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evidently gone wrong with previous pregnancies, which made the antenatal
care staff suspect a hereditary illness. The couple could not speak Swedish or
English, so an interpreter handled the communication between them and the
doctor, a clinical geneticist. During the conversation, it emerged that the cou-
ple had previously had two boys who both died before reaching the age of one.
One of them had died while they were in Italy. The couple had a letter from
an ltalian doctor with them, or perhaps, rather, a medical certificate, indicat-
ing a recessive hereditary disease: Werdnig-Hoffman’s syndrome.

The geneticist explained that, fora child to acquire the disease, both parents
had to have a genetic predisposition without necessarily having the disease
themselves. But if the child received the gene from both parents, then the fatal
discase was inevitable. By the workings of genetic mathematics, this means

that in every pregnancy there is a 25 percent risk that the child will have the

deadly disease, a 50 percent chance that the child will have the gene but still
be healthy, and a 25 percent chance that the child will be healthy, without any
predisposition to the disease.

The doctor drew chromosomes and explained inheritance patterns. The in-
terpreter translated and the couple nodded. The drawings before their eyes
spread out over the paper. The explanation for what had taken the lives of
their two boys was inside themselves. The doctor asked about the couple’s
family members, who appeared to be scattered, refugees in different parts of
Europe. But the husband and wife were cousins, which increased the concen-
tration of morbid genes. In this particular case, it proved to be possible to per-
form a prenatal diagnosis to determine at an early stage whether the fetus was
sick, and if so, terminate the pregnancy. Tt is difficult to describe the couple’s
relief at this possibility. They could be spared the experience of seeing yet an-
other one of their babies die.’

This situation was packed with cultural meaning in many ways. The cou-
ple’s roots in a marital tradition from a different part of the world prompted
a quick and immediate geographical comparison. In a way, the refugee couple
also represented a repetition of history. Not very long ago, people in Sweden
likewise married within a limited range as regards geography and kinship
(Gaunt 1983; Hanssen 1977).

A conversation conducted via an interpreter helps to clarify the layers of
interpretation that any conversation with a genetic counselor involves, even
when the people on either side of the desk speak the same language. The
doctor’s explanation of chromosomes, genetic traits, and how they are.
passed on by inheritance requires a translation from mathematics/genetics
to language. A good doctor can communicate these physical facts, whichto
many people are abstract and not expressed in ordinary everyday language.
Patients must nevertheless interpret and translate medical and genetic facts
into their own everyday world, apply them to their own and their relatives’
lives and bodies. This means that questions such as “Do I have the same dis

ease as my sister? What risk do my children run of getting my father’s dis-
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Not just geographical and cultural factors but also genetic ones can com-
plicate future investigations of kinship. Modern reproduction technology has
made a multitude of new kinship constellations possible. Stone (1997)
summed up some of those that have arisen as a result of insemination, in-
vitro fertilization, embryo adoption, frozen embryos, and frozen eggs or
sperm. It is technically possible, for example, to give birth to one’s own twin,
to one’s uncle or aunt, to one’s own grandchild or niece/ nephew. Yet another
method, surrogate motherhood, entails other complications; for example, in
disputes between genetic parents and the surrogate mother about who has the
greatest right to the child (cf. Ragoné 1994). It must be underlined, however,
that several of these techniques, which have been discussed in detail from a
Swedish perspective by Lundin (1997), are not permitted in Sweden, at least
not yet. This applies to embryo adoption, surrogate motherhood, and egg do-
nation.” But the technical potential exists, involving a challenge to traditional
kinship terminology. Snowden et al. (1983: 34) showed that at least ten differ-
ent terms may be needed to clarify such seemingly self-evident concepts as

«“mother” and “father” One can thus speak of “genetic mother,” “carrying
> “nurturing mother,”

mother, and “complete mother,” the latter a designation
for a woman who combines genetic, carrying, and nurturing motherhood.
But there are even more terms for motherhood, such as “genetic/carrying
mother;” “genetic/nurturing mother,” and “carrying/nurturing mother” There
is less variety for fatherhood terms, since fathers do not give birth to children,
but one can speak of “genetic father? “nurturing father,” and “complete father”
(Stone 1997).

The term “genetic mother” can now be differentiated even more. In the In-
ternational Herald Tribune, 10—11 October 1998, an article under the headline
“New Fertility Technique Shakes Ethical Ground, Experiments Combine
Genes from Two Women” described how doctors in New York “for the first
time have transferred genes from an infertile woman’s egg into another egg,
fertilized it with sperm, and placed the resulting embryo in the womb in the
hope of growing a baby.” The main mass of DNA (the nucleus) was removed
from the infertile woman’s egg and placed in a healthy donor’s egg, from
which the nucleus had already been removed. However, there were still mito-
chondrial genes remaining in the cytoplasm of the donor’s egg that could not
be removed. The cytoplasm of the donor’s egg was essential for the entire do
nation, since the infertile woman’s cytoplasm did not function properly. Het
DNA was therefore moved to a favorable donor environment. ~

This means that every child resulting from this procedure will inevitabl
have two genetic mothers. But proportions are important to bear in mind
there are approximately 80,000 genes in a nucleus, i
the mitochondrial DNA. What this means in medical and biologic
uncertain. Mitochondrial genes are not considered to be so important for f
person’s appearance or behavior. If they mutate, however, they are known {

cause various inherited diseases.
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ally, social kinship has overshadowed biological kinship until recent times.
Today we notice an increased focus on biological ties between people, partly
at the expense of social ties (cf. Nelkin and Lindee 1995). This focus leads

adoptive children to seek their biological roots and prompts childless people
to try to use technology to have a child with a biological link with at least one
parent (Lundin 1997).

To obtain a perspective on today’s situation, on the fears and expectations
generated by biotechnology, it may be worth bearing in mind that our con-
temporary Western obsession with “genuine” blood ties is a new phenome-
non. This is shown, for example, in the fact that relatives by marriage were as-
cribed the same status as blood kin until relatively recent times. In England, it
was illegal for a man to marry his dead wife’s sister well into the twentieth cen-
tury. And in Sweden, it was punishable to have sexual intercourse with one’s
sister-in-law or brother-in-law throughout the nineteenth century. Social kin-
ship thus equated a spouse’s siblings with his or her own, thereby imposing
the same restrictions that applied to incest between blood relatives.l® The
same applied to stepparents and parents-in-law: they were regarded, to use
modern language, as real, biological parents (Gaunt 1983: 236ff). Priority was
assigned to social parenthood. The person who brought up a child was also
the true parent.

It is against this background that we must interpret the exchange of chil-
dren between relatives in the old days in Sweden. It was not uncommon for
children to grow up with their aunts and uncles, or with grandparents. This
did not only occur in cases where the biological parents were dead. Other rea-
sons, whether economic or social, motivated these family constructions (cf.
Lundin 1997: 24ff). The practice of placing children with relatives could have
consequences for kinship terminology. I have heard stories of Swedish fami-
lies from the first half of the twentieth century in which the youngest of a large
family of children, who happened to be of the same age as their nieces and
nephews, were adopted into the family of an older sibling. This meant that
one of the siblings in the family was not only an uncle or aunt in the biologi-
cal sense but also a brother or sister in the social sense.

Families in the past could thus contain kinship relations in a way that leads our
thoughts to what can now be accomplished by modern reproductive technology.
Today’s potential to give birth to one’s sibling or grandchild undeniably has cer-
tain similarities to yesterday’s possibility of bringing up a sibling or a grandchild.
And the terms “genetic,” “nurturing,” or “complete” father or mother had the
same validity then that they have now. But there are at least two important dif-
ferences, one biological and one cultural. In the past, the carrying mother could
not be separated from the genetic mother, just as a woman could not give birth
to asibling or a grandchild. Moreover, people do not appear to have felt any need
to make a linguistic distinction between different kinds of fathers and motherts,

or between biological and nonbiological siblings. Nurture took precedence over
biology.
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But kinship is not just terminology and genealogical descent. As I have
pointed out previously, the practice of kinship is also a matter of relations.

And relations between kinfolk have changed radically. Historian Gaunt

(1983:267) argues that people today not only have a larger number of living

celatives but also have closer contacts with them than ever before. The ethnol-
ogist Hanssen (1978) came to the same conclusion in his work on the inhab-
‘tants of the suburb of Villingby in Stockholm, Sweden. When the depend-
ence upon neighbors decreases, the contacts between relatives increases, even
if the latter live far apart. Relatives call on the phone, visit each other by car on
weekends, or use vacations to visit relatives who live too far away for a week-
end trip. In present social commentary, however, modern people are often
considered to have neither geographic nor kinship roots. This rhetoric lacks
validity on a closer historical and contemporary examination. Nevertheless,
many people want to believe that contact between kin was more frequent and
relations between kin were better than they are today. The fact that modern
people live a greater distance away from their kin iso

ften a sign of broken co-
hesion between relatives. But that

distance, as well as kinship, is not an ab-
solute category may be Alustrated with an example from nineteenth-century
rural Skine in the south o

£ Sweden: “A thresher in Vallby in the 1890s had not
seen his parents in Stib __five kilometers away—{or two years. When he went
to call on them, he found

that they had moved to Ostra Nobbelov without his
knowledge” (Hanssen 1976 53).

The kindred as a unifying factor and the interest in genealogy were, foralong
time, chiefly a concern of the prosperous stratum of society. Nonetheless, it was
often the family that was mobilized in times of crisis, even among the poorest. A
good example can be found in the autobiographical novel Angela’s Ashes (Mc-
Court 1996), which is set in the 1930s and 1940s. An impoverished Irish family
receives assistance from relatives to Jeave the United States and return to Ireland.
In the end, the grandmother, against her will and despite extreme poverty, has to
look after her daughter, son-in-law, and all the dirty, hungry children. But shehas
no emotional interest. The commitment that she summons up is occasioned by

duty, and relations between the members of the family are harsh and brutal.
With these historical examples 1 have tried to illustrate that today’s discus-
sion of blood ties and kinship is often conducted in contrast to a very recent
historical reality. Without belittling the incredible potential of biotechnology
to intervene in and change basic biological conditions, a broader historical ‘
and geographical comparison can give important perspectives on the infinite
variation contained within the category we call kinship.

Individuality and Variation

a multifac

From what has been said so far, it should be clear that kinship is
thus be de

eted concept. It is at the intersection of nature and culture and can
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i i individuals
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Bound by Blood, and by the Alien Inside
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rity, which is reinforced by alliances between relatives. In Scandinavia, mar-
riage between cousins has been practiced in the nobility and among landown-
ing farmers, partly for this reason (Gaunt 1977, 1983). Moreover, it could hap-
pen that people in a village made a strategic choice to emphasize how closely
they were related, even though they were not actually blood relatives to any
greater extent than people in other villages. The claim to be related was used
to unite them against the outside world. Other people’s scornful talk of in-
breeding and degeneration was the price they had to pay for the strong sense
of village community (Akesson 1985: 378ff; Strathern 1981).

But sex between closely related people, such as parents and children, is
strictly taboo, with few exceptions. The old Swedish word for incest, blodskam
or “blood-shame,” shows us that behind the concept lies the idea that such re-
lations lead to tainted blood, to disease, and degeneration. Fresh blood from
outside is needed to guarantee the variation represented by the unique indi-
viduals. Yet many people are afraid of the diversity resulting from the admix-
ture of fresh blood, or genetic material (cf. Rose 1994). New blood is all right,
but blood that is too foreign can set other ideas in motion, racism, for exam-
ple. Knowledge of the advantages of genetic mixture may find it difficult to
compete with the tenacious cultural structures that make anything alien sus-
pect (Hanssen 1977: 74ff; Akesson 1985: 379ff).

Attitudes to and treatment of “the alien” have a powerful cultural charge
(Douglas 1966; Turner 1969). It is often easier to handle something alien and
divergent when it can be incorporated into a cultural classification system and
named (Akesson 1991). Traditionally, the alien has been outside us, catego-
rized in terms of visible deviation or obvious criteria such as skin color, sex,
or geographic origin.!* With the expansion of modern genetics and gene tech-
nology, such categories become far too crude. The alien, nameless, and dan-
gerous Other can just as easily be something invisible inside us, an integral
part of our kin and of our own interior. Blood literally binds us together, and
the familiar security of kinship can conceal the unknown and the alien.

Notes

1. The research project “Genetics, Gene Technology,

Bank of Sweden Tercentenary Foundation. The research
Lundin,

and Everyday Ethics” is financed by the

group includes, besides myself, Susanne
who has also contributed to this book, Malin Ideland, and Cecilia Fredriksson, all from
the Department of European Ethnology, Lund University; Ingrid Frykman, Department of Ge-
netics, Lund University; and senior consultant Ulf Kristoffersson, Lund University Hospital. I am
grateful to Ulf Kristoffersson for arranging the contacts between the patients and me. I also wish
to thank him, Ingrid Frykman, and Susanne Lundin for constructive criticism of this chapter.
For a discussion of what kind of knowledge can be produced in an interdisciplinary context, see
Akesson (2000), Lundin and Akesson (1999a), and Lundin and Akesson (1999b).

2. The disease is described by Marteau and Richards (1996:39): “Werdnig-Hoffman’s syn-
drome (spinal muscular atrophy, type 1; severe infantile spinal muscular atrophy) is a degener-
ative disease of the horn cells of the spinal cord that leads to a progressive loss of control of
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ats twists in his chair, trying to find a comfortable position without wak-
Ming the slumbering baby in his lap. Three months ago he became a fa-
ther, to Gustav. He and his wife Eva are no longer just a couple but are now
what they call a real family. It is possibly this feeling of security in belonging
to an accepted social unit that enables Mats to speak openly about the com-
plicated feelings that childlessness awakened in him.

Mats and Eva had tried to have a child for a little more than a year before
they suspected that something might be amiss and sought medical help. At the
Women’s Clinic in Sweden they were told not to worry as “these things some-
times took a bit of time” The months passed by and they became more and
more convinced that there was something wrong with Eva. Over the next few
months, she was examined a number of times until, with the aid of keyhole
surgery, the doctor was finally able to confirm that there was no physical de-
fect. Mats became the center of attention after this, and tests soon showed that
he had poor-quality sperm, not good enough to produce children. Shortly af-
terward, Mats and Fva were offered treatment at the Women’s Clinic.

In Sweden, about 250,000 couples are involuntarily childless. This is a situ-
ation that often leads to complicated feelings about everything from the
meaning of parenthood to the relation between sexuality and reproduction.
Those women and men who do not want to accept a life without children can
now choose among several forms of artificial reproduction. In 1978, the first
so-called test-tube baby was born in England, and in Sweden, the first was in
1982. Since then, about 7,000 Swedish children have come into being by such
methods. In vitro fertilization (IVF) is the medical umbrella term for all treat-
ments whereby conception takes place outside the body. Assisted fertilization
refers to methods by which conception takes place in the woman’s body—for

example, microinjection where sperm with reduced quality is transferred into
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