, donor families use kinship as a way to classify and
act out these relationships based on kinship idioms that are important
symbols in American understandings of kinship (Schneider 1980).
Focusing on how kinship is experienced and practised (Carsten 2000),
unlike most anthropological studies focusing on the emergence of kinship
between the donor family and the organ recipient based on the shared
organ (Alnas 2001a,2001b; Sharp 1995; Gutkind 1988), this study
identifies complex kinship relations on many levels and with many
different interpretations. This suggests that kinship should be viewed as a
sense-making strategy in order to classify relations that are not ‘normal’ as
socially acceptable.

Looking beyond the field of organ donation, this study
contributes to an understanding of the role organizations play in the lives
of individuals and how they mutually affect each other. It also teaches us
about American ways of making sense of tragedy in an outspoken fashion
and how Americans sharing experiences tend to come together in social
relationships, often classifying them as new or extended family. This thesis
also shows how people are able to create notions of kinship and

relatedness in complex ways whenever it is sense-making to them.

Returning to my starting point in Denmark, this study has the potential to
contribute to the medical debate on donor families in this country (Jensen
2006a, 2006b; Kosteljanetz 2006). Half the Danish families refuse to

donate and nobody knows why. There is limited documented research on
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the experiences and needs of Danish donor families (Begh 20006) or
tamilies who say no to donation. But what is just as central to the problems
surrounding organ donation is the ethical issues surrounding organ
donation. This knowledge of the sense-making processes of American
donor families can inspire health care systems in Denmark or other
countries to develop respectful ways to handle them at the hospital as well
as afterwards. In my pilot study on Danish donor families, the need for a
kind of “organizational base of support” was expressed as a response to
the lack of follow-up and information experienced by the families.
However, it is important to understand that all American practises
surrounding organ donation cannot be uncritically transferred to a Danish
context. But at a regional transplantation meeting, a chief physician
commented on my presentation of this study by saying that “Americans
might do too much, but we do nothing”. The American experiences could
therefore motivate focused organizational effort towards donor families,
and, to use the words of a nurse attending the same meeting, address “the

fear of contact” between donor families and medical personnel.

This study is based on the experiences of Those who give and grieve in

America. Their recommendations are hereby passed on.
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GLOSSARY

Aftercare
DCD
Donor Family

Donor Family Services

FSC

Support and care for donor families after donation
Donation after cardiac death.

Official definition: A family that have donated organs
or tissue or intended to but not being able to for
medical or other reasons

Department at NYODN that works with follow-up
and support to families in the time after the donation
Family Service Coordinator. Employee at NYODN
that works with supporting families at the hospital and
approaching for consent

Family Service Specialist Donor Family member and employee at NYODN

Gift of Life-medal
Luncheon

MTF

NDFC

NKF

NYODN

OPO

Organ donation

Procurement

Recognition ceremony

Tissue donation

that works with supporting families at the hospital and
approaching them for consent

Medal presented to donor families at Recognition
Ceremonies.

The Donor Family Luncheon for honouring donor
families in New York Organ Donor Network
Musculoskeletal Tissue Foundation. The worlds largest
tissue bank. Provides bone and soft tissue for
transplantation

National Donor Family Council. National organization
for donor families

The National Kidney Foundation

New York Organ Donor Network

Organ Procurement Organization

Donation of heart, lungs, liver, kidneys, pancreas or
intestine

The procedure of removing organs in the operating
room

Ceremony with the purpose to remember and honour
donors for example the biannual National Donor
Family Recognition Ceremony in Washington. Also
held at local OPO’s and at the Transplant Games
Donation of skin, bone, corneas, heart valves, veins or
tendons

Transplant CoordinatorNurse monitoring the potential donor and working

Transplant Games

TRIO
UNOS

with family

Biannual event arranged by the National Kidney
Foundation where organ recipients compete in various
disciplines and there are workshops and events for
donor families

Transplant Recipient International Organization
United Network of Organ Sharing
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ILLUSTRATIONS

PART ONE: ENTERING THE FIELD OF ORGAN DONATION
AND DONOR FAMILIES

e A crying donor mother trying to speak while holding the quilt

square of her son
e The logo of NYODN with the national “Donate Life” logo.

e The street names in the area near Ground Zero with the American
flag and the date on them in memory of the terror attack on World
Trade Center.

e A “typical” scene from the streets of New York City, a yellow cap
turning a corner on East Houston St.

e A license plate from New York promoting organ and tissue
donation.

PART TWO: MAKING SENSE OF TRAGEDY -
ORGANIZATIONAL INTERACTION

e A donor mother showing the gift of life medal

e Donor parents being comforted by a staff member from their OPO
while their daughter in law pins the quilt square of their late son.

e Donor husband speaking while the daughter is holding her mothers
quilt patch

e The Memory Quilt from New York Organ Donor Network — Quilt
number 5

PART THREE: STRANGE EXCHANGE AND NEW
RELATIONSHIPS

e Slogan from New York Organ Donor Network

e Most successful recipient athlete at the Transplant Games — bringing
her donor family to the stage to share the success with them.

e Grateful recipient thanking for her Kidney-pancreas transplant at
the opening ceremony at the Transplant Games

e Liver recipient hugging the mother of his donor when meeting for
the first time.

e A young heart recipient thanking the donor family for his heart.
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ABSTRACT

Nar syge patienter pa ventelisten bliver reddet af et organ fra en fremmed,
samtidig med at ventelisterne vokser og manglen pa organer bliver mere og
mere kritisk, er der en historie der sjeldent bliver fortalt. Den handler om
den familie, der midt i deres livs storste tragedie tager en beslutning om at
deres kare skal vere organdonor. Hvorfor traetfer de beslutningen, og hvad

sker der med dem efterfolgende? Det er udgangspunktet for dette speciale.

Pa baggrund af en interesse for disse donorfamiliers erfaringer henledtes
opmarksomheden mod USA, hvor der er en stor opmarksomhed pa
donorfamiliers behov og en organiseret indsats for at stotte og informere 1

tiden efter donation.

Dette speciale baserer sig derfor pa 4 maneders feltarbejde fra 15.august til
15.december 2005 i New York Organ Donor Network, som er den
naststorste organ-organisation i USA. Jeg opholdte mig i deres afdeling for
opfolgning til donorfamilier, hvor alle familier gennemgir et 2-drigt
program med mulighed for telefonisk radgivning og stotte. Formalet var at
undersoge hvorledes amerikanske donorfamilier skaber mening med tabet
af deres kere og med organdonationen og hvilken rolle organ-
organisationerne spiller i denne proces. Samtidig udforsker specialet,
hvordan donorfamiliers erfaringer kan bibringe nye forstielser af de

antropologiske forstaelser af gavegivning og slaegtskab.

I analysen af dette materiale fokuseres der pa donorfamiliernes
”meningsskabende strategier”; et begreb som rummer dynamikken mellem
de historier og de handlinger, donorfamilier mobiliserer for at skabe

mening med donationen.

Specialet analyserer gennem Arnold van Genneps rtes des passage hvorledes
familierne 1 tet interaktion med organisationen gennemgar en

meningsgivende transformation fra ”familie” til “donorfamilie”. Dermed
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papeger specialet, at det ikke kun er organmodtagere der gennemgir en
transformativ identitetsproces, men ogsa donorfamilier. 1 separationen
introduceres  familierne gennem den opfelgende stotte til de
organisatoriske vaerdier omkring organdonation og familierne gores klar til
at identificere sig med denne nye status. I den liminale fase, vises der ved
hjelp af Victor Turnes liminalitetsbegreb, hvorledes familierne gennem
ceremonier skabes og genskabes som donorfamilier. Specialet gor dog op
med Turnes opfattelse af liminalitet som en isoleret asocial status, idet
donorfamilier i den organisatoriske kontekst haedres og anerkendes for
netop deres status. I integrationsfasen tydeliggor dette speciale, at
donorfamilien dels integreres i organisationen, hvor mange valger at blive
involveret, og dels er denne nye status medvirkende til at donorfamilier kan
reintegreres 1 samfundet. Gennem deres organisatoriske status besidder de
et verdiset af generositet, altruisme og naxstekarlighed, der ogsa er
gxldende i1 den ovrige verden. En verden hvor donorfamilier ofte medes

med uforstienhed overfor deres beslutning..

Dernast undersoger specialet ved hjalp af narrativer som analytisk ramme,
hvorledes donorfamilier skaber mening gennem det at fortalle historier.
Da donorfamiliers historier er et altafgorende organisatorisk PR verktoj,
diskuteres det, hvordan organisationen gennem et szrligt fokus pa ordvalg
og en szrlig fortallestruktur indgar i en forhandling med donorfamilierne
om disse historier. Ved hjzlp af Edward Bruners teori om dominante
narrativer identificerer specialet sarlige treek som gar igen i organisationens
og 1 familiernes personlige historier. Gennem disse historier formar
donorfamilierne ligeledes at skabe og papege donors udedelighed samt at
understrege at donors gode egenskaber lever videre i1 kraft af donationen.
Specialet fremanalyserer ligeledes, at det ikke kun er historiernes indhold
der er meningsskabende, det er det at fortelle dem til nogen. I den proces
toler familierne at de holder mindet om donor 1 live, og det at promovere
organdonation bliver anset som en made hvorpa man kan fortsatte donors

eksistens.
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Specialet identificerer ligeledes helteaspektet i historierne og diskuterer
hvorledes det relaterer sig til den amerikanske kontekst, hvor heltebegrebet
blev omdefineret fra at vare krigshelte til at vare hverdagens helte efter
terrorangrebet 11.september i New York. Dette angreb star centralt i
specialet som en referenceramme til donorfamiliernes historier, hvor
donorer ofte bliver omtalt som helte og sammenlignet med brandmand
der reddede folk ud af braendende bygninger inden de selv omkom 1
flammerne. Det er ligeledes specialets pointe at dette helteaspekt er med til
at skabe en social accept af donorer og deres familier og formar at
omdefinere et tragisk og meningslest dedsfald til en heroisk handling, der

redder andres liv.

Som mange antropologiske studier for har gjort, tager dette speciale ogsa
fat 1 Marcel Mauss’ teori om gavegivning i forbindelse med organdonation.
Men dette speciale papeger at gaven ikke kun skal opfattes som varende
organer, men ogsa selve livet, hvilket igen er med til at konstituere donors
udedelighed og give mening for donorfamilierne. Desuden gores der op
med hidtidige antropologiske antagelser om at donorfamilier kun er givere
af gaven og at livets gave er umulig at gengxlde. Specialet viser, at
donorfamilier har forventninger om at fa noget igen, og at de far det i form
at en slags folelsesmassig reciprocitet bestiede af taknemmelighed, at
donor bliver mindet, og af information. Szrlig information er vigtigt, idet
specialet ogsa papeger, at det er meningsgivende for familierne at vide at
organerne er modtaget. I disse komplicerede udvekslingsforhold, indtreeder
organisationen ofte som aktor og opfylder denne emotionelle reciprocitet,
idet det langt fra er alle donorfamilier, der opnar social kontakt til deres

modtagere.

Afslutningsvis diskuterer specialet hvorledes de sociale forhold der
udspringer af organdonation ofte klassificeres i slegtskabstermer, hvilket
ogsa er en meningsskabende strategi for donorfamilier. Det konstateres at
det ikke kun er mellem donorfamilier og deres organmodtagere at
familiefolelser mobiliseres, det sker ogsa mellem donorfamilier og alle

modtagere, det sker indbyrdes mellem donorfamilier, og det sker i en storre
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organisatorisk kontekst hvor alle med en relation til organdonation
opfattes som familie. Ved at wudbrede slegtskabsperspektivet
tremanalyseres komplekse forstaelser af slegtskab og forbundethed, der

understreger dette felts paradokser og mangfoldighed.

Slutteligt understreger specialet sin anvendelighed 1 bestrabelserne pa at
forstd donorfamiliers erfaringer generelt. Der peges iser pa mulighederne i
at overfore denne viden til den danske kontekst i den fremtidige

udarbejdelse af opfelgning til donorfamilier.
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APPENDIX A

Overview of the organizational structure at New York Organ Donor
Network:

DEPARTMENTS:

e HOSPITAL AND FAMILY SERVICES
Co-operates with hospitals and assist them in complying with
regulations, offers educational programs to nurses, physicians
and health care professionals and sends FSCs to support
families to potential donors.

e CLINICAL SERVICES — ORGAN DONATION
Responds to all organ donor referrals and coordinates all
aspects of organ donation and the transplantation process.
Monitors donors, work with families, distribute available
organs

e TISSUE SERVICES — TISSUE DONATION
Asks families for consent for tissue donation over the phone,
complete medical and social review of the donor, and conduct
the recovery.

e DONOR FAMILY SERVICES
Provide support and information to the families of the donors
after the donation in a two-year Aftercare program. Send out
materials, invitations and information.

e COMMUNICATION
Works to promote organ and tissue donation to the public and
interact with media. Initiate outreach programs to different
religious and ethnic groups and help arrange national and local
programs.

e EXECUTIVE MANAGEMENT
A President reporting to a chairman and board of directors
and is supported by directors from each department.

e VOLUNTEER DEPARTMENT
Donor families, organ recipients, their fiends or others
committed to increase awareness on organ and tissue donation.
Participate in various events and speaking arrangements.

BOARDS AND ADVISORY COUNCILS

e BOARD OF DIRECTORS
e MEDICAL BOARD
e DONOR FAMILY ADVISORY COUNCIL
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APPENDIX B

Organs and tissue for donation:
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APPENDIX C

Data material:

Interviews:
16 donor families
2 organ recipients
8 staff members

Focus Groups:

National Kidney Foundation — staff working with donor
families

Two at Donor Family Advisory Council

Family Service Coordinators

Notes from participant observation at:

NYODN
50 working days at Donor Family Services in NYODN
15 different staff meetings, various departments
3 days staff training (Presumptive Consent)
Volunteer Training session
Case at a hospital — following the work of a Family Service
Coordinator

Events in New York
Donor Family Luncheon — recognition ceremony — quilt
pinning
Organ Donation Symposium Mt Sinai Hospital - donor
families and recipients speaking
Staff Bowling NYODN
Kidney Walk in Riverside Park
Transplant Re-birthday TRIO - donor families and recipients
speaking
Exhibition of Memory Quilts at St John Divine
Pastoral Care Symposium — Ethics Committee Jamaica Queens
Nassau College — donor family speaks in “Death and Dying”-
class
Media covered donor family- recipient meeting

Events and visits outside New York

2 days NFDC Executive Committee Meeting in Orlando
Quarterly Meeting MTF — Tour of the facility
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Mothers of Donors Albany
OPO Albany

Documents:
“Those Who Give And Grieve” NFDC Newsletter
“On the Beat” Newsletter from NYODN
Letters between donor families and recipients

PR material, brochures and other documents from NYODN,
MTF and NKF

Follow-up Fieldwork June 2006:

Transplant Games in Kentucky
Witnessed two donor family-recipient first time meetings

Donor Recognition Ceremony and Living Donor Recognition
Ceremony

Opening and Closing Ceremony
Quilt Pinning Ceremony and Coffee House Sharing Session
Workshops for donor families and Sports events for recipients
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“Then I went home to explain to my kids what had
happened. And my daughter was only 5 and did not
understand life and death, so when I told her, she cried,
she begged and pleaded for me to take her to heaven just
for one minute to say goodbye to Mom. But my son was 13
and he understood what was happening. And when I told
him that his Mom had died, he cried and cried and we
hugged for a long time. In search for something to tell
him, I started explaining organ donation to him and that
she was going to be able to save somebody’s life. Through
his tears he looked up at me and said “That makes Mom a
hero, doesn’t it”. And I said, “I guess it does”. And from
that day on, we think of her as a hero, as someone, who
maybe ran through a burning building and pulled some
people out before being overcome by the smoke and
flames herself. And it is that, what has really gotten us
through this whole grieving process”.






