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Disability constitutes a social risk
Polítical Pública Nacional de Discapacidad.
Documento Conpes Social (2004:4)

The stigmatisation of people with
disabilities came with modernity, with
the need for productive people… It has
been treated and seen as an economic
problem and not as a social issue.
Therefore the public focus has been on
rehabilitation and not on social
inclusion; the focus is on the condition
and very rarely on the person and his or
her abilities.
Solangel García. Director, division working
on disability. Secretary of Health of Bogotá.
Personal communication
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Introduction

This is a study of discrimination. It started out as an attempt to elucidate apparent
incongruities in Colombia between medical possibilities such as genetic antenatal testing
and the legal system. However, this subject did not stay put. During the course of the study
the legal framework of abortion changed – it was de-penalised – as did the focus of this
study, the research question, as well as my stance on antenatal genetic testing and selective
abortion. Thus it became a study of the relationship between abortion de-penalisation under
the conditions of foetal morphological or chromosomal variations, and the availability, use,
functions, and meanings attached to amniocentesis in Colombia, with regard to the social
imaginary of desirable citizens.

Accounting for this research

I came to know about amniocentesis a few years ago when a close friend of mine and
his wife became pregnant. Given that both were over 40 years of age, the Ob-Gyn who took
charge of the pregnancy recommended an amniocentesis. Both agreed on having the exam,
as they were aware of the risks involved in having a child at their age. The possibility of
aborting the foetus ‘in case there is a trisomy’1 was not altogether dismissed by my friend. At
the time I told him that I did not know that it was possible to abort in Colombia. ‘It is not, but
that is another matter’, he answered.
Two years later, when I was already living in the Netherlands and was thinking of
possible PhD research topics, my sister became pregnant with her second child. One day
when we were talking over the phone she told me that her Ob-Gyn had suggested that she –
a 28 year old woman – undertake an amniocentesis. I asked her why and she said, ‘Well just

1

Following the online dictionary Medicine Net.com, a trisomy is ‘the condition of having three copies of a given chromosome’
instead of two. http://www.medterms.com/script/main/art.asp?articlekey=38317
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to be sure the baby is alright’. ‘What are you going to do?’ was my next question, and without a
second thought she answered, ‘Well, I am not having that exam, they will put a needle in my
belly… But also, we were thinking, no matter how this baby is we will have it. I mean, we wouldn’t
have an abortion, so what is the point of having that exam?’
What moved my friends and my sister either to undertake amniocentesis or to reject
it respectively was its relation to abortion. The fact that abortion was fully penalised in
Colombia made me wonder why a state that allowed women and couples to have access to
such an exam opened no legal possibilities for action in case the amniocentesis showed an
undesirable result. Why were they not allowed to have a legal abortion?
To me, at that time, both the exam and selective abortion made perfect sense. Today,
after conducting this research, I must say I find both practices rather problematic.
At the time when I was writing the research proposal, in May 2005, the lawyer
Mónica Roa presented a law suit before the Constitutional Court in Colombia. She sued the
Penal Code’s article 122 that penalised abortion. For Roa, to prohibit abortion in cases of
rape, when the pregnancy endangered the woman’s health, or when the foetus suffered
conditions that made it ‘incompatible with extra-uterine life’ (Roa 2005a: 16), contravened a
number of human and constitutional rights. Roa’s point about the need for granting the
abortion of foetuses with a diagnosed condition made evident for me, once again, the
intertwinement between antenatal testing and abortion.
My core question always revolved around the idea that through the relationship
between the legal status of abortion and the availability of amniocentesis for assessing
chromosomal or genetic conditions, Colombia was somehow seeking to achieve a ‘desirable
nation’ in terms of the composition of its citizenry. By the time of Roa’s first lawsuit I
wanted to study the relationship between the political, legal, and social spheres in
(re)shaping what is taken to be a ‘desirable nation’: whether it is understood in terms of the
‘quality’ of the citizens (through de-penalising abortion), or in moral/religious terms (i.e. to
keep abortion penalised, for such a practice was conceptualised as unacceptable in moralCatholic terms).
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By May 2006, after a series of lawsuits and a heated debate in which the Catholic
Church and the pro-life movement exerted strong opposition, Sentence C-355/06 depenalised abortion under the three conditions mentioned by Roa. In this new legal
panorama, it made little sense for me to wonder about which position the country would
take. With abortion made flexible, what I then found worth studying became: How have the
different renderings that the foetus and its genetic status have acquired over time enabled new
understandings of reproduction in Colombian society (the family, the medical setting, and
parliament), so that they could be reconciled with changes to abortion law? What I especially
wanted to understand were the new conceptualisations of the foetus, enabled by antenatal
testing technologies, that made it legally acceptable to abort what until recently was
understood as a human being. I took as a starting point the notion that a new definition and
understanding of the foetus must have been made possible, and that this led to the
possibility of aborting foetuses with particular conditions.
With such questions on mind I started this research and conducted a one year
fieldwork. However, during the last months of fieldwork and whilst writing this thesis I
came to realise that the new conceptualisations of the foetus, although relevant, played a less
central a role in abortion de-penalisation, the practice of selective abortion, and in the use of
amniocentesis for determining chromosomal status, than that of three centuries in which the
ideal of a Colombian physical and social body took shape. This is an ideal rooted in
Enlightenment and Modernity thought, that lies in the very foundation of the articulation of
Colombia as a Republic and as a Nation. An ideal that promoted the discrimination against
particular groups of people, amongst which people with physical, but most importantly
intellectual differences, were included. Thus, the research question became: How has the use
and availability of antenatal technologies, of the type of amniocentesis, in combination and interaction
with the practice and de-penalisation of selective abortion, helped elucidate a Colombian social
imaginary of desirable citizens?
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Amniocentesis and genetic studies

Two matters need to be addressed in order to apprehend the dimensions of the
research core. First is a definition of what amniocentesis is today, and second, a
problematisation of genetic technologies and their relation to past attempts to ameliorate the
human race (cf. Kevles 1995; Paul 1998; Gupta 2000).

‘The fishing expedition’2

Since the discovery of the DNA double helix in the sixties, studies trying to
disentangle, understand, isolate, and finally manipulate the genetic code have been
increasing in number and importance (Gupta 2000). Such technological advancements have
made it possible to carry out, among many other things, foetal genetic testing for diagnosing
chromosomal and genetic conditions (Rapp 1993). One such test is amniocentesis, which
today assesses foetal genetic and chromosomal status in order to exclude the possibility of
conditions such as Down Syndrome ‘and other chromosome disorders ranging from severe
and deadly, like trisomy 13, to the ambiguous, like the sex chromosome anomalies, Turner’s
or Klinefelter’s syndromes’ (Rapp 1997: 63), as well as a growing number of genetic
disorders (c.f. Singer et al. 1999). Broadly speaking, this test is mostly offered to women for
whom foetal genetic conditions are suspected, whether because of early ultrasound
detection of alterations in the foetus’ morphology, family history, or because of the mother’s
advanced age (depending on how ‘advanced’ is defined). Amniocentesis is preferably
practiced between the 15th and 18th week of gestation, however ‘researchers aim to separate
the very small number of foetal cells circulating in maternal blood within days or weeks of
the onset of pregnancy, so that antenatal diagnosis can be made even earlier’ (Rapp 2000:
30). If the likelihood of a variation is established, pregnant women and couples are offered
genetic counselling, and abortion becomes one of the possibilities if they decide not to bring
that specific pregnancy to term.

2

Rapp (2000: 28)
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The amniocentesis exam is performed by introducing a 9cm hollow needle into the
uterine cavity of a pregnant woman, and 1mm of amniotic fluid per week of pregnancy is
extracted. In this liquid are floating foetal cells, which are then grown in a genetics
laboratory until they reach metaphase, which is the moment in which chromosomes may be
counted, and thus a Karyotype3 established (Dr Santos, personal communication, 2007).
Other usages of amniocentesis, which will be addressed later, are for ruling out foetal
infections, and for reducing an excess of amniotic fluid (Dr Rincón, personal
communication, 2007). Nevertheless, the most salient usage of amniocentesis is to provide
foetal genetic information that can be used for making reproductive decisions. Such a close
relationship with abortion has made the test a contested practice, as it transforms the
abstract question of ‘what counts as a desirable human being’, into a real practical one
defined in terms of genetic make-up (c.f. Rapp 2000). In this sense, it is not amniocentesis
itself that has faced severe and long lasting critique, but the larger science it is related to,
namely, human genetics.

Defining and choosing ‘better’

Long before this well known and widespread term coloured by hope in a healthier
future was coined, human genetics was nothing but Galton’s eugenics. In 1883 Francis
Galton coined the term eugenics, derived from the Greek word “eugenes” that means “of
good birth”. Eugenics ‘emerged as an extension of the science of heredity and claimed to
apply genetic principles to the improvement of “mankind”’ (Gupta 2000: 476). As a social
movement, eugenics was based on the premise that society should guarantee the constant
improvement of its human stock. This was done ‘by encouraging “fit” individuals and
groups to reproduce themselves and, perhaps more important, by discouraging or
preventing the “unfit” from continuing their unfitness to future generations’ (Stepan 1991: 12). Due to large scale abuses brought upon entire populations, the horrors of the Holocaust
being one of the most visible cases, eugenics became an embarrassment within scientific and
social circles, especially in Great Britain and the United States (Kevles 1995: 251).
A karyotype is the ‘chromosomal characteristics of a cell, also the chromosomes themselves or a representation of them’.
Merriam Webster Medical Dictionary. Online source at: http://www.merriam-webster.com

3
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Stepping very much aside from human beings and human genetic manipulation,
studies of heredity began to focus on other living beings (animals and plants) until the
discovery of the of DNA double helix, when research into human genetics bloomed. The
intentions behind studying and manipulating human genes were framed as essentially
amending for, or at least avoiding the repetition of, past (unforgivable) mistakes; so human
genetics developed within medical research in search for cures to disabilities and diseases
(Kevles 1995; Gupta 2000). This quest led eventually to the replacement of the term eugenics
with the term human genetics, believed to be neutral by its first users at Galton’s laboratory at
University College London (Kevles 1995: 252). The combination of advancements in genetic
knowledge, the discovery of trisomy-21 in 1959 as related to Down Syndrome, and a brand
new name for the field which imprinted hope in the human genetics pursuit, smoothed the
path for further research. In such a scenario, the routinisation of amniocentesis came along
(Kevles 1995; Rapp 2000). Further, clinical trials amongst large numbers of pregnant women
proved amniocentesis’ vast potential for providing quite a complete index of foetal genetic
status. This made the exam popular practice and a source of authoritative knowledge in
Europe and the US, and from there it travelled to other locations.
Yet despite the value of research into human genetics, and its subsequent
“beneficent” applications, questions regarding its potential for provoking another wave of
massive selection by societies of perfect individuals have been posed (and somewhat
addressed). Kevles (1995) for instance stresses that the socio-political context of today’s
human genetics diminishes the ‘the likelihood that the revolution in human molecular
genetics will be turned to eugenic ends’ (Kevles 1995: xii). Nevertheless, he goes on to point
out that ‘[t]he ability to acquire genetic information has created the capacity for what has
been called a kind of “homemade eugenics” – individual families deciding on the kind of
children they will bear’ (Kevles 1995: xii). In other words, there might not be a state mandate
for population control, but there are individual and social tendencies to do so.
Antenatal testing is believed to be strongly linked to eugenics because, as Mateu
points out (2002: 236), ‘[i]n most cases, the motivation for genetic testing or interest in
genetic information [is] related to reproductive decisions’. In this sense, one of the expected
responses to positive antenatal testing is abortion, and one could say that this is a form of
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choosing offspring in terms of genetic quality. In this respect, Rapp (2000: 37) remarks that
many geneticists in the United States assume that by giving the option to terminate affected
pregnancies, a test such as amniocentesis in a way implies ‘“positive eugenics” factors (…),
for screening promotes the reproduction of healthy offspring; but there are no “negative
eugenics” factors, for no central powers are limiting who may or may not reproduce’.
Similarly, Elger & Harding (2003: 327) distinguish between three types of eugenics:
‘“Individual eugenics” in the form of genetic counselling, “social eugenics” meaning social
pressures through the idea of “responsible parenthood” … [and] “liberal eugenics” …
[which] denotes eugenics that is not mandated by the State on authoritarian grounds, but
freely practiced by couples on the basis of their individualistic preferences’.
In effect, women and couples are making decisions, and so marking standards, for
what counts as a proper human being good enough to be part of the human race (Rapp 2000:
3). In this sense, amniocentesis is far from merely an individual matter. Investigations of
antenatal testing should provide a solid ground for understanding individual practices like
reproduction, but also need to go beyond what happens at the level of individuals and also
address how socio-cultural and historical realities change over time in relation to such
practices.
Such research must acknowledge that society is not merely a passive recipient of
technology. Consumers and performers of antenatal technologies such as amniocentesis also
shape its use, status, and function. This study will show how this is so.

The regrettable importance of Galton4. Society and genetic information: becoming public.

As discussed previously, the fact that high numbers of women undertake antenatal
testing indicates that amniocentesis cannot be understood nor researched as a mere
individual event, but needs to be approached as a social phenomenon. Such a claim relies
not only on the fact that pregnancy is a social event by definition, nor because antenatal
testing provides prospective parents with foetal genetic information upon which they can

4

Rabinow (1993: 64).

18

Achieving the desirable nation
__________________________________________________________________________________________

base their reproductive decisions. It is also because such a practice speaks eloquently of
socio-cultural values that (due to the availability of genetic testing) come to be more salient,
while others become relative and contested: the value of antenatal life, the definition of the
foetus and health, and the value of people with disabilities. In order to comprehend why
many social scientists (c.f. Rabinow 1993; Paul 1998; Gupta 2000; Brodwin 2005) and
geneticists (c.f. Csaba & Papp 2003; RNAAS 2004) argue that the availability of genetic
knowledge, whether pre-implantation, foetal, or postnatal, has a major impact on societies,
one needs to step back and understand the origins of genetic counselling, since it is through
such a discipline that prospective parents are informed about their foetus’ condition and
about their reproductive possibilities.
In 1947, Sheldon Reed coined the term ‘genetic counselling’ to define the genetic
advisory services provided at the Dight Institute for Human Genetics at the University of
Minnesota (Kevles 1995; Paul 1998). The discipline was established as part of the effort to
use genetics for medical purposes whilst avoiding the negative connotation of eugenics.
Kevles (1995: 253) remarks that people sought genetic counselling principally because they
suspected the possibility of being carriers of a condition that could be passed on to their
offspring, or because they had already given birth to a child afflicted with what was thought
to be a genetic disorder. Even though Reed envisaged genetic counselling ‘as a kind of
genetic social work without eugenic connotations’ (Reed, quoted in Paul 1998: 133), during
the 1950s and 1960s most genetic counsellors understood and practiced genetic counselling
as an extension of eugenics. For most genetic counsellors, foetuses different from the
average should be aborted and carriers of conditions, disorders, or diseases should not
reproduce (Paul 1998: 133-34; c.f. DeMars et al. 1969; Shaw 1974). However, even for Reed,
counsellors should not direct counselees in decision making, as reproductive decisions
should rest only with the couple (Paul 1998: 134). This is how the practice is conceived today
(Rapp 2000).
However, the focus on personal autonomy ‘has obscured the fact that individual
reproductive decisions do have social consequences and that in a market system the
privatisation of such decisions will result in their commoditisation’ (Paul 1998: 108). In this
respect, Nozick (quoted in Paul 1998: 108-09) refers to a ‘genetic supermarket’ that allows
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prospective parents to ‘order’ the kind of offspring they want to rear, as the market’s power
replaces that of the state when it comes to population control. Nonetheless, one must bear in
mind that at the level of public policy making, genetic services ‘were and are still funded in
hopes of reducing the incidence of genetic disease and thus saving the state money’ (Paul
1998: 148). Hence, despite the commitment to individual autonomy and the apparent
absence of governmental eugenics programs, states are promoting a salient ideal of what
constitutes a healthy (and therefore ‘desirable’) individual for a healthy society, as will be
shown in Chapter 4. The medicalisation and pathologisation of a great number of conditions
with which pregnant women are confronted, and are pressured by society to abort, are
informed by public health officials’ and insurance companies’ understandings of unfit, and
therefore undesirable, individuals (Gupta 2000: 449). This, I would risk to say, is highly
determined by economic factors, in terms of costs and burdens of particular conditions. In
this sense, not only foetal genetic knowledge, but also postnatal genetic information of
newborns, children, adults, and elders, performed either for personal purposes or to entire
human groups5, have led to new definitions of health and disease, and have helped to refine
existing definitions.
As previously highlighted, today’s genomic quest has been portrayed as different
from the eugenics movement of the late 1800s to mid 1900s, to the extent that states do not
mandate “race cleanliness” (c.f. Kevles 1995; Paul 1998; Gupta 2000). But, as Elger & Herding
(2003: 328) highlight, reproductive decisions made upon foetal genetic information may
involve a move towards the betterment of humankind and so have consequences for
societies. Moreover, such an attempt to improve the coming generations is not only
informed by individual preferences, but also by social and cultural pressures, as for instance
the general depiction of disabled individuals as an economic burden to families and to
societies (Paul 1998: 104).
Such a depiction of eugenics corresponds to the US and most of Europe. In Latin
America, however, the eugenics movement took quite a different form. As will be shown in
Chapter 4, the particular nature of the movement in countries of that region make even more

5

Such as the Human Genome Project, and the Human Genetic Diversity Project.
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evident as eugenics practices the link between amniocentesis used for determining foetal
karyotype and selective abortion.
Besides the history of discrimination against people with disabilities, there is another
point that makes it possible to link selective abortion based on foetal chromosomal or
genetic status to eugenic goals. For many families, notions of the foetus, pregnancy, and
parenthood become equated with ideals of quality of life for both prospective parents and
prospective child, so choices are made about what type of offspring families are willing to
rear (Csaba & Papp 2003). In this respect, Paul (1998: 167) draws attention to how the recent
ideal of responsible parenthood has coloured the notion of the ‘right to be born’, primarily in
the US. Such a ‘right’, which is defended by abortion opponents, is now being qualified by
the right to have the chance to achieve a happy and successful life. This new qualification of
the ‘right to be born’ is very problematic in two senses. Firstly, it assumes that individuals
who are medically diagnosed as having a disability are inherently unhappy and
unsuccessful. Secondly, it places the responsibility of the unhappy and unsuccessful life of
the future baby on the parents who decided to bring a foetus different from the average to
term. What the defendants of such a thesis fail to underscore, whether in the US, Europe, or
Latin America, is that social factors such as education, employment, and discrimination play
a central role in what is called a life with ‘reduced chances’ (Parens & Asch 2003: 40).
Medical information regarding genetic disabilities is taking over cultural dispositions,
disabling people by using a universalising language and thus obscuring the senses in which
disabilities are a social construct; that it is society that stigmatises, reduces life chances, and
segregates those who are regarded as unfit (c.f. Das & Addlakha 2001).
With regard to ethical concerns about antenatal testing in Europe, in a symposium
held in the Netherlands in 2003 on antenatal testing, geneticists pointed out that a
considerable number of couples decide before becoming pregnant that they would not rear a
child with disabilities. Thus their pregnancies start out as ‘tentative pregnancies’. Geneticists
in the symposium were concerned with whether or not such pregnancies are ethically
defensible (RNAAS 2004: 50). Furthermore, it is believed by some geneticists that the rapid
growth of genetic knowledge will inevitably lead to the selection of specific traits and the
elimination of others, not only in terms of disorders but also in more general terms, as for
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example sex selection. Given this climate, there is growing concern amongst geneticists
pertaining to the boundaries that should be drawn for antenatal testing (c.f. Csaba & Papp
2003; RNAAS 2004), and on the need to rule which type of genetic or chromosomal
disorders should be regarded as arguments for terminating an affected pregnancy (Csaba &
Papp 2003).
However, the question then arises as to who should assess how painful, serious, or
emotionally burdensome a given disorder is. For the Colombian case, where abortion is now
granted to a woman who carries a foetus suffering ‘conditions that make life unviable
outside the maternal uterus’ (Sentecia C-355/06), on what basis can one assess what
constitutes incompatibility with extra-uterine life? Or rather, how far can the term
‘incompatibility with extra-uterine life’ be stretched? Should it, for instance, include the
susceptibility for breast cancer, or the existence of a late-onset conditions such as
Huntington’s disease? Should it take account of scarcity of resources, not only limited social
services for children with disabilities, but also for children from poor families? Who can and
should assess that: medical professionals, the prospective parents?
Genetics, like all technologies, is not a fixed neutral entity (c.f. Mitchell & Georges
1997). Individuals, given their daily lives, lived experiences, worldviews, and beliefs, attach
meaning and value to genetics, while at the same time collective responses to the availability
of genetic information are culture bound. Factors that play a part are representations in the
media, the public and private discourses used by medical practitioners when referring to
genetics, the status that geneticists and genetic knowledge have in a given social group, and
the availability of genetic testing to different sectors of society. These are central aspects in
determining the prevalence and importance of genetic information and genetic conditions,
and therefore their consequences for particular societies. As suggested by Van der Geest
(2002: 13) ‘what the patient feels is not biologically determined but is situated in a web of
socio-cultural and psychological meanings’, which make medical phenomena ‘the
conjunction of social interest and values’. Technologies have no universal effect on users; nor
have they a uniform effect on societies (c.f. Casper & Koenig 1996; Mitchell & Georges 1997).
They should be regarded as plastic categories since they have different functions,
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explanations, connotations, and effects on the societies in which they are deployed (Casper
& Koenig 1996).
Although discrimination in genetics discourse appears to be a constant, those who
are discriminated against vary from one country and context to another. Dilemmas that
confront societies are not reducible to general ethical guidelines which depart from
understandings of genetic technologies as neutral, and disregard the socio-cultural context
in which such technologies are deployed.

Problem statement

Within this framework, this study explores how the use and availability of antenatal
technologies, of the type of amniocentesis, in combination and interaction with the practice
and de-penalisation of selective abortion, help elucidate a Colombian social imaginary of
desirable citizens.
The availability of foetal genetic information has enabled multiple and new
definitions of the foetus. The first of such makes the foetus an object of research from which
valuable information can be retrieved. Alongside the definition of the foetus as a research
object appeared an understanding of the foetus as a ‘tentative’ being, given that results of
research could signify that the foetus would be dismissed. At the same time, such
information, as well as the categories it produces (i.e. ill, healthy, able, disabled), are
inscribed in a tradition of knowledge that has deep roots in the marking of human beings in
terms of fitness and intellectual quality. Furthermore, genetic technologies, amongst which
is included amniocentesis testing for foetal genetic and chromosomal (ab)normalcy, are
producing (and reproducing) an illusion of universal determinants (LeBreton 2004) that
overrule cultural explanations of diversity. This provides the grounds for perpetuating
ideals and beliefs regarding differences between fit and unfit individuals, and the
archetypical life of both, overstressing what are considered to be the downsides of unfitness.
Based on such archetypes and moved by an urge for normalcy, individual reproductive
decisions are being made based upon positive amniocentesis results. Nevertheless, despite
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the fact that they are made on the individual level, reproductive choices do have social
implications, and are informed by wider socio-cultural and historical values.
In such a context, my core argument is that, for the Colombian case, the
abovementioned definitions of the foetus, legal changes to abortion penal status, the practice
of selective abortion, and the will to know one’s foetus’ karyotype, are interrelated elements
that respond to deep rooted definitions of what a desirable citizen, family member, and
human being should be. Furthermore, they are clustered today under the umbrella category
of ´conditions that make life unviable´. Such roots run across time and space, since they have
been discussed for more than one hundred years already, and gain shape and meaning in
different geographical and cultural locations. In other words, in Colombia a long history of
discrimination, in combination with the availability of antenatal testing technologies, and
constitutional changes to secularise the country is what led to abortion de-penalisation.
Similarly, the practice of selective abortion and the use of amniocentesis as they are today
(and have been for many years already), resonate with a socio-cultural context which has
seen years of structural discrimination against specific groups of people. The ways in which
practices and social imaginaries are intertwined are visible when one looks at the category of
´conditions that make life unviable’, also referred to as ‘incompatibilities with life’. I argue
that such a category is multiple (Mol 2002), plastic, and ambiguous, referring not only to
‘biological life’, but also to ‘social life’ and lifestyles.
Within this framework, I find it important to approach amniocentesis as a social
phenomenon and not only as an individual matter. Such a technology provides information
upon which decisions regarding a population’s composition are made, and at the same time
it shapes to a great extent law, family planning, and attitudes towards people with
disabilities (c.f. Shakespeare 1998; Rapp 2000). But it is also paramount to see amniocentesis
as a vehicle for exploring the category of normal. Where is it produced? What and whom
does it represent? How and why did it become so visible?
I propose to explore amniocentesis within the wider socio-cultural and historical
context of Colombia, departing from the understanding that the functions, uses, categories,
and repercussions attached to and produced by a particular technology depend on a given
time-space scenario (Latour 2002). This will shed light on how the individual practice of
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amniocentesis, and the apparent individual concern of selective abortion, relate, inform,
shape, and are shaped by abortion de-penalisation.

Theoretical considerations

Conceptualising amniocentesis, the practice and de-penalisation of selective abortion, and eugenics

In order to be able to conceptualise amniocentesis, the practice and de-penalisation of
abortion, and eugenics, I have relied on two theoretical concepts that help to understand the
connections between them. These theoretical concepts are social imaginary (Gaonkar 2002),
and biopower (Foucault 1976, 1980). Both concepts are useful theoretical and methodological
tools.
Social imaginary helps to elucidate the dynamics between the individual and the
public spheres, for, as expressed by Gaonkar (2002), it enables an understanding of how old
ideas and practices are either strengthened or de-legitimised by new ideas and cultural
practices. The social imaginaries, as defined by Gaonkar (2002: 1), are ‘embedded in the
habitus of a population or carried in modes of addresses, stories, symbols and the like…
they exist by virtue of representation or implicit understanding, even when they acquire
immense institutional force’. Gaonkar (2002: 2) also points out that ‘the nation people is a
paradigmatic case of modern social imaginary’, to the extent that nation involves a sense
and definition of “we”, that links the individual with the collective. Consequently, social
imaginaries are ‘more than an immediate practical understanding of how to do particular
things – such as how to buy a newspaper, ride a subway, order a drink, wire money, make
small talk, or submit a petition. It involves a form of understanding that has a wider grasp of
our history and social existence’. In this sense, ‘social imaginaries occupy the fluid middle
ground between embodied practices and explicit doctrines’ (Gaonkar 2002: 10-11). In this
context, the centrality of the public sphere is evident, given that it is the place in which social
imaginaries come into being, are reinforced, or are displaced by new imaginaries, through
the interaction of individuals with one another through discursive practices, which are an
act of world making (Gaonkar 2002: 16).
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Similarly, the concept of biopower helps in understanding the interaction between
amniocentesis, (selective) abortion practice and abortion de-penalisation, and structural
discrimination which can lead to eugenics. This is particularly so in relation to the
conceptualisation of healthy and desirable bodies. For Foucault (1980), in times of the
Monarchy the physical body of the King was a political reality, and represented the
Kingdom. In times of the Republic there was no King’s body, but the idea of the social body
as the reality of the Republic appeared in its place. Hence, society needed to take care of its
social body, and the previous ‘elimination of hostile elements by the supplice (public torture
and execution) is thus replaced by the method of asepsis – criminology, eugenics, and the
quarantining of ‘degenerates’’ (Foucault 1980: 55). The very bodies of individuals became
the locus of power exercised in search of the maintenance and achievement of a healthy
social body: ‘Now the phenomenon of the social body is the effect not of a consensus but of
the materiality of power operating on the very bodies of individuals’ (Foucault 1980: 55).
Through this practice, reproduction, health, sexuality, and behaviour became a focus for
State concern, and measures to discipline the individual body were enacted.
However, in the eighteenth century emerged another sort of power and its associated
technology, which ‘does not simply do away with the disciplinary technique, because it
exists at a different level … and because it has a different bearing area… this new
nondisciplinary power is applied not to man-as-body but to the living-man … to man-asspecies’ (Foucault 1976: 242). This new power seeks to regularise populations, and is what
Foucault called a “biopolitics” of the human race that searches to control or regularise
illnesses (and differences) seen as affecting a population. In Foucault’s words, ‘what we are
dealing with in this new technology of power is not exactly society … nor it is the
individual-as-a-body. It is a new body, a multiple body… Biopolitics deals with the
population’ (1976: 245). It is in such a context that Foucault (1976: 247) refers to biopower as
‘power over the population as such, over men insofar as they are living beings’. In the
struggle to regularise the population, medicine as a science and a technology gains in
importance, for ‘medicine is a power-knowledge that can be applied to both the body and
the population’ (Foucault 1976: 252).
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Yet, power6 should not be understood as merely the repression, exclusion, or
censorship of acts. ‘If, on the contrary, power is strong this is because … it produces effects
at the level of desire – and also at the level of knowledge. Far from preventing knowledge,
power produces it’ (Foucault 1980: 59). Further, the knowledge produced by power becomes
a hegemonic truth. Such is the case of medicine, of Human Rights, of criminology – to
mention a few examples – which are apparatuses set to differentiate the normal from the
abnormal; the long quest for discipline and normalisation. However, as mentioned before, ‘it
is medicine which has played the basic role as the common denominator. Its discourse
circulated from one instance to the next. It was in the name of medicine both that people
came to inspect the layout of houses and, equally, that they classified individuals as insane,
criminal, or sick’ (Foucault 1980: 62). Such hegemonic definition and classification of
individuals continues to date.
The usefulness of these two theoretical concepts lies in the insight they provide into
how practices, ideas, and notions shared by a people have commonalities that surpass the
individual, whilst leaving room for individual interpretations and variations. Foucault’s
notion of power does not imply that individuals are unable to make decisions or to disagree.
However, as mentioned above, power has an effect at the level of desire and knowledge, and
thus it contributes greatly to and shapes understandings of what is good, bad, normal,
abnormal, ill, healthy, and so on and so forth. Similarly, Gaonkar’s definition of social
imaginary helps understanding of how behavioural and ideological ideas are reproduced
almost automatically, yet individuals’ lived experiences also contribute to either reinforce or
de-legitimate a practice, idea, notion, belief, and so on.

Boundaries of knowledge

The two aforementioned theoretical concepts provide a solid ground for approaching the
practices of amniocentesis for foetal karyotype, selective abortion and abortion depenalisation, and structural discrimination in the form of eugenics. Further, these concepts
6

Power, as a sociological category, has also been widely studied by authors such as Weber, Marx, Aron, and Gramsci, to
mention but a few.
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will be articulated through the use of three major schools of knowledge: Medical
Anthropology, Science and Technology Studies, and Disability Studies. I also make use of
some of the theoretical contributions of Law and Anthropology, especially for
understanding penal changes in relation to the practice of abortion.
Given this affiliation with different disciplines, I would say that this study is an
interdisciplinary one. Anthropology’s conception of the social and the individual serves as
the starting point for Medical Anthropology, to the extent that the latter understands the
role of medicine (whether biomedicine or otherwise) as a model of and a model for7 the social.
This view of the world is intertwined with Science and Technology Studies’ comprehension
of science and technology as flexible categories that depend on the times and places within
which they are produced and deployed. That is, science and technology are context and time
specific in the sense that both shape, and are shaped by, social and individual circumstances
that they encounter with and through time. In other words, I am committed to Casper &
Koenig’s (1996) call for a thorough research of biomedicine as ethno-medicine, taking
western medical technologies as fundamental analytical concerns given that ‘technology use
in medicine cuts across social, cultural and corporeal boundaries’ (1996: 524). In this same
line of thought, Georges (1996) calls for scholars to regard technology and science as cultural
products, which are by no means neutral or static. Neither possess authoritative knowledge
from the start; rather, the authority is acquired by various means that can be traced back in a
given technology’s history in any society in which it happens to appear. These
considerations, when translated into this research, mean that I attempt the task of
unravelling the interaction between amniocentesis usage, the practice of selective abortion,
abortion de-penalisation, and how these practices relate to the wider socio-cultural and
historical reality of Colombian society in relation to attitudes towards people with
disabilities.
Correspondingly, I follow Mol (2002: 32) in studying ‘when a disease is being done’
by actors, practices, intervention, objects, institutions, and politics; to look at how reality is
multiple, or how it multiplies when one examines how conditions or technologies are
enacted day to day. I do so in particular when looking at the category of incompatibilities with

7

The notion of a model for and model of is borrowed from Clifford Geertz’ (1973) approach to religion.
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life, also referred to as conditions that make life unviable. I have examined how such a category
becomes or stops being in practice, and how it is enacted by different participants in
different settings (the clinic, the genetics lab, the lawsuit, the de-penalisation sentence, the
public discussion of abortion de-penalisation, and within families). I did not want to leave
such a category unanalysed for, as Mol says, ´leaving “disease” in the hands of physicians
alone is a political weakness’ (2002: 22), but also because objects (or medical categories)
‘come into being – and disappear – with the practices in which they are manipulated’ (2002:
5). Addressing incompatibilities with life in this way allows me to reveal its multiplicity, and
thus it is possible to problematise it.
Thanks to the extensive existing research on amniocentesis, we know today that
decisions regarding whether or not to accept the exam, as well as decisions regarding the
future of a specific foetus, are informed by a myriad of factors that range from the medical
encounter with the genetic counsellor, to cultural values and personal expectations
regarding antenatal life, pregnancy, parenthood, and disability (c.f. Marteu & Drake 1995;
Press & Browner 1997; Mitchell & Georges 1997; Rapp 2000; Brookes 2001; van der Berg et al.
2005; Amhed et al. 2006). From the literature it is also possible to gain a clearer idea of what
the impact of amniocentesis could be on pregnant women and their pregnancy experiences,
for it adds, as suggested by many, anxiety to an already anxious process (c.f. Rapp 1997;
Marteu & Drake 1995; Brookes 2001; Ahmed et al. 2006). On the other hand, many authors
have pointed out that the technologisation of pregnancy has reduced the opportunities
women have to reject the permanent use of ‘new reproductive technologies’, due to
pressures coming not only from medical professionals but also from peers, family members,
and society (c.f. Petchesky 1987; Rothman 1987; Mitchell & Georges 1997; Rapp 2000).
Research focused on providing a wider understanding of antenatal diagnosis has also been
paramount for comprehending the extent to which access to foetal genetic information,
intended for reproductive decision making, reproduces socio-cultural readings and
depictions of the meaning of disabilities, as well as of people with disabilities (HashiloniDolev 2006). This makes it even harder to achieve proper social integration and much
needed citizenship recognition for the population with disabilities (c.f. Marteau & Drake
1995; Shakespeare 1998, 1999).
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In combination, Science and Technology Studies helps to address these questions
from a different and enriching perspective, as this discipline allows for the problematisation
of sciences and technologies as constructed by individuals responding to specific interests
(c.f. Haraway 1988; Latour 1999). It also provides the grounds for stating that the
mobilisation of technologies, and categories produced by them, are ‘at the heart of enacting
(possible) worlds and possible links between individuals’, given that ‘technologies, once put
into practice, produce categories and sites of intervention and lead to particular
configurations, both of human and of objects of medical intervention’ (M’Charek & Keller
2008: 62, 64).
Furthermore, Science and Technology Studies enables an understanding of the
authoritative stance of scientific knowledge production as something achieved, rather than
an inherent fact (c.f. Georges 1996; Mitchell & Georges 1997). Perhaps most importantly, this
discipline provides the tools for seeing sciences and technologies as produced by humans,
hence, their development is imperfect, incoherent, and contradictory, despite the sense of
organisation and coherence that science and technology have in public performance (Latour
1999).
Disability Studies also provides a complementary perspective, especially proponents
of the social model of disability, who provide a social approach to disability and rich ground
in which to put genetics, along with medicine’s categorisation of able/disabled, into
perspective. The relevance of this model is that it advocates on behalf of people with
disabilities based on their individual needs, as opposed to ableistic oppressive ideologies
which advocate “fixing” or “correcting” people with disabilities, in order to “fit” the designs
of inflexible systems and standards (Castañeda & Peters 2000: 320).
In such a framework, the social model stresses society’s role and responsibility in
maintaining and producing ‘inhibiting structures, which overvalue economic productivity,
undervalue alternative social contributions, and attach positive and negative associations to
the relative terms of independence and dependence’ (Castañeda & Peters 2000: 320).
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Nevertheless, and as highlighted by Shakespeare (1998: 670), ‘while social oppression
is the main problem for disabled people, impairment8 is also a significant issue, and one
which it is important to discuss and deal with’. This is to say that even though disabilities
are socially produced, one cannot disregard impairment, for people with disabilities must
tackle both. To ignore impairment as a medical condition or disability as a social product is
to reduce the complete embodied experience of disability-impairment to one or the other,
and so overlook the complexity which disabled people are confronted with (Shakespeare
1998, 2008).
Disability Studies has also offered a concrete critique of antenatal diagnosis (c.f.
Shakespeare 1998; LeBreton 2004), on the basis of the total focus on medical impairment,
biology, and genetics which it enables. That is what LeBreton (2004) has referred to as
genetic fundamentalism, which is surrounding today’s understanding of health, disease,
and to a great extent identity. Such a fundamentalism leaves little room for comprehending
disease and disability on a cultural basis, or further, as cultural constructs. The supremacy of
the gene helps to reinforce long lasting notions of biological superiority of one human group
over another. Genetic fundamentalism – by defining individual and collective identities,
determining medical conditions, and redefining what constitutes healthy or ill – overlooks
the role of cultural and social conditions within which these groups and diseases happen to
take place. Therefore, genetic determinism makes it virtually impossible for a change or a
growth in opportunities (whether political, educational, social, or economic), given that what
is inherited is inherited. In other words, genetic technologies are producing an illusion of
universal determinants that overrule cultural explanations for diversity, and provide the
grounds for perpetuating ideals and beliefs regarding differences between fit and unfit
individuals, and the archetypical life of both. To use Shakespeare’s words, ‘The boundaries
between health and disease are altered, and social experience is increasingly ‘geneticised’’
(1998: 3).
Thus, in order to avoid either the hyper attention to genes and thus minimize the role
of socio-cultural possibilities and realities, or overstressing the role of society in determining
8

According to Shakespeare (2008) ‘Disability is always an interaction between individual factors—predominantly impairment,
aspirations and motivations and contextual factors—environments, policies, barriers and so forth’ (12), whilst impairment
refers more to the biological and medical dimensions of a given condition. Nevertheless, ‘there are process of social definition
and meaning inherent in the categorisation of impairment, and in the identification of disabled people’ (13).
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a disability and so ignoring a medical impairment, one must understand disability at the
crossroads of health and society (Shakespeare 1998).
In order to explore the abortion de-penalisation process and Sentence in Colombia, I
have used the theoretical insight of Law and Anthropology to articulate individual practices
with law changes and the definition of rights, and more importantly, Human Rights. That is,
I have relied on theoretical contributions from this discipline, valuable for their ability to
treat law and its relation to science as cultural products. This is relevant because abortion
was de-penalised on the basis that by not doing so contravened a number of women’s
human rights.
The relevance of approaching the process of legal changes, in this case abortion depenalisation in Colombia, is that a close relationship exists between law and the sociocultural context in which it exists: they are mutually constitutive of one another (c.f. Moore
1983; Delaney 2001; Donovan & Anderson, III 2003). ‘Law is part of social life in general and
must be treated analytically as such’ (Moore 1983: 218). Furthermore, ‘[t]he very idea of law
can be seen to be reliant on a particular conceptions of humanness … It is fundamentally
committed to a particular view of the subject’ (Delaney 2001: 488). To analyse law from an
anthropological and Science and Technology Studies perspective means that concepts which
are seen and treated as being utterly legal (and universal) are rendered as social products
and producers of society.
One example of such a universalising concept is that of human rights (Donovan &
Anderson, III 2003: 144). Human rights and the discourse surrounding them have been
constructed as universal, neutral, and right by definition. However, the concept of human
rights is particularly problematic in one basic and specific aspect: it defines neither what
counts as a “human” nor as ”rights” (Donovan & Anderson, III 2003). However daring it
might seem to problematise such a defended category, it is important to bear in mind that
neither “rights” nor a “human” are static universal categories (Delaney 2001; Donovan &
Anderson, III 2003). In this sense, the assumption that human rights (as a single or as
separate categories) are self-evident, is problematic. Before blindly accepting what appears
obvious, one must ask who is being included in such a category and who is being silenced.
The concepts of “human”, “rights”, and ”human rights” are produced and reproduced in
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different times and spaces, and their definitions fluctuate according to social imaginaries,
socio-cultural and historical contexts, hegemonic discourses, and scientific innovations
(Delaney 2001; Donovan & Anderson, III 2003). Of particular relevance here is the
relationship between law and science and its role within the discourse of human rights,
which has not only legal consequences the world over, but also enforces socio-cultural
changes in particular (local) settings.
Interestingly, both law and scientific knowledge are represented and understood as
being self-evident, neutral, universal, in search of the common good, and having no
particular relation (in practice or development) to one another (Thorpe 2008). Yet, both law
and science search to control and delimit the ever changing category of ‘nature’, and in that
respect the category of ‘human’. Law is a discourse that creates and recreates ideas of nature
and humanness; law is also a set of institutions in which the discourse can be enacted; and,
very importantly, law is power and it demands obedience from the humans it defines (c.f.
Delaney 2001). In turn, science and scientific innovations not only recreate and re-delimit the
boundaries of nature and humanness, but also respond to and raise political interests and
disputes, which might be mediated by law or might produce social upheaval that can lead to
changes in law (c.f. Thorpe 2008).
In this light, the matter of concern here – amniocentesis – is a good example of how
the changing categories of nature and human, enabled and produced by law and science, are
profoundly intertwined with one another. They respond to particular interests and belong to
a specific discourse – modernity and liberalism (Thorpe 2008). Both are informed by cultural
norms and social values, and the definitions of nature and human that they produce do have
social consequences, which by definition exclude specific groups (c.f. Delaney 2001); groups
that are created through the bill of rights and human rights, as I will show later.
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Methodological considerations

Doing research simultaneously on amniocentesis and abortion de-penalisation

The following study is based on interpretative qualitative research, which relies on
the ethnographic methods of direct social observations, interviewing, and case studies
(Bonilla-Castro & Rodriguez Shenk 1995; Hardon et al. 2001), as well as on discourse
analysis (Howarth 2000), and historical media and library archives.
From the perspective of an interpretative-constructivist approach, phenomena are
not subject to objective, causal, or universal explanations (Howarth 2000). The concern here
is with socially produced meanings, and the interpretation of such meanings, when
approaching a social phenomenon, departing from the premise that each culture must be
understood in terms of its own standards and values. In this context, the socially constructed
world is approached by studying the dynamic relationships between social actors, which
produce the social space as we encounter it (Gaonkar 2002). Within this framework,
discourse is ‘not merely what people say, but also what they do by saying something. It is ‘a
form of social practice that has specific goals or purposes and consequences’ (Xu 2005: 21),
and ‘its action will be characterized by particular values with respect to particular groups of
people’ (2005: 67). Such a perspective recognises that discourses are not innocent, apolitical,
or universal practices. Rather, they are ‘a set of diversified and competing constructions of
meaning associated with particular groups of people’ (Xu 2005: 1).
In this sense, Foucault suggests that discourse must be approached from the person,
or group of people who produce it, taking into account the given time and context in which
the discourse takes place. For Foucault, analysis discourse regards ‘the production of
knowledge (rather than just meaning) through what he called discourse (rather than just
language)’ (Hall 2001: 42-43). Thus, ‘discourse is about the production of knowledge
through language’ (Hall 1992, in Hall 2001: 44), which is by definition a collective act rather
than an individual practice.
I conducted one year of fieldwork in Bogotá, the capital city of Colombia, during the
year 2007. The city counts approximately 6,778,961 inhabitants (DANE 2005) and is
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considered to be one of the most important metropolises in Latin America because of the
permanent flow of information and people from all over the country, and from many
different global locations (www.bogota.gov.co).
Although the social and cultural reality of Bogotá cannot be compared with other
places in the country, the fact that it is the governmental centre allows one to obtain an idea
of the hegemonic discourses and practices categorised, or imagined, as Colombian. Further,
health services offered by private health care providers in Colombia operate on a common
basis, called the Obligatory Health Plan (POS – Plan Obligatorio de Salud). That means that
in principle all health care providers should provide the same access to the same health care
services. Given that the health care setting chosen for this fieldwork works at the national
level, it made good sense to focus in Bogotá. Finally, amniocentesis is a service provided
only in the main cities such as Bogotá, Cali, Medellín, Barranquilla, and Bucaramanga, to
mention a few. Here again, to focus on the capital city seemed and proved to be a sensible
option.
In terms of the participants in this study, after discussing the methodology with the
chief specialist of the department in which the core ethnography took place, it was agreed to
divide the population of users into two groups: those who are under the Obligatory Health
Plan, meaning that they belong to the EPS, pay less, and have less procedures covered by
their premium; and those who belong to the pre-paid system, who pay more, but therefore
have greater access to amniocentesis, in terms of both money and information. It is also
interesting that each group attends a different facility to have the amniocentesis and visit
their Ob-Gyn. Nevertheless, as it will be shown in Chapters 3 and 5, that division turned out
to be artificial.

Multi-sited ethnographic fieldwork

In order to be able to understand the practice of amniocentesis as it happens in clinics
and to individual families, and also to understand abortion de-penalisation in cases of foetal
conditions that ‘make life unviable’, this implied to a great extent doing two different
fieldworks. Given that what interested me was the relationship between the two seemingly
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different and separate topics, the methodology that best suited this fieldwork was what
Marcus (1995) called multi-sited ethnography. This concept refers to an ethnography in
which the methodical point of departure is that the complexity of a social phenomenon can
be better understood if one observes different sites that relate to the same object of study. If
one wants to approach a social phenomenon, observing different settings provides a better
account of the complexity of the phenomenon. In addition to the multiplicity of sites, one
needs to make use of a number of different research instruments that respond to the needs
and characteristics of each site.

Hospital ethnography

As Finkler et al. (2008: 248) point out: ‘Hospitals are among the most fascinating
spaces in contemporary society: they are complex; they are constantly changing’. In
addition, The Hospital is a focus for ethnographers because it is a rich space of cultural
production, in which cultural values gain strength, are re-shaped, or lose validity, thanks to,
among other aspects, technological innovations (c.f. Van der Geest & Finkler 2004; Finkler et
al. 2008; Zaman 2008).
From the growing field of hospital ethnography I found of particular relevance
Renée Fox’s (1974) groundbreaking work, conducted in the early 1950s, on chronically and
terminally ill patients of metabolic disorders who volunteered to participate in a clinical
experiment in search of a cure and an explanation for their condition. In that study, Fox
elucidates how hospital dynamics are influenced by the interaction between patients and
physicians, technological innovations, and the lived experiences of those who are part of the
hospital, either as patients or physicians. She also shows how uncertainty plays a major role
in medical practice, and on the role of being a patient under such conditions. These are
issues that I found relevant, valid, and current to my own research, some fifty years later.
At the methodological level, Fox’s work reveals the constraints entailed in
conducting research in a setting in which people are constantly dying, suffering, or falling
ill; a context in which medical uncertainty is counterproductive to human suffering given
our trust in medicine and in medical technologies. This situation, Fox highlights, has
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implications at the personal level for the researcher; as was also my experience. Being a
medical anthropologist with no medical training working in a clinical setting generated the
need to promptly develop emotional and cognitive coping strategies to face the hardship of
being confronted with human suffering and anguish, as well as with body fluids, body
parts, and bodily processes. In a sense, to face Eros and Thanatos within the clinical
environment.
In order to understand amniocentesis practice and use I conducted a seven months
long hospital ethnography in three locations within the Department of Maternal and Foetal
Medicine of one of the most prominent private health care providers in the country, Salud9. I
chose to spend long periods of time in such settings because this is the “natural setting" of
amniocentesis (Brewer 2000), not only in terms of where the sample is taken, but also
because it is where women and couples receive the news about their foetuses, and where
abortion may take place. The Department is also the natural setting of the group of
specialists in maternal medicine with whom I worked.
I started by going to the research locations only when an amniocentesis was
scheduled. But as the time passed and I became more accustomed to the dynamics of the
Department and to the staff, I spent more and more time at my main location within the
Department – one of the clinics owned by the Health Care Provider – sometimes for more
than eight hours at a time.
In all three different locations (attended by the same specialists) I observed everyday
dynamics, the interactions between staff and different types of pregnant patients and
between staff members, and I observed a total of sixteen amniocentesis procedures (of which
four were determining foetal infection with toxoplasmosys10, and twelve karyotyping the
foetus), one cordocentesis11, and two foetal surgeries. In addition, I was present at four
medical meetings for Antenatal Diagnosis of Congenital Anomalies and Advanced Therapy, and at
This, as with all the names that I use throughout the text, is a pseudonym, except for the case of one specialist of whom I not
only use interview material but also written material from his own publications. I address this point latter in the
methodological considerations.
10 Toxoplasmosis is ‘infection of humans with disease caused by a toxoplasma (Toxoplasma gondii) that invades the tissues and
may seriously damage the central nervous system especially of infants’. Merrim-Webster online dictionary.
http://www.merriam-webster.com/dictionary/toxoplasmosis
11 As explained by the chief specialist at the Department, cordocentesis is an invasive procedure performed instead of an
amniocentesis when the foetus is too big to puncture the amniotic sac. Cordocentesis is performed by extracting blood through
the foetus’ umbilical cord.
9
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twelve therapies for emotional support, provided to women and couples (and even families)
once a diagnosis of foetal chromosomal or morphologic variation was confirmed to
prospective parents.
As well as direct social observations at the clinics, I also interviewed the chief
attending specialist, a senior specialist, students of the specialisation of maternal-foetal
medicine (at that time three men), and the attending psychologist. Furthermore, I held
multiple conversations with all staff members (specialists, fellows, residents, psychologist,
nurses, and secretaries) over the course of the fieldwork.
Conducting hospital ethnography implies an enormous degree of flexibility on the
part of the researcher. In particular, given physicians’ hectic schedules interviewing was
difficult to plan and to conduct; in fact, planning an interview soon proved to be a vain
attempt. Specialists and fellows were unable to respond to the rigid timing of interviewing,
for their everyday pace was too different. Therefore, we agreed on conducting the
interviews whenever they found time to sit and talk. Two interviews took place during a
slow afternoon in which few women attended the Department, and both were the longest
that I was able to hold (one lasting two and a half hours). For the rest, interviews took place
in the in-between time after one patient had left and the next one was being made ready for
her check up. Thus, although an interview may have started at 14:00 and ended at 15:45, the
recorded time might only have been about 40 minutes. In one case – the chief specialist – the
only way we could find time for an interview was in a cab as he was going from one clinic to
the other. Fortunately, Bogotá’s traffic jams allowed us to have a fruitful conversation, and
once at the clinic Dr Sossa spent another half hour for our interview.
Apart from the staff, I also interviewed 22 women, and in some cases their partners.
At the clinic I met 19 women, sixteen of whom underwent an amniocentesis and one
cordocentesis, plus three women who decided not to have the amniocentesis. Of these
women and couples, I closely followed up one family, who generously involved me in what
they experienced as a painful situation.
In addition to the interviewing and conversations, prior to having an amniocentesis I
provided women with notebooks. The idea was that the women could use the notebooks as
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diaries in which they would keep a record of their feelings, thoughts, and emotions while
expecting amniocentesis results. As useful as this instrument may have been in other studies
(c.f. Gerrits 2008), in my case it proved a failure. Women found the diary to be an extra and
burdensome activity in their lives in which they did not want to invest time, and so many in
our first meeting after the amniocentesis apologised for not having used them. One woman
found the whole idea of a diary utterly boring and said: ‘No, you keep the notebook, I won’t
write in it…that is way too tedious and boring’. Only one woman did keep a diary for the first 5
days after her amniocentesis. However, because it was something that she was planning to
show me, she used it as an opportunity to complain about the expenses of the exam, the pain
she underwent, the difficulties she had in reaching the Department, and the fact that
amniocentesis ‘even though it was such a vital exam for the baby and for the mother’ was not
covered by the POS.
Outside of the clinic, I interviewed three women about their past experiences with
amniocentesis, some years previous. Of these three women, two had decided not to undergo
the amniocentesis.
Because I wanted to gain a broader perception of the practice of amniocentesis, I
interviewed two more specialists who worked at another clinic providing maternal-foetal
medical services, but with a more limited practice (performing only the amniocentesis, and
using a different sort of obstetric ultrasound). I have included their views on the practice,
function, and usages of amniocentesis, as well as on selective abortion based on positive
amniocentesis results. With one of these specialists, Dr Cifuentes, I held two interviews at
6:45 in the morning, before his practice started. However, such interviews could not last
more than 20 minutes, for his first patients arrived at 7:00-7:05. With the other specialist, Dr
Alvarez, who is the chief specialist in this practice, I was able to arrange an interview after
three attempts, and we finally met on a Friday at 14:00. We were finished by 14:08. That was
the shortest interview I held during my fieldwork.
Given that amniocentesis is a genetic exam, I found it paramount to include the
perceptions and viewpoints of geneticists who are in close contact with it. Therefore I
interviewed twice a geneticist considered the founding father of genetics in Colombia, who
was also the first to karyotype from a sample from an amniocentesis, and also Dr Santos,
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chief of one of the very few genetics laboratories in Bogotá. In addition, I interviewed Dr
Tovar, the representative for Colombia in a Latin American collaborative group studying
congenital malformations. This human geneticist is openly against amniocentesis due its
relationship with abortion, and from time to time serves as a consultant to the Department
in which I conducted fieldwork. Additionally, I interviewed geneticist Dr Clavijo, a friend’s
mother, who explained to me the basics of human genetics, of doing a karyotype, and of
trisomies and monosomies in relation to chromosomes.
As important as the current practice of amniocentesis is, the history of amniocentesis
in the country is equally important for it reveals continuities and changes that help to
elucidate the complex dynamics of this technology. In order to reconstruct a history of
amniocentesis in Colombia, I interviewed twice Dr Fernando Sánchez-Torres, the first ObGyn practicing in Colombia to publish on amniocentesis in Colombia, accounting for the
different usages of the exam and on his experience with it. His first publication dates back to
1972.
All of the interviews which I conducted, except for the two held with Dr SánchezTorres, were recorded on a digital voice recorder. I had planned to transcribe all interviews
and I did transcribe five. However, when the time for analysing the information came, I
realised that much of the emotions, context, and reality of the clinic situations and
conversations, as well as the daily life of the women and their partners, specialists, and
geneticists, would be lost if I detached the surrounding world from the words said by the
interviewees. Therefore, and in order to recognise the salient topics of each interview, I
listened to all interviews several times over rather than transcribing them, paying attention
to and noting different issues.
All interviews and conversations were held in Spanish, and all translations are mine.
Finally, all the names I have used throughout the text are pseudonyms provided in the
attempt to protect the identity and privacy of all participants. Dr Sánchez-Torres is the only
exception I have made: I decided to keep his actual given and family names because in
Chapter 4 I move between interview and published material quotations. Therefore, to
change his name would not only be misleading, but would also imply altering
bibliographical references.
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Seminar and Forum ethnography

There were two other activity sites for the ethnography. One was a permanent
seminar, organised jointly by the bioethics network of the National University and the
Ministry for Social Protection, with the intention of discussing the aftermath of abortion depenalisation, one year on. The seminars took place at the Genetics Institute of the National
University every Monday from 7:00 to 9:00 am, and lasted from February until the end of
May 2007. The spirit of the permanent seminar was to promote and enable an open and
constructive discussion from the ‘ethic-juridical perspective’ of Sentence C-355/06
(Universidad Nacional de Colombia 2007a). I participated in the seminar from late April
2007 until late May 2007, when the seminar came to an end.
The second activity was assisting at the National Forum, where I received
documentation produced by the scholars meeting in the permanent seminar. Once the
permanent seminar had concluded, a National Forum was organised in order to bring to
different parts of the country the discussion points that were addressed at the seminar. In
Bogotá, the National Forum was held over two full days, from 8:00 until 17:00, on 31st May
and 1st June 2007, at the Military University.
For both activities, an interdisciplinary group was summoned and civil society was
welcomed to attend. The speakers at the two activities were representatives of the Ministry
of Social Protection, Judges of the Constitutional Court, bioethicists, geneticists,
gynaecologists, lawyers, physicians, philosophers, and representatives of the feminist
movement.
As for keeping records of my observations during fieldwork, I kept extensive field
notes of each day or activity that I observed.
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Archival research

Finally, another method that I used was archival research. In order to account for the
abortion debate and the public image of amniocentesis I conducted archival research on
media coverage of these topics. With the help of my research assistant and friend,
anthropologist Natalia Niño, I was able to gather 800 media articles; 207 articles correspond
to the main national daily, El Tiempo, and 503 correspond to the opinion magazine Semana.
These sources were approached and studied using the method of discourse analysis, as
presented in the theoretical considerations. As El Tiempo and Semana are mainstream
massive circulation opinion-information sources, I have treated them as being representative
of a hegemonic viewpoint on rights, abortion, antenatal life, antenatal technologies,
medicine, and science. Therefore, when analysing these media articles, I focused on how the
abovementioned concepts are conveyed to the general public, and thus contribute to
reinforcing, legitimating, or de-legitimising previous, current, or new understandings of the
concepts.
The material gathered from El Tiempo was related to the years in which: a) either a
law project or a challenge to abortion law were presented to the Congress or the
Constitutional Court respectively (1979, 1994, 1997, 2005); b) the Colombian Constitution
changed (1991); c) the Penal Code changed (2002); and d) when abortion was de-penalised
(2006). The data date from 1979 until 2007. The key searched for and gathered issues were:
abortion (n=123)12, amniocentesis (17), disabled people and disabilities (n=20), eugenics
(n=7), antenatal diagnosis (n=20), and genetics (n=20).
With regard to the material corresponding to Semana, the material gathered dates
back to 1982 and extends to 2007. The key searched/gathered topics were: abortion (n=150),
abortion related only to foetal malformation (n=11), amniocentesis (13), malformed foetuses
(n=56), disabled people and disabilities (n=13), eugenics (n=10), foetus (n=100), antenatal
testing (n=40), and genetics (n=160).
In order to be able to elucidate and understand the roots of discrimination in
Colombia I consulted library archives from the early 1900s, which contain documents from
12

n= being the number of articles.
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the thinkers, educators, jurists, and physicians who conducted the eugenics movement, as
well as the ones who constructed and implemented the hygienist movement – later ‘public
health’ – in Colombia. The consulted articles, law projects, theses, and speeches addressed
issues such as: eugenics; abortion; euthanasia; different conceptualisations of race; the worry
of the degeneration of the race; physical education; puericulture; care of pregnant women;
the neonate, the child, and the woman; pre-nuptial medical certificates; the role of the
woman in securing and bettering the race; the place and understanding of the unfit
(mentally, physically, and socially); and indigenous, black, and poor populations.
Most of the archival material was photocopied, however many articles were
digitised. The very old and rare documents had to be read in special cubicles and I could
only take notes. All information was organised by topic and all categories were analysed
independently in a first round of analysis, though during a later phase all categories were
analysed in relation to one another.

On the researcher – ethical considerations

Having come to this point in which the conceptualisation of the study and theoretical
and methodological considerations have been addressed, I find it ethically relevant to
provide a note on my role as researcher, and as the interpreter of the situations, interviews,
conversations, exams, media articles, and archival documents that compose this research. I
position my knowledge claims as part of my own stance regarding the research subject, for
‘positioning is…the key practice of grounding knowledge … positioning implies
responsibility for [one’s] own enabling practices’ (Haraway 1988: 587). Positioning is also
important because, as pointed out by Blume (2000: 143), ‘the interpersonal relationships out
of which an ethnography is constructed entail mutual obligations that, for ethical reasons,
are to be respected. But subject’s stakes in ethnographic work – or expectations of the
ethnographer – are various and may change’. Accounting for such changes, and ambiguities
on the part of participants and myself, does justice to the ambiguous and shaded ambiance
surrounding amniocentesis for foetal karyotype and selective abortion, as it happens to real
people in real time.
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As mentioned earlier, my position towards amniocentesis for karyotype and selective
abortion had dramatically changed over the course of this study. When I started out this
research I found both practices not only acceptable but, to some extent, necessary. However,
before starting the fieldwork I realised that my enthusiasm about selective abortion must
have a deeper, socio-cultural source. Thus selective abortion and my enthusiasm for it
needed to be put into perspective, which helped me realise how problematic it can be to
consider that, in everyday reality, there are lives more worthy than others in terms of fitness.
Such a realisation became and stayed painful during and after fieldwork.
When the fieldwork started, so did the pain. As days passed by, I endured physical
and soul pain (or whatever it is that hurts that is not in the physical body) observing
amniocentesis procedures, abortion decisions, or medical meetings for discussing foetal
diagnosis before or after abortions. It hurt watching women being pricked with long
needles. It hurt witnessing how women were placed second by the Department’s dynamics.
It hurt when listening to their fear about the health status of their babies, and how their
family future might be jeopardised if their baby was deemed “sick”. Then pain sometimes
turned into anger when I observed how abortion decisions were made, and when I listened
to the arguments that families would be better off if a particular baby was not born.
All these feelings created an inner turmoil that placed me at a crossroads in which I
needed to balance my own take on the aforementioned issues and the experience and
viewpoint of the participants of this study, in order to fully comprehend the dimensions of
the research question.
From one perspective, I came to view selective abortion as an attempt to provide
one’s offspring with the best of life, and spare children sorrow and difficulties. In that sense,
amniocentesis and other antenatal technologies can be seen as blessings for prospective
parents. Yet again, however, I was left with the questions of who and how can decide whose
life is worth living; why “medical” disabilities are portrayed, seen, and experienced as being
preventable and so “treated” through abortion; how normality should be understood, and
what is the standard for normality. Framed by these questions, I have chosen to be very
careful in the words I use in writing this dissertation. Wording such as ‘chromosomal or
morphological variations’, ‘chromosomal or genetic conditions’, ‘a foetus different from the
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average’, ‘people with intellectual differences’, and ‘selective abortion’, to mention a few
expressions, as well as the use of italics for some words, are the product of a long and
cautious process aimed at not reproducing discrimination, either by disrespectfully labelling
individuals, or by offensively relying on euphemisms that are as harmful as the former ways
of referring to people and practices.
However, ambiguities during fieldwork and whilst writing went beyond my very
personal experiences. During fieldwork I faced important power relations between the
different participants of this study. One such example was the fact that, at the request of the
chief specialist of the Department, Dr Sossa, I was supposed to wear a white coat at all times
when present at any of the Department’s locations. For Sossa, my wearing the white coat
would provide women and couples with the comfort of talking with a staff member of the
Department. Although I gave in and wore the white coat, I made sure that the first thing I
did when introducing myself was to make explicit that I am not a medical doctor, and thus
there were many issues concerning their pregnancy that I initially completely ignored and
did not understand. In addition to this vital clarification, I stressed many times that their
involvement in this research was absolutely voluntary, and that if they decided either to not
participate or to withdraw from the study, neither decision would affect the care and
services they would receive. I also iterated that all the information they provided me with
was confidential, as was the information I gathered from the medical practitioners.
This last part of keeping information confidential turned out to be a difficult
endeavour. Sometimes women would phone me at home to ask me if I knew something
about their babies. In most of the cases where I did, I chose not to disclose this information.
The reason is a very simple one: given my lack of medical knowledge I did not want to start
a conversation about a diagnosis of which I had no real awareness of what it meant. If I had
disclosed such information, the support women were seeking – and in many other ways
found in me – would become harmful to them, and it would not only have turned my role
into an entirely intrusive one, but would also have been utterly irresponsible. Similarly, I
took the same stand in relation to disclosing personal information of the women and couples
to staff members. Finally, I never partook in the decision making process regarding an
abortion.
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As exposed earlier, in the writing process as well as in the fieldwork, I was faced
many times with ambiguities about my own position, and towards women’s or couples’
decisions regarding selective abortion. Such an ambiguity is demonstrated in my
commitment to showing the grey areas of amniocentesis in relation to selective abortion,
given that both practices and technologies are neither unequivocal nor suppose an easy
decision free of pain. To account for such an uncertainty, which meant recognising my own,
was also not an unequivocal or pain free process. The reason why I choose to report such a
struggle is because I am responding to Haraway’s call for ‘the view from a body, always a
complex, contradictory, structuring, and structured body, versus a view from above, from
nowhere, from simplicity’ (Haraway 1988: 589).
In this sense, I must assert that as much as I have altered, transformed, or, as Rapp
(2000: 18) says, ‘contaminated’ the context that I studied and the data I gathered by the
simple act of ‘being there’, I was also transformed by the objects and individuals of this
study (Haraway 1988: 592). Hence, both the study with its individuals, practices, objects,
situations, and I are mutually constituent of one another.

Reading this book

The book is divided into two parts. The first accounts for the wider socio-cultural
and historical context, and thus addresses the abortion debate and de-penalisation, the
history of amniocentesis in Colombia, and the eugenics movement in the country. The
second deals with the actual experience and daily life of amniocentesis at the Department on
the one hand, and with the personal experience of 22 women that were in contact with
amniocentesis on the other.
The chapter distribution in Part I is as follows. Chapter 2 is an overview of the
development of the abortion debate, in which I pay careful attention to Roa’s lawsuits that
triggered a new version of the debate and made possible abortion de-penalisation. I analyse
and problematise the features of this debate, and also analyse Sentence C-355/06, by which
abortion was de-penalised. I focus on the case of ‘foetal malformation that makes life
unviable outside the uterus’ (Sentencia C-355/06: 287) and highlight the central role played
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by antenatal technologies in achieving and articulating this case of abortion de-penalisation.
In Chapter 3 I analyse the permanent seminar and the National Forum as public nation
building scenarios, in the year after abortion de-penalisation, and look at how actors such as
geneticists and specialists in maternal foetal medicine, who are in close contact with the
possibility of foetal diagnosis, shape and are shaped by abortion de-penalisation.
Finally, Chapter 4 addresses two interrelated topics: the history of amniocentesis in
Colombia, and the history of the eugenics movement as it happened in this country. By
focusing on the history of amniocentesis in Colombia, I am able to show how the technology
has changed over the years given technological innovation in the fields of obstetrics and
human genetics, while at the same time it has provided the means and the possibilities for
transforming such fields (c.f. Latour 2002). To highlight the nature of the eugenics
movement in Colombia, a link between hygiene, eugenics, and obstetrics becomes evident,
which allows me to articulate today’s individual reproductive choices with long lasting
national ideology, and socio-cultural discriminatory practices and attitudes towards specific
groups of people, or more precisely, towards people with intellectual and cognitive
differences.
Part II refers to the actual practice of amniocentesis, and to the individual experience
of being confronted with the exam and with the possibility or reality of being faced with a
positive amniocentesis result. Thus in Chapter 5 I start by accounting for the current reality
of amniocentesis. I focus on the problematisation of maternal-foetal medicine as a practice in
which the category of patient is mobilised in various ways and allocated differently to the
foetus and to women. The focus of the volatile category of patient, as it takes place at the
Department, is twofold. Firstly, it highlights the secondary – almost invisible – role of
women in the larger process of foetal diagnosis, and secondly, it elucidates the way in which
disabilities are constructed within the medical environment as a family disruption and as a
life mishap. Such a construction of disabilities and of people of disabilities allows for a legal
abortion in cases of chromosomal variation.
Finally, in Chapter 6 I address the individual experience of first deciding whether or
not to undergo an amniocentesis, and second, when relevant, of deciding whether or not to
bring the pregnancy to term after a positive amniocentesis result. Through individual
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narratives I underscore that although there exist salient socio-cultural attitudes towards
amniocentesis and selective abortion, the individual experience of a specific pregnancy plays
a major role in deciding which way to go, rendering the individual relationship with either
practice difficult if not impossible to generalise. In this chapter I therefore relativise both
technological and socio-cultural determinism, to open space for the individual experience as
a dynamic constituent of the socio-cultural and historical context.
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Chapter 2
De-penalising abortion in cases of foetal conditions that ‘make life unviable’

A legal argument is a conceptual map of
categorical inclusions and exclusions
Delaney (2001: 489)

This chapter deals with the salient cultural norms, practices, and social imaginaries
that informed abortion de-penalisation in cases of foetal conditions that ‘make life unviable
outside the uterus’ (Sentencia C-355/06), as it took place in Colombia in May 2006.
Bearing in mind that legal mandates are profoundly intertwined with socio-cultural
imaginaries and realities, and that neither law nor human groups are static (c.f. Moore 1983;
Delaney 2001; Donovan & Anderson, III 2003), I argue that via the de-penalisation of
abortion in cases in which the foetus has a condition ‘that makes life unviable’, it is possible
to elucidate the way in which antenatal testing technologies play the role of allotting to
either the pregnant woman or the foetus the status of being a subject of rights. By doing so,
such technologies help to refine understandings and definitions of lives worth living, which
resonate with ideas and definitions of desirable citizens in terms if fitness. However, given
that abortion de-penalisation happened as a response to and within the framework of
human rights discourse, a discourse that is unquestioningly taken for granted to be right,
self-evident, and universal, dynamics and structures that refer to discriminatory attitudes and
to clear notions of what are “desirable individuals” are obscured.
The goal of this chapter is twofold: firstly, to unearth ideals of desirable citizens, and
secondly, to show the way in which antenatal technologies are mobilised for achieving and
enabling the construction this citizen type. To understand abortion de-penalisation in
Colombia in such a light will enable the recognition of how Colombia thinks of itself as a
nation, and a comprehension of what the country expects of its citizens and from the State.
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In order to understand the abovementioned dynamics in relation to the shift from the
full penalisation to the partial penalisation of abortion, I examine two different moments of
the de-penalisation process. I start with a brief analysis of the history of the struggle for depenalisation, followed by a focus on the lawsuits that achieved de-penalisation. Secondly, I
analyse Sentence C-355/06 by which abortion was finally de-penalised.

In order to understand the later developments in the struggle against abortion
penalisation, it is paramount to clarify why and how it is possible for Colombian citizens to
present lawsuits demanding for the change of rules and regulations.
The Political Constitution describes Colombia as a ‘Social State of Rights, organised
in the form of a Unitarian Republic, decentralised, with autonomy in its territorial entities;
democratic, participatory, pluralist; founded upon the respect of human dignity, in the work
and solidarity of its peoples, and in the prevalence of the common good’ (Constitución
Política de Colombia Art. 1, my translation). This means, in practice and in theory, that
‘popular sovereignty, participatory democracy, and the guarantee of fundamental rights are
the principal basis of the State’ (Uribe 2007: 3, my translation). In such a State, the legislator’s
power is limited by the rights citizens have, as stated in the Political Constitution.
Furthermore, by the Constitution, Colombia is a State that looks for the ‘operation of a just
social order, founded upon human dignity and solidarity’ (Sentencia C-355/06: 259). Such a
defence of human dignity leads to the definition of life as an inviolable right, the avoidance
of all forms of discrimination, and the consideration of freedom as a highly valued good
(Uribe 2007: 3).
Apart from the Colombian Political Constitution, there exists yet another source of
law called the Constitutional Block. In the spirit of internationality, the Colombian Political
Constitution welcomed the influence of international law; however, to fully follow
international law would transgress the Constitutional Article 4.1, which states the principle
of Constitutional supremacy. Thus the idea of the Constitutional Block is that it allows the
integration of international rights, rules, regulations, values, and principles, and the ultimate
requirement for an international right to be incorporated in the Colombian Constitution is
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that it must represent a ‘human right’. The human right must be such that is not susceptible
to limitations or exceptions; a stipulation which limits ‘human rights’ only to those
contemplated in the International Humanitarian Right (Arango 2004; Ramelli 2004).
In such a scenario, and given that Colombia is a ‘State of Guarantees’ for rights and
privileges, citizens may present a lawsuit before the Constitutional Court seeking to change
laws that they consider unconstitutional. Therefore, if a citizen considers a particular
regulation harmful to their or other’s Constitutional rights, or human rights ratified and
recognised by Colombia, he or she has the ‘right’ to sue such a regulation (c.f. Arango 2004).
That is precisely what the lawyer Monica Roa and the other plaintiffs did with four articles
of the Penal Code13 in the case of abortion.
With the current juridical panorama clear, I will now briefly move to the history of
the legal treatment of abortion and the struggles to de-penalise it in Colombia.

Struggle and victory against abortion penalisation

To clarify, in what follows it is not my intension to discuss the human status of the
foetus, or to present a position regarding whether foetuses should be treated as subjects of
rights. What I want to stress and call attention to in this case is the fact that a prime
requirement for a foetus to receive protection by law in Colombia is their genetic and
morphological normality, as stated by medical doctors and scientifically imposed standards.
The medical condition of the foetus thus becomes the turning point between being worthy
or unworthy of legal protection, and thus of life.
On the 10th of May 2006, as a response to a series of lawsuits presented before the
Colombian Constitutional Court14, by Sentence C-355/06 the Colombian Penal Code’s articles
that penalised abortion were changed15. De-penalisation allowed the practice of abortion
with no penal repercussions, either to the woman who has one or to the person who

13

Articles number 122, 123, 124, modified by article 14 of Law 890 of the year 2004 and 32 numeral 7, of the law 599 of the year
2000.
14 Constitutional Court Files D- 6122, 6123 and 6124.
15 Código Penal Colombiano Artículos 122, 123, and 124 of the Law 599 of the year 2000.
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practices it. The Sentence includes three specific circumstances which were found by the
plaintiffs and the Constitutional Court to harm women’s human rights, as stated by the
Colombian Political Constitution and by the United Nation’s Human Rights bill16. The three
specific circumstances that were freed from penal consequences were:

i) when the continuation of the pregnancy constitutes a danger to the
life or health of the woman, as certified by a physician; ii) when there
exists severe foetal malformations that make the foetus’ life unviable,
as certified by a physician; and, iii) when the pregnancy is the result
of conduct, properly denounced, constitutive of carnal excess or
sexual act without consent; abusive or artificial insemination or
embryo transfer without consent; or incest (Sentencia 355/06: 278, my
translation).

Abortion de-penalisation certainly is an important event in Colombian history. As
we will see below, there have been attempts to achieve it since the mid 1970s. This section
deals with such attempts. I firstly and briefly address the history of the struggle for abortion
de-penalisation in the country, and secondly, I focus on the latest process which led to
abortion de-penalisation. The aim of this section is to show that the de-penalisation of
abortion in Colombia was possible due to a mix of socio-cultural factors; the way in which
the lawsuit was framed, namely the discourse of human rights; the mobilisation of groups
and actors that supported the lawsuits; and the composition of the Constitutional Court.

Brief history of abortion’s legal status

In Colombian legislative history, abortion has not always been fully penalised.
During Republican times, the Republic’s first piece of legislation (1837) allowed therapeutic
abortion. The practice lacked penalisation when performed by a surgeon for the purpose of
16

c.f. Files of lawsuits presented before the Constitutional Court D- 6122, 6123 and 6124; Sentencia C-355/06.
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saving the life of a woman. At that time, abortion was not considered a crime against life but
an act against social norms and good customs. That is, abortion was considered a practice that
contravened social norms of good behaviour, but was not considered a crime. In the same
piece of legislation, and in the legislation of 1873, abortions performed for reasons known as
honoris causa (in order to preserve the good name and reputation of the family of the woman,
and of single mothers) were benefited with a penalty reduction. These dispositions remained
active through the subsequent legislations of 1890 and 1936, but were countermanded in the
Penal Code of 1980 in which abortion was completely penalised with no penal reduction
whatsoever (Agatón & Bohórquez 1997; Sentencia C-533/06).
By 2000, through a law project, the Penal Code’s articles penalising abortion were
changed in order to allow a penalty reduction and a possible penalty exception. Until May
2006, women could only expect a reduction (by one third) to the penalty of abortion (one to
three years of prison) if they had been either raped or artificially inseminated without their
consent17. If in such cases the woman proved that her health or life were at risk, or that the
foetus presented a severe malformation, the woman could have an exemption from the
penalty18. Such a reduction would depend, however, on the judge’s assessment of the
woman’s reasons as valid for ending a human life, which was how the Court conceptualised
the foetus (c.f. Sentencia C-133/94; C-591/95; C-198/02). This rather complex manoeuvre
made possible within the law misled the general public to the belief, especially among those
against abortion, that any woman who could medically prove foetal genetic or
morphological variation could access a legal abortion (c.f. http://www.vidahumana. org)19.
Despite the highly restrictive penalisation of abortion, only on very few occasions
did women face actual penal consequences (Buitrago 2003). This situation ‘shows the
distance between the severity of such norms and the difficulties for its application …
abortion is a frequent practice that is not considered a crime or a violation to the law by
women who have one, their partners who support them or who pressure them to have an
abortion, and by people doing the procedure’ (Buitrago 2007: 11, my translation). Moreover,
in cases which applied to the de-penalised circumstances, the practice of abortion was in fact
17
18
19

Código Penal Colombiano, 2000.
Código Penal Colombiano, 2000 art. 124-parágrafo.

Accessed in February 2006.
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being extensively used by women long before de-penalisation materialised, and has also
been relatively accepted by society (c.f. Medina et al. 1999).

Struggles

Although the topic of abortion has been discussed since Republican times, the
struggle to de-penalise abortion in Colombia can only be traced back to 1975. Since then and
up to 2005 all de-penalisation attempts were unfruitful. In 1975, Liberal Senator Iván López,
for the first time in history, presented a law project seeking abortion de-penalisation before
the Congress (Agatón & Bohórquez 1997; Revista Semana 2006a; Universidad Nacional de
Colombia 2007a). A few years later, in 1979, Liberal Party representative Consuelo Lleras
presented to Congress a law project seeking abortion de-penalisation under the same three
circumstances: rape or incest; a threat to the woman’s life or health; and if the foetus
presented a morphological variation considered to prevent its life outside the uterus
(Agatón & Bohórquez 1998; Revista Semana 2006 edición 1254; Buitrago 2007). The early use
of antenatal diagnosis in Colombia (c.f. Sánchez-Torres 1972, 1993), socio-cultural changes
regarding women’s roles (one example being the re-conceptualisation of pregnancy as a
choice and not as compulsory) – which were informed by women’s movements both locally
and globally (Viveros 1997) – and the changes in abortion legislation taking place in other
parts of the world (Rapp 2000), led to a first attempt to allow women to have a secure and
legal abortion when medically proven foetal conditions existed. Even though such a legal
project triggered a massive polemic in political circles, it was unsuccessful in achieving its
goal.
Other crucial moments in abortion de-penalisation history would be the Constituent
Assembly of 1991, when abortion status was debated but 40 votes out of 65 kept it penalised.
Later, in 1994, for the first time a lawsuit challenging the unconstitutionality of abortion
penalisation was presented before the Constitutional Court. However, the institution kept
abortion penalised as it was (Sentencia c-133/94). From this last lawsuit one can see how the
abortion debate has being changing in nature over the last 15 years. Colombia has been
declared a multi-ethnic and pluri-cultural secular society (Constitución Política de Colombia
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1991), which brought about new arguments for what constitutes a valid reason for having
the right to interrupt a pregnancy. The debate showed a movement towards a more secular
discourse, which framed abortion within women’s reproductive rights; yet this contrasted
with the Constitutional Court’s definition of the foetus as a human being and a person from
the moment of conception. Thus, abortion would imply a violation of the right to life
(Sentencia C-133/94).
What is of great importance is that this 1994 lawsuit attempted to de-penalise
abortion in cases of foetal genetic or morphological variations. In order to achieve depenalisation in a system that conceptualises antenatal life as a human being with rights that
must be protected, the plaintiff argued that foetuses should not be considered a subject of
rights, for only people who have been born could be considered as such. Moreover, viability
to live outside the uterus implied the requirement of being a subject of rights. That is, foetal
protection should be based on the viability of future life.
The Court kept abortion penalisation as it was, for it still regarded the life of the
foetus as needing protection as the life of a human being. Nevertheless, some Judges who
rejected continued penalisation brought to the debate the matter of foetal morphological or
genetic variations, as one of the cases that should be de-penalised. These Judges articulated
their argument by stating that to criminalise a woman ‘albeit she knows of the existence of
severe morphological or mental malformations in her future child’ or if she faces several
economic constraints, makes penalisation difficult to understand and to accept (Sentencia C133/94: 21). For these Judges, to keep abortion penalised under the abovementioned
circumstances seemed an excess on the part of the Constitutional Court, and an intrusion of
the State into the private sphere of sexual and reproductive rights.
In 1997, a lawsuit that sought to strengthen abortion penalties was presented before
the Constitutional Court (Sentencia C-013/97). This lawsuit found that the penalty for
abortion in cases of rape was too soft and that such a practice should be treated as homicide.
The Court reviewed abortion penalisation in general, as well as the prescribed penalties. The
Court’s Sentence (Sentencia C-013/97) contained a very conservative and Catholic emphasis,
agreeing on an understanding of abortion as the ‘homicide’ of an ‘innocent victim’, but the
penalties were not modified because the Court considered the matter to have already been
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addressed and solved. The Sentence used the Papal encyclical Humanae Vitae to support their
point, and suggested that in cases of rape, abortion was not a must, for it was always
plausible to give the child up for adoption (Buitrago 2003; Roa 2005a-b).
In this case again, a minority of the Constitutional Court’s Judges did not agree with
the Court’s position on penalising abortion or of conceptualising the foetus as a human
being, and questioned as a valid argument the Court resorting to the Papal encyclical. To
make their point for abortion de-penalisation and against adoption as the suggested means
for keeping it penalised, Judges expressed their minority dissenting opinion20 with regard to
Sentence C-133/94, adding that to force a woman to deliver a child under the conditions of
rape, if the foetus presents genetic or morphologic variations, or if the woman faces several
economic constrains, protects but the biological life of the foetus. Real protection of life did
not take place given that, for the Judges, many unwanted children are abandoned and
mistreated by their biological mothers (Sentencia C-013/97: 37). That is, the dissenting Judges
argued that by not granting an abortion to women under these three circumstances, there
would be in fact be negative repercussions for the future child, who would always be or
would become undesirable, and thus would run the risk of being mistreated or abandoned
by its mother. Furthermore, these Judges expressed concern over a possible conflict of rights
that may come about, either in the way in which conception happened (rape, un-consented
embryo transfer, or artificial insemination), or as a result of problems that can evolve during
pregnancy (foetal genetic or morphological variations, or danger to the health or life of the
woman). Unfortunately, there is no further elaboration into what kind of conflict they were
referring to, or what kinds of rights appeared to be in conflict.
What is interesting in the above case is precisely the clarification of minority
dissenting opinion. These Judges articulated a conceptualisation of a ‘foetus different from
the average’ as inherently undesirable, and suggested that this condition would lead parents
to abandon such children. In this case, they considered it better to abort such foetuses.

20 The term in Spanish is Salvamento de voto. It means that a Judge or some Judges (a minority) disagree with the majority of
Judges.
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This Sentence reveals how the Court was composed of individuals holding opposite
positions regarding life, rights, and pregnancy, and that the debate was indeed moving and
searching for a secular discourse (Sentencia C-013/97).
In 2002, after the Penal Code’s articles that penalised abortion were changed by a law
project (see Sentencia C-198/02), a lawsuit against the Penal Code’s article 124, and its
paragraph by which abortion penalisation could be exempted, was presented before the
Constitutional Court. This lawsuit attempted to eliminate the circumstances in which there
could be granted a penalty exception. For the plaintiff, not only could the paragraph and the
circumstances be subject to multiple interpretations, but more importantly, abortion should
always have penal repercussions. Furthermore, the plaintiff found that the incorporation of
the paragraph in question, which referred basically to cases of foetal genetic or
morphological variations, what was called ‘eugenic abortion’, was not thoroughly debated
in the two chambers when the law project by which the Penal Code was modified took place
(Sentencia C-198/02).
In this case, the Court decided in favour of keeping the Penal Code’s article and
paragraph as they were; that is, to allow penalty reduction and even total exemption,
arguing that the process of including the paragraph had indeed been debated in depth.
However, as in the previous cases, not all Judges agreed on this decision. In this case
again, the Judges who presented a clarification of minority dissenting opinion expressed
their rejection of maintaining abortion penalisation as it was. In their reference to ‘eugenic
abortion’ they expressed the opinion that to grant an abortion in cases in which ‘there exist
genetic malformations, detectable through the use of early diagnosis techniques … [T]he
way to prevent them will be to prevent such a creature, which will be born deformed,
becoming a source of suffering for the others and for itself…’ The idea behind this claims to
be humanitarian, though it departs from the understanding that some lives are more worthy
than others: ‘that means that only those who are in good health have the right to be born’
(Sentencia C-198/02: 49, my translation).
With this Sentence, the dynamics of the debate and the characteristics of the actors
showed new nuances, challenging the dominance of the church by using a more secular
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discourse to defend or reject the sued norm. Moreover, it systematically included not only
political actors but also some civil society sectors such as women’s movements, NGOs, and
the media (Viveros 1997; Buitrago 2003). Furthermore, and for the first time in decades,
abortion was made flexible, as under specific situations women would not necessarily face
penal consequences. Finally, via the ratification of the Penal Code’s article 124 and its
paragraph, Colombia as a State and as a Nation openly articulated the category of having
‘severe medical or genetic pathologies that are incompatible with human life’ (Sentencia C198/02: 12). Such an articulation was accepted by the Judges as ‘it responds better to the
social reality’ (: 15). Nevertheless, the Court established that the competent judge who
prosecutes a woman must determine whether the foetal pathology did indeed correspond to a
‘condition that makes life unviable’. In this sense, from 2002 until 2006, it was the judge who
decided whether or not a condition was severe enough to constitute a legitimate reason for
having an abortion and facing no penal consequences.
Throughout this long history of defeats and partial victories, the common
understanding amongst many congressmen, judges, senators, and the vast majority of the
civil society, was of the embryo and the foetus as a human being; hence abortion could only
signify murder. Objections to the de-penalisation of abortion with regards to the foetus’
genetic information were grounded in the view of some scholars, medical doctors,
geneticists, church representatives, and common individuals that such an abortion was
nothing but eugenics (c.f. Sentencia C-013/97; www.vidahumana.org). Support for penalty
reduction or exemption for abortion was based on the understanding that pregnancy is a
choice and should not be a legal imposition; that women’s right to sexual and reproductive
freedom, to health, to dignity, and to life should be considered stronger than the protection
for the foetus; and that foetal genetic or morphological variations that are incompatible with
extra uterine life, however that is defined, contradict women’s aforementioned rights, and
pose no real protection to the life of the future child with disabilities.
Due to the constant and forceful actions against abortion de-penalisation on the part
of the Catholic and Christian Churches, abortion debate has been irreversibly polarised
between those who are ‘pro-life’ and ‘pro-choice’, as if such categories were self-evident, or
more importantly, as if they were rigid, mutually exclusive categories. The former position
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is seen as a single massive group of religious people (and, by default, positions such people
as having a visceral, fundamentalist, and backwards discourse); and the latter is seen as a
more varied group of scholars, feminists, and liberals, whose arguments are considered
avant garde, rational, and progressive. The debate has been made profoundly dichotomous
and nuances of dissent have been cut off and labelled religious and pre-modern.

Victory

In such a climate, in 2005 lawyer Monica Roa filed two lawsuits (D 6122)21 to
challenge the articles of the Colombian Penal Code that penalised abortion in all cases22. The
second lawsuit was accompanied by another two lawsuits which sought similar goals (D
6123 & D 6124). Roa and the other plaintiffs used the previous discourse of presenting
abortion penalisation as a problem of public health, but also introduced new issues which
positioned abortion as a violation of women’s human rights (D 6122; Sentencia C-355/06).
The three lawsuits picked up and conveyed the arguments used by the Judges who clarified
their minority dissenting opinion in Sentences C-133/94, C-013/97, and C-198/02, and
inscribed the issue as a matter of international human rights.
Roa’s intention was a more flexible abortion law that permitted women to have an
abortion under three specific circumstances: if a woman has been raped or artificially
inseminated against her will; if a woman’s health or life are threatened by the pregnancy;
and if the foetus has severe morphological or genetic conditions that are incompatible with
extra uterine life (D 6122) 23.
On 10th May 2006, the Constitutional Court de-penalised abortion in the three
demanded cases (Corte Constitucional 2006a-b). However, the Court was clear in stating
that in all three cases the woman’s petition for an abortion needed to be supported by a
certificate. In the first case, the certificate must be a formal report from the police, and for the
21

For the first lawsuit, the Constitutional Court declared an ‘inhibitory sentence’: they did not definitively decide on the case
but left all possibilities open for a new lawsuit. The reason for such a Sentence was that to de-penalise abortion, as demanded
in the lawsuit, would contradict other articles of the Penal Code. In the Second lawsuit Roa sued all articles that were related to
the crime of abortion.
22 Articles 122, 123, 124 and 32 numeral 7
23 Note the difference in wording between the lawsuit and the Court’s Sentence. The Sentence de-penalised conditions that
made the foetus unviable, not incompatibilities with life.
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two latter cases the certificate must be signed by a medical authority (Sentencia C-355/06:
281). Hence, in cases of a risk to the woman’s health, or in cases of foetal malformation, one
could say that women’s choice is very much determined by her physician’s viewpoint and
understanding of what is a condition that makes life unviable, and what is an unviable life.
According to Roa and the other plaintiffs, the penalisation of abortion constituted a
violation of women’s fundamental human rights. Roa’s argument was that not allowing
women to have a legal and safe abortion infringed upon the following rights and principles:
the principle of proportionality24; the right to life; the right to dignity; the right to equality
and to be free of discrimination; the right to reproductive autonomy and freedom; the right
to free development of personality; the right to health; to integrity; and the right to remain
free of inhuman, degrading, and cruel treatment, and torture.
In general terms, for the plaintiffs abortion penalisation under the three presented
cases was a violation of these seven mentioned Constitutional (and international) rights. But
the violation of the right to remain free of inhuman, degrading, and cruel treatment refers
specifically to one situation. For Roa (D 6122:16), to force a woman to give birth to a child
with severe malformations constitutes not only a contravention of all the rights that full
penalisation suppose, but also entails a contravention of a ‘fundamental human right’
ratified by Colombia and thus part of the Constitutional Block. In Roa’s terms, as stated in
the lawsuit (D 6122: 16):

The latest decision of the Committee of Human Rights of the United
Nations, part of the Constitutional Block, establishes that not to warrant the
possibility of a legal abortion when there exist foetal malformations, is a
violation of the right to remain free of torture and cruel, inhuman, and
degrading treatment. In such cases, women have wanted pregnancies and
because such become unviable women are tremendously affected.
Technological innovations in the area of obstetrics allow always for more
diagnosis of foetal malformations, which can be incompatible with extra
uterine life … The pregnancy is imposed on the woman (which, after
As stated by the Constitutional Court, there are no absolute rights. When two rights are in conflict, the Court of the legislator
has to evaluate which right deserves special protection above the other.

24
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diagnosis, becomes unwanted) harming, then, her fundamental rights, with
the pretension to protect a human life that has no future … The violation of
women’s rights is even more extreme when, after having to give birth to
monstrous creatures, women are forced to care for them and breastfeed them
during the period of life that they [the creatures] have (hours, days) (My
translation, emphasis added).

From the above excerpt at least three issues can be highlighted. First is the fact that to
bear a foetus with morphological variations constitutes, and is equalised with, torture (as
torture is defined and opposed by the United Nations bill of Human Rights)25. This supposes
that to not grant an abortion to such an affected woman is to mistreat her; the same way
that, for instance, a political prisoner is tortured, physically and psychologically, for holding
a particular political stand.
The idea here is that to be pregnant with and not allowed to abort a foetus different
from the average – and I say different from the average because, as will become apparent, the
‘conditions that make life unviable’ are not clear cut – is a degradation, a torture, and an
imposition of inhuman treatments upon the woman. This speaks eloquently about the
understanding and place that people with disabilities – those foetuses who survive to be
born – have in Colombian society. To conceptualise a pregnancy with a foetuses different
from the average as a most undesirable, painful, and degrading event, elucidates the
conceptualisation that people with disabilities exist as undesirable family members and
fellow citizens, who only bring about extreme suffering, and suppose the degradation of the
families (and societies) in which they live.

25

The United Nations defines torture as follows: ‘…torture means any act by which severe pain or suffering, whether physical

or mental, is intentionally inflicted on a person for such purposes as obtaining from him or a third person information or a
confession, punishing him for an act he or a third person has committed or is suspected of having committed, or intimidating
or coercing him or a third person, or for any reason based on discrimination of any kind, when such pain or suffering is
inflicted by or at the instigation of or with the consent or acquiescence of a public official or other person acting in an official
capacity. It does not include pain or suffering arising only from, inherent in or incidental to lawful sanctions’. Convention
against torture and Other Cruel, Inhuman or Degrading Treatment or Punishment. Created on July 16, 1994 / Last edited on January 25,
1997. Electronic source: http://www.hrweb.org/legal/cat.html Visited on 4 April 2009.
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Correspondingly, I find the reference to torture problematic, because to bring torture
to such a level trivialises situations in which people are in chains, kept captive, and endure
physical and psychological pain due to a political, ethical, or moral stand, or on account of
their social position, as many are in Colombia. From my point of view, the two situations
are, by far, incommensurable. The UN definition of torture is very broad, and thus one could
say that disability is ‘dehumanised’ (treated at a distance, loose from a person or a body)
and instrumentalised in favour of pro-choice politics.
Secondly, foetuses with morphological differences are converted into ‘monstrous
creatures’, which is not only violently disrespectful to people who may have such
morphological variations, but also detaches the foetus from any possibility of potential
humanness.
This latter point brings me to the third issue: it is through the use and availability,
and in this particular case, mobilisation of antenatal technologies that such creatures are
spotted, diagnosed, constructed, made visible, and made real.
It is noteworthy that Roa does not delve into what she considers ‘conditions
incompatible with life’ or what a ‘monstrous creature’ is. Roa treats these two categories as if
they were specific, neutral, and clear cut. She uses as an example of such categories the case
of anencephaly26, but takes these two categories as unproblematic, not accounting for the
myriad of possibilities that such an assumption entails and enables. Furthermore, she forces
society to establish what are thought to be ‘incompatibilities with life’ in exact and solely
medical terms, and obscures the profound intertwinement that exists between a medical
impairment and a disability, in wider socio-cultural terms (c.f. Shakespeare 1998). That is,
the complete focus on medical conditions dims the fact that disabilities are socially and
culturally constructed, which means that ‘incompatibilities with life’ are by no means
universal, static categories.
Furthermore, by relying on the discourse of human rights, Roa detaches any possible
relation to humanness in foetuses, which, defined and categorised by medical science and its
practitioners as not meeting pre-given standards of what is called normal, become a burden
26

As defined by the Merriam-Webster online dictionary, anencephaly is the ‘congenital absence of all or a major part of the
brain’.
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and a torture to the woman carrying them. In this sense, malformed foetuses are unwanted,
undesirable. Roa, who strongly criticises full penalisation of abortion because it implies a
reduction of women to their biological dimension and possibilities (i.e. reproduction),
without hesitation limits the foetus to its biological condition when it is different from the
average. Furthermore, the absolutist medical conditions (as diagnostic categories) which,
through the use of antenatal technologies, define the life, fate, and identity of such foetuses,
make them unworthy to be protected by law.
Roa’s successful lawsuits to achieve abortion de-penalisation brought the abortion
debate to a new level. Her campaign differed from previous attempts in at least four crucial
respects. Firstly, members of civil society both for and against abortion de-penalisation took
an active part in the debate (i.e. through letters to the Judges, peaceful demonstrations,
public debates, notes in the dailies, magazines, and so forth).
Secondly, Roa involved the international community, as Colombia has committed
itself with international organisations such as the United Nations’ Convention on the
Elimination of All forms of Discrimination against Women (CEDAW), which strongly
supported Roa’s initiative.
Thirdly, pro de-penalisation voices provided and sought a debate with arguments
less religious and moralist than their opponents by exposing abortion as a public health
issue, related to gender inequality and social injustice, in which the status of the foetus was
not principally at issue, or rather, was altogether isolated from the onset of the debate.
Nevertheless, in the case of foetal genetic or morphological variation, the human status of
the foetus, and as a subject of rights, was touched upon. For Roa, foetuses with diagnosed
conditions falling into the category of ‘incompatibilities with life’ should not be considered
subjects of rights, as such lives ‘have no future’ (D 6122: 16).
Fourth and finally, with regard to the features of the debate, the media gave full
coverage of it until de-penalisation was approved, and covered the ongoing debate for
almost a year. It is, however, striking how arguments defending women’s right to abort
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foetuses with morphological or genetic variations were fairly discussed27 in the public
debate, in comparison with the other two situations presented to the Court.

De-penalisation Sentence C-355/06

Although my central concern is abortion de-penalisation in cases of foetal
malformation, here I also refer to the case of abortion when the woman’s life is endangered
by the pregnancy. The aim of this section is to show the extent to which the discourse of
human rights shapes understandings of the subjects of rights, who are either defined by
apparently merely scientific medical terms by means of antenatal technologies, or are
blurrily understood from a bio-psycho-social perspective of the health of the woman.
On 10 May 2006, by a press release (Corte Constitucional 2006b), Colombians were
informed that abortion in the cases demanded by Roa and the other plaintiffs had been depenalised. Colombians were also informed that, although there was not yet corresponding
regulation, the Constitutional Court’s decision required immediate compliance. That is, from
10th March 2006 any woman whose case fell under the de-penalised circumstances could
receive a legal abortion. The Ministry of Social Protection28 stated that while the practice of
abortion was regulated by Colombian authorities, legal abortions were supposed to follow
the protocol presented by the WHO (OMS 2003). The Ministry of Social Protection also
stated that from that day on ‘Voluntary Interruption of the Pregnancy’ was covered by
Social Security; thus all women in Colombian territory were granted full access to the
procedure with no extra costs involved (Norma Técnica. Ministerio de la Protección Social).
The 533 page long Sentence C-355/06 took quite some months to be readied. For the
Sentence to be completed, it required collecting together the three lawsuits presented before
the Constitutional Court, and the interventions of six public institutions (the Colombian
Institute of Family Well being (ICBF), The Ombudsman, The Ministry of Social Protection,
Only a minority of media articles addressed the matter of foetal malformation when discussing abortion de-penalisation.
Such articles were presented either by paediatricians, obstetricians, and the pro-life movement. The arguments exposed by the
medical professionals refer to women´s sorrow and difficulties when delivering a foetus which, given its medical status, would
have a short life span. The pro-life movement argued that women could always give children with (and without) disabilities up
for adoption.
28 Decreto No. 4444 de 13 de Diciembre de 2006, which regulated the practice of ‘Voluntary Interruption of Pregnancy’.
27
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the University Santiago de Cali, and the National Academy of Medicine) and three private
institutions (Corporation house of the woman, Corporation Sisma Mujer, and the Episcopal
Conference). Further, it included information from nine interventions by citizens, eight of
which rejected the attempts at de-penalising abortion, and one which pleaded for all the
documentation given during the first process started by Roa (to which the Court declared
the Inhibitory Sentence) to be taken into account, in order to enrich the debate.
Also included but not taken into account, because such interventions were presented
after the legal term for intervention expired, were hundreds of civil voices, which mobilised
to either support or reject the lawsuits.
The Sentence contains as well the Court’s considerations and decision: the
presentation of the case conducted by exposing Judge Álvaro Araújo, and vote clarification
done by one of the Judges, intended to promote abortion de-penalisation by a review of
abortion in comparable law.
With regard to public institutions’ interventions, all six supported the initiative of depenalising abortion. All positions revolved around a common argument, which was
constituted of two points. Firstly, that abortion penalisation disregarded women’s human
rights, and in that sense violated international treaties signed by Colombia, while at the
same time harming the Colombian Political Constitution. Secondly, that abortion
represented a real public health problem due to the high rates of maternal deaths caused by
unsafe abortions.
The strongest argument used to plead for abortion de-penalisation related to the high
number of unwanted pregnancies due to, a) the lack of education in reproductive and sexual
health and rights, especially amongst adolescents; and b) (intra family) violence. For the
intervening institutions, these two aspects represented situations that led to the high
numbers of abortions, and subsequently converted the practice of unsafe abortion into a
public health matter. Similarly, situations of rape or incest, and also when the woman’s life
or health were endangered due to the pregnancy, were extensively discussed as a matter of
women’s human rights by all interveners who supported the lawsuits.
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The case of a diagnosed foetal genetic or morphological variation was scarcely
addressed, if at all. Only two public institutions advanced positions referring to abortion depenalisation in this particular case, and they presented their argument somewhat differently
to Roa. For the Ombudsman and the Universidad Santiago de Cali, penalisation of abortion
in cases of foetal genetic or morphological variations harmed the human dignity of the
person who is born with a severe disability and not, as Roa argued, the dignity of the
woman when she is forced to deliver and to care for a child with a particular disability or
physical condition.
In general, voices supporting the demand (public, private, provided in time or out of
time) used Roa’s same arguments for defending abortion de-penalisation, as well the
discourse of violation of human and Constitutional rights: they repeated the same wording
for voicing their plea, relied on the same definitions, and quoted the same sources
(documents, websites, statistics, definitions). When reading the texts, the Sentence, and later
public documents (produced by the joint work between the Ministry of Social Protection and
the Bio-ethics Network of the National University in Bogotá), it is clear that the argument for
de-penalising abortion, based on the idea that penalisation is a violation of women’s human
rights, and that not allowing a woman to abort a foetus considered to be malformed
constitutes a torture (as torture is defined and punished by the United Nations), becomes
extraordinarily solid. This is so much the case that the simplest attempt to problematise
either the practice of selective abortion, or the argument that it constitutes torture if a
pregnant woman carrying a foetus different from the average is not granted a legal abortion,
seems virtually impossible. The consequence of the repetition of these sorts of arguments
and documents is basically to legitimate the practice through discourse. But this discourse,
mentioned and mobilised in the lawsuits, debates, Sentence, and public documents, is not
any sort of discourse, but one considered to be truthful, and those who are speaking or
engaging in the discourse are considered the best of citizens (Foucault 2001). In this case, the
constant repetition from public, legitimate, and powerful institutions and figures makes
concrete, strong, real, and normal the viewpoint that selective abortion is a matter of human
rights; that if women are not allowed to abort foetuses considered to be malformed, they are
being tortured.
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Furthermore, the arguments offered before the Constitutional Court by presenting
Judge Álvaro Araújo are of enormous richness for understanding the salient socio-cultural
norms and understandings about specific groups of people and citizens. Araújo pleaded for
the total de-penalisation of abortion, for to penalise abortion was to instrumentalise and
objectify women to their reproductive capacity. Women, regardless of their motivations,
should have the legal possibility of interrupting their pregnancies (Sentencia C-355/06: 283284).
The main argument presented by the Court for not allowing abortion on demand –
or as Araújo presented it, the total de-penalisation of abortion – was that such a practice
would contravene the Political Constitution of Colombia, which protects the value of life,
and also protects antenatal life. The Court decided that abortion should only be permitted
when the Constitutionally protected good of antenatal life (good because the foetus is not yet
a citizen) harms the Constitutional and human rights of the pregnant women (a citizen, thus
a subject of rights), as presented in the lawsuits.
The Court was emphatic in expressing that it laid out of its reach to determine when
human life started. Consequently, the discussion around abortion was framed in terms of
proportionality of rights. Under the three outlined cases for abortion de-penalisation, to
privilege the Constitutionally protected good of foetal life over the woman’s Constitutional
and human rights appeared to be disproportionate. Although foetal life counts for
Constitutional protection, the Court expressed that there is no such thing as foetal rights, for
foetuses are not the subjects of rights. Only citizens are subjects of rights; only persons are
susceptible to be citizens; and the Court only recognises personhood after birth, when the
baby is separated from its mother – not before. Hence, when the woman’s rights, and the
foetus’ protected good of life, are in contradiction (as they appeared to be in the argued
cases), the woman’s right is the one which should be safeguarded (Sentencia C-355/06: 164).
After a long and a heated debate the Court decided to de-penalise abortion. The
Judges analysed abortion de-penalisation in the circumstances presented by Roa and the
other plaintiffs (D-6122, D-6123, and D-6124) in the light of international human rights
ratified by Colombia, and women’s Constitutional rights. To keep abortion penalised under
those three cases was found to indeed violate several rights: women’s rights to sexual and
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reproductive autonomy (to chose the number of children); to the free development of
personality (to decided whether to take on the maternity role); to life (as illegal unsafe
abortions threaten women’s life, or when the pregnancy endangers the woman’s life); to
health (as mentioned for the previous right); to integrity (as illegal unsafe abortions threaten
a woman’s life, or when the pregnancy endangers the woman’s life); to equality (non
discrimination, as there is no medical condition or procedure that men suffer or experience
that is penalised); to dignity (to not objectify and reduce women to their reproductive
capability); and the right to remain free from cruel, inhuman, and degrading treatment, and
torture (to be forced to bring the pregnancy of a foetus with morphological or genetic
variations to term, and subsequently, having to care for such a child) (Sentencia C-355/06).
Given that the matter of concern here is abortion de-penalisation in cases of foetal
genetic or morphological variations, I do not address the case of abortion de-penalisation
‘when the pregnancy is the result of a conduct, properly denounced, constitutive of carnal
excess or sexual act without consent; abusive or artificial insemination, or embryo transfer
without consent; or incest’ (Sentence 355/06: 278, my translation). However, I will briefly
address the case of abortion de-penalisation ‘when the continuation of the pregnancy
constitutes a danger to the life or health of the woman, as certified by a physician’ (Sentence
355/06: 278, my translation). I do so because, as different as this case may seem from
abortion in cases of foetal genetic or morphological variations, the two are in fact deeply
related, as further chapters show.
For the cases in which ‘the continuation of the pregnancy constitutes a danger to the
life or health of the woman, as certified by a physician’, the court found that not allowing
women access to a legal abortion corresponded to harm to a women’s right to life and to
health. As stated in the Sentence:

… it results, without any doubt, excessive to demand the sacrifice of an
already formed life, in order to protect life that is in development … [I]n
this specific hypothesis, there is not even equivalence between the rights not
only to life, but also the mother’s own right to health, in respect of
safeguarding the embryo … The State cannot ask, in this particular case,
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pregnant women to assume heroic sacrifices and to offer up their rights, in
the benefits of third parties or of the general interest (C-355/06: 268, my
translation).

In the interest of defending women’s rights as presented in the Colombian Political
Constitution, and in concordance with international human rights, the Court stated that
when considering women’s health, it is not only physical health which should be
considered. Noteworthy is that the Court’s understanding of health, which is to be taken
into account when granting a woman a legal abortion, is the same definition used by the
World Health Organisation (1948)29. In the Sentence this reads as follows:

The Court has considered that life, in terms of its Constitutional
preservation, does not consist merely of its biological preservation but, since
it is about human beings, [life] requires to be developed under the
minimum conditions of dignity … given that the person is an integral and
complete whole, which includes purely material, physical, and biological
aspects, as well as those of the spiritual, mental, and psychic order. In order
for life to truly correspond to human dignity, all of these factors have to be
met as essential; given that they contribute to configure the united
individual (C-355/06: 246, my translation).

Such an understanding of health, when translated in terms of abortion depenalisation in this specific case, means that ‘this hypothesis does not cover exclusively the
effect on the pregnant woman’s physical health, but also, all those cases in which her mental
health is affected … [P]regnancy can cause a situation of severe anguish, or even grave
psychic alterations that justify its interruption, following medical certification’ (C-355/06:
269, my translation). This last point will be of great importance in cases in which the treating
specialist does not agree with an abortion in cases of foetal genetic or morphological
variations, as is shown in Chapter 5.
29

Health is a state of complete physical, mental, and social well-being and not merely the absence of disease or infirmity.
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With regard to the case ‘when there exist severe foetal malformations that make the
foetus’ life unviable, as certified by a physician’ (Sentencia 355/06: 278, my translation), the
Court decided that, as demanded by Roa, not allowing women to abort such foetuses did
represent a case of torture. In an attempt at clarity, the Court expressed that cases
susceptible to consideration as ‘conditions that make life unviable’ should only be those in
which ‘the foetus will probably not live, according to medical certification, due to a severe
malformation’ (Sentencia C-355/06: 270, my translation, emphasis added). The Court
clarified that ‘this hypothesis [of foetal genetic morphological variations] is altogether
different from the mere identification of some disease in the foetus, which can be treated
either before or after delivery’ (Sentencia C-355/06: 270, my translation). Despite this
attempted clarification, an effective delimitation of ‘conditions that make life unviable’ is
virtually nonexistent and rather problematic.
To refer to conditions in which the foetus will probably die opens up a myriad of
situations, not necessarily limited to such extreme cases as anencephaly (the absence of a
brain). Furthermore, to include the probability of death, a probability that all living things face
permanently, supposes the inclusion of countless cases in which, for instance, the lack of
technological facilities and resources lead to the premature death of an infant that in other
conditions could have lived. Allow me an example: it is not the same to be diagnosed with a
cardiac condition and to be born in a third level private clinic in Bogotá, as to be diagnosed
with the same condition in a rural area with no access to high-tech neonatal medicine. What
makes the inclusion of the probability of death problematic is that social conditions should be
taken into account in the moment in which an abortion is granted, however, as presented by
the lawsuit and by the Sentence, ‘conditions that make life unviable’ are taken to be purely
medical.
Similarly, the related attempt at clarity and delimitation made by the Court,
expressing that ‘this hypothesis [of foetal genetic morphological variations] is altogether
different from mere identification of some disease in the foetus, which can be treated either
before or after delivery’ (Sentencia C-355/06: 270, my translation) also falls short. This is so
because such a definition includes the whole spectrum of genetic conditions such as diabetes
and Huntington’s disease, or predispositions such as cancer, together with all chromosomal
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variations such as trisomy-21 (associated with Down syndrome), Turner syndrome, or
Klinefelter syndrome, to mention a few, which are not treatable either before or after birth.
That means that all foetuses with such conditions are susceptible to being aborted, otherwise
the women carrying them may be subjected to torture and cruel treatments.
Given that the Court needed to solve the issue of the subjects of rights and the
Constitutional protection of the good of (antenatal) life in order to allow abortion in these
cases, the Court manoeuvred in relation to the worthiness of the life of the future child:

The State’s duty of protecting the life of the nasciturus [unborn] loses
weight, precisely for being in the situation of an unviable life. Therefore,
women’s rights have to prevail, and the legislator cannot force her … to
bring to term the pregnancy of a foetus which, according to medical
certification, is in such conditions … An additional ground for considering
the non penalisation of the mother in this respect, which includes real
extreme cases, is found in the consideration that to resort to penal sanction
for protecting the life in gestation would imply the imposition of a conduct
that exceeds what is normally demandable to the mother; given that she
should endure the burden of a pregnancy and the subsequent loss of a life
of a being, which, given its severe malformations is unviable. Furthermore,
… to force a woman to bring to term a pregnancy of this nature signifies to
subject her to cruel, inhuman and degrading treatment that affects her
moral intangibility, this is, her right to human dignity (Sentencia C-355/06:
270, my translation).

Contrary to the definition of health used by the Court to provide parameters for
deciding when to grant a woman an abortion, the definition of what makes a future life
unworthy of State protection is based, comprised, and weighted in scientific medical terms.
Further, it is through the availability and use of antenatal diagnostic technologies that the
foetus’ worthiness is decided. However, given the aura of detachment, neutrality, and
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objectivity that both law and science have (Thorpe 2008), the Court deposited the
responsibility to decide upon which cases are suitable for abortion on medical practitioners:

[I]t does not correspond to the Court, for it is outside its jurisdiction, to
establish in which events the continuation of a pregnancy constitutes a
danger to the woman’s life or health; or when there exists grave foetal
malformation that makes its life unviable. Such determination is situated on
the head of the medical professionals, who will act accordingly to ethical
standards of their profession (Sentencia C-355/06: 271, my translation).

What is problematic in determining the worthiness of a life-to-be in absolute medical
terms and by means of antenatal diagnostic technologies is, again, that the social and
cultural dimensions of a disease, a condition, and a disability are altogether removed from
the discussion. Further, the human and life experiences of those who are already born with
such a condition, disability, or disease is universalised, minimised, and, more importantly,
stigmatised. In addition, to rely merely on medical terminology and classification, as if they
were neutral, acultural, and universal concepts, is to overlook the unique experience of
families and individuals on the one hand, and the role that socio-cultural factors play in the
definition, construction, and experience of an illness, condition, or disability on the other (c.f.
Good 1998; van der Geest 2002).
One also needs to take into account the role played by the treating physicians, with
whom the decision for granting an abortion lies. That is, abortion decisions depend on the
sort and amount of information given by the physician, whose perception of medical
conditions depend, in turn, on his or her medical education and individual history, both of
which are subsumed in a specific socio-cultural context (Good 1998). This means that if an
obstetrician finds a particular condition to be severe enough, or, on the contrary, does not
agree with prospective parents on the severity of the foetal condition, he or she will convey
such a point of view to the woman or couple, and on such a basis an abortion decision will
be made.

73

María Fernanda Olarte Sierra
__________________________________________________________________________________________

This apparent contradiction between basing a condition on medical terms and
disregarding the social context in which it happens to exist is solved – although in a rather
problematic fashion – in Judge Arújo’s argument pleading for abortion de-penalisation.
When presenting the case of foetal conditions that ‘make life unviable’, Judge Araújo
referred to the need for not forcing a woman to go against her Constitutional right to ‘choose
her life plan, in order to privilege a life that scientifically would not be viable, or that is
considered to be incompatible with life’ (Sentencia C-355/06: 333, my translation, emphasis
added). In this context, to be pregnant with a foetus different from what the woman or the
couple had foreseen in their life plan, and not to be allowed to abort such a foetus, constitutes
yet another violation of a Constitutional right, i.e. the right to free development of
personality (Constitución Política Art. 16). To link foetal conditions with prospective
parents’ life plans opens even more the scope of conditions that make life unviable, and
brings in the socio-cultural component that seemed absent in the Court’s Sentence.
Nevertheless, what I call the socio-cultural component of the understanding of a ‘condition
that makes life unviable’ is rather slippery, because when the severity of a foetal condition is
presented in relation to prospective parents’ life plans, this means that any sort of foetal
condition that does not meet prospective parents’ life plans is then susceptible for abortion.
This understanding implies unviability not only in purely biological terms (as in the case of
anencephaly or bilateral renal agenesis), but also in socio-cultural terms of incompatibility or
unviability of life according to what life ‘should be’ in relation to socio-cultural norms and
imaginaries.
The loose understanding of ‘conditions that make life unviable’ used by Judge
Araújo is also evident in the cases he presented when arguing for abortion de-penalisation.
The Judge referred to three medical conditions that he considered extreme: the use of
Thalidomide, a drug that when taken during pregnancy causes variations in the
development of the limbs, and in some cases affects the eyes and the respiratory tract of
foetuses; Tay-Sachs, explained by the Judge as producing an early death, which is inherited
by a recessive gene; and ‘an epidemic in Cali [registered by a newspaper] of sirenomelia, a
rare congenital condition in which lower limbs are merged together … and cyclopia, another
rare malformation characterised by the development of a single eye’ (Sentencia C-355/06:
335, my translation). It is noteworthy that out of the three conditions presented by Araújo,
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only cyclopia results in the imminent death of the newborn. From Judge Araújo’s
presentations, it is evident that the range of interpretations of conditions considered as
‘making life unviable’ depends upon who is defining them.

Final comments

In this chapter I have shown how antenatal technologies play a central role in
abortion de-penalisation in cases of foetal genetic or morphological variations, not only
because through the availability and use of such technologies are ‘malformed’ foetuses
spotted, diagnosed, constructed, and made real, but also because through such diagnoses
foetuses may loose or gain the State’s protection. This case of abortion de-penalisation thus
makes evident not only the relationship between law and science, and the social
consequences of such a relationship, but also that law and science are products of a sociocultural environment. It is science that defines, delimits, constructs, and separates the wellfrom the ill-formed foetuses which (under the standards that science has set up) can be
aborted. It was medical expertise which was called to inform the Constitutional Court about
the dangers and realities of health risks and foetal conditions in order to allow abortion depenalisation. It is science and medicine’s thresholds that women need to pass in order to
exercise their human (reproductive) rights, and it is through antenatal diagnostic
technologies that subjects of rights are made. But also, through the de-penalisation Sentence,
it became evident that the abortion of foetuses that do not fit prospective parents’
expectations similarly reveal that scientific and legal thresholds are flexible and that they
respond accordingly to social understandings of good and wrong or fit and unfit foetuses,
life plans, and (prospective) citizens.
The interaction of science and law provided, indeed, a new definition of the foetus
that allows women to abort, on the basis of foetuses’ worthiness of legal protection.
However, that worthiness, when translated to women’s or couples’ everyday cognitions,
refers also to the worthiness of the prospective child for investing time, effort, and money
into it. Hence, if pregnancy is a choice, and women have the right to chose whether to take
on that role, as stated and defended by human rights, the practice of selective abortion
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undoubtedly gives women or couples the possibility to choose the kind of family they want
to rear.
However, the terms by which abortion was de-penalised perpetuates the
stigmatising image of people with disabilities, reinforcing the public understanding of them
as people who only pose burdens and troubles to the individuals and societies around them.
Similarly, the de-penalisation Sentence makes free of penal consequences the choice of what
kind of children one is willing to bring up. That, in the longer run, means making
discrimination against people with disabilities free of penal repercussions. In other words,
the Sentence makes legal the choice of the kind of individuals considered desirable or not,
under specific ideals of healthy and normal human beings, which respond to women’s or
couples’ chosen life plans.
My second statement visibly complicates abortion de-penalisation, for such an
assertion links up the practice of selective abortion of foetuses that do not relate to
prospective parents’ life plans, with eugenic ideas. Such discrimination is, however, not
new. There has existed for decades – as it is shown in Chapter 4 – a stereotypical ideal of
human beings and of Colombian citizens that inform both the practice of selective abortion
and abortion de-penalisation.
I also showed in this chapter that throughout the last lawsuits and the abortion depenalisation Sentence, the discourse of human rights was used as the ultimate argument for
de-penalisation. To penalise abortion in cases of foetal malformation is here understood as
torture to women, and therefore a violation of human rights. Abortion de-penalisation in
Colombia is thus portrayed as a victory for the respect of human and Constitutional rights,
as well as a triumph of women’s struggles in the search for a more just and democratic
society. However, I have problematised the fact that the pregnancy and delivery of a foetus
different from the average is equalised with torture, as torture is defined and opposed by the
United Nations. It not only simplifies the lived experience of people who, given the sociopolitical conditions of this country, have endured the torture of being kidnapped, chased,
killed, and so on and so forth, but also provides fertile grounds for continuing the structural
discrimination against people with disabilities.
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Chapter 3
From law to practice.
Defining foetuses with ‘conditions incompatible with life’

The knowledge about which thing will be useful
at any given moment is embodied in a flow of
mundane tasks and practices and many varied
social roles… [S]tandards and classifications,
however imbricated in our lives, are ordinarily
invisible.
Bowker & Star (2000: 2)

In the previous chapter I showed that the category of ‘conditions that make life
unviable’ – or in the general public’s jargon, ‘conditions incompatible with life’ – is by no
means a clearly demarcated category. On the contrary, despite the effort made by the
Constitutional Court, it proved virtually impossible to pinpoint exactly what is a condition
with such a definitive characteristic. Therefore, the Court left the decision, or rather, the
responsibility for deciding which foetal conditions meet the criterion of ‘making life
unviable’ in the hands of obstetricians. This decision was based on the notion that these
specialists have the (technological and technical) means and the knowledge for diagnosing
foetal conditions, and thus can classify them in terms of their severity.
In this chapter I show that ‘conditions that make life unviable’ or ‘incompatibilities
with life’ is a category not limited to conditions that threaten, prevent, or end life in
biological terms. Rather, it is a multiple (Mol 2002) and plastic category that has come to
encompass conditions perceived as incompatible with a life plan and, to some extent, a
lifestyle, and into which conditions diagnosed via amniocentesis fall easily. Following this
line of argument, I suggest that when discussing or aborting foetuses with ‘conditions that
make life unviable’, salient social imaginaries and cultural norms regarding desirable
offspring, families, and citizens are revealed, particularly regarding definitions and
understandings of health and illness, and of normal and abnormal people.
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In order to develop my argument I present scenarios and actors that I consider shape
the understanding, and also the practice, of selective abortion today. A permanent seminar
on abortion de-penalisation, and a National Forum on the after effects of abortion depenalisation, prove exemplary. Both activities were organised by the Bioethics Network of
the National University in Bogotá and the Ministry of Social Protection. They were set up
with the intention of promoting ‘the application and recognition of human rights; the
consolidation of social values that recognise in men and in women inalienable principles of
dignity, honour, and unity’ (Universidad Nacional de Colombia 2007a: 1, my translation).
The purpose of such activities was to enable an open and fruitful discussion of Sentence C355/06 from an ‘ethical-juridical perspective’ (Universidad Nacional de Colombia 2007a). For
both activities, an interdisciplinary group of renowned medical, law, and bio-ethics
professionals was invited, representatives of the feminist movement were summoned, and
civil society was welcomed, in the attempt at having an open and public discussion of the
Sentence. However, given the composition of the audience, the permanent seminar and the
National Forum in practice served largely to legitimise abortion de-penalisation at the level
of civil society.
For showing how actors shaped de-penalised selective abortion practice in Colombia,
I have mobilised the viewpoints of people who are in close contact with the possibility of a
positive antenatal diagnosis. These include geneticists from different genetic research
institutions, and specialists in maternal-foetal medicine who perform amniocentesis and
other antenatal tests30. However, given their professional occupation, life histories, or life
situations, these individuals have different understandings of the de-penalisation and
practice of selective abortion in cases of foetal ‘conditions that make life unviable’.

Scenarios

This section addresses particular scenarios that can be considered part of nationbuilding processes. Through their analysis I respond to the question of how a group of
Colombians, who are both part of civil society and are also public figures, understand,
30

Most of the included obstetricians work at the department of maternal-foetal medicine in which the core ethnography took
place, but others work elsewhere
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shape, and codify abortion de-penalisation. Further, at the same time such scenarios permit
me to elucidate why abortion de-penalisation, in cases of foetal conditions ‘that make life
unviable’, occurred. The discussions held in these scenarios show a perspective of sanitary
justice, a Cartesian definition of human persons that praises the mind over the body (c.f.
Lock 2002), and the resort again to the discourse of human rights. Looking closely into these
scenarios, the discourses mobilised, the debates they enabled, and the dynamics they
produced, allow a deeper and more articulated understanding of what these particular
foetal conditions are in the Colombian context.

Permanent Seminar

Monday 23 April, 2007.
It is 07:15 in the morning. A typical cold morning in Bogotá: foggy
and rainy but with the air so fresh one can actually feel it coming into the
lungs.
The auditorium of the genetics institute at the National University
is filling up with the already-regular audience. As usual, the audience is
diverse, not only in disciplinary backgrounds, but also in age groups,
gender, and positions towards abortion de-penalisation. I cannot help but
feel glad for witnessing this gathering of geneticists, obstetricians, jurists,
feminists, bio-ethicists, philosophers, anthropologists, medical doctors, and
nurses discussing the medical, juridical, and ethical dimensions of Sentence
C-355/06. This is, indeed, an experience of gigantic richness. This is one way
of doing bio-ethics, law, and medical and social practices live.
Today we have a lecture by a bio-ethicist on ‘the maternal-foetal
conflict’ as it takes place in the three de-penalised cases. When discussing
the case of foetal conditions the lecturer includes the concept of quality of
life and sanitary justice. For the bio-ethicist, these are paramount concepts
to bear in mind when granting an abortion in the case of certain foetal
conditions… The lecturer defined sanitary justice as the need for a thorough
evaluation of risks, benefits, costs, resources, and therapeutic efforts when
dealing with a foetus with a diagnosed condition. Basically, for the lecturer,
resources should be allocated in a ‘responsible’ way, which means that if
efforts are thought to be ‘useless’ then they should not be made at all…
Further, sanitary justice refers to reducing the burden of disease and
conditions considered to make life unviable.
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By discussing the Sentence by which abortion was de-penalised, and not limiting the
discussion to abortion de-penalisation as a fact, this group of people enabled a particular
reading of Sentence C-355/06. It made visible the different shapes that the text in itself may
acquire, depending on who is reading it. The debate also showed how the different
approaches inform abortion practice today. The lectures addressed different aspects of the
Sentence. Topics included, amongst others: abortion as a public health problem;
fundamental rights and the Constitutional Block; foetal conditions ´that make life unviable´;
risk to the life or health of the pregnant woman; voluntary interruption of the pregnancy as
an ethical conflict or as a juridical determination; and the objection of conscience31. Given the
focus of this study, in what follows I focus especially on the lecture on the ‘maternal-foetal
conflict’, as quoted in the above excerpt. The reason for this is that this lecture brings to the
surface shared conceptualisations of the foetus which resonate with an understanding of
human persons and of desirable members of society. The relevance of paying special
attention to this matter lies in the fact that through such a lecture, the worthiness of able,
productive individuals, who comply with medical and social standards, provides the
framework for defining ´conditions that make life unviable´, and thus define which lives are
worthy of Constitutional protection.

As presented in the above excerpt, the lecture on the ‘maternal-foetal conflict’ in
cases of abortion was given by a bio-ethicist working at the Bio-ethics Network of the
National University. For him, the starting point for understanding Sentence C-355/06 was to
address the three principal concepts and rights used by the court for de-penalising abortion,
namely: human life, human dignity, and human health. From the lecturer’s point of view,
these three concepts worked as facilitators for understanding and enabling the practice of
abortion in the three de-penalised circumstances. However, given the focus of this research,
I only concentrate on the arguments supporting selective abortion due to ‘conditions
incompatible with life’.

31 For a complete list of themes, see: Universidad Nacional de Colombia. Red de Bioética 2007. Texto académico. Derechos
humanos, derechos de la mujer: Ante todo, el principio de la protección.
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The lecturer on the maternal-foetal conflict, by articulating an argument which
attempted to show that abortion in all the de-penalised circumstances is an ethical practice,
not only exposed and relied on the legal arguments, but also employed bio-ethical
discussions about the meaning of, and the differentiation between, a human being and a
human person:

The concept of the human person is central to all debates and statements
regarding the voluntary interruption of pregnancy … [T]his constitutes a
central dilemma, for we need to ask if the concept of human life can be
attached not only to the woman but also to the foetus. We [as bio-ethicists]
understand the human being, whose biological foundation is the human
genome, who is an individual of the human species characterised by a
genotype and by a phenotype. That is a human being … but departing from
there the ontological understanding develops in terms of all the
characteristics and capabilities of a human being. Then, we arrive to the
concept of the human person. We understand the human person as a
superior category inasmuch as the full development of all the capabilities
that all human beings have. … All human beings have in their genetic code
all the potentiality to become a human person and such a status is achieved
through a personalisation process. But we need to consider that the
potentialities and probabilities to become a human person … will not occur,
for instance, with an anencephalic foetus, for it does not have either the
potentiality or the probability for becoming a human person in the terms we
have formulated (bio-ethicist, permanent seminar, 2007. My translation).

The relevance of such a discussion pivoted around the understanding that, when
defining both categories – human beings and human persons – and attaching both to the
woman and one to the foetus (i.e. human being), the ‘maternal-foetal conflict’ could easily be
solved:

Such a definition of a human person can help to make ethical-clinical
decisions in the face of concrete and difficult human situations, such as the
voluntary interruption of pregnancy. It helps us to solve the question of
whether we are in front of an individual human being or in front of a
human person as such. … In this case, we need to consider autonomy as one
of the principal capabilities of human persons, patients, who are persons
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and are subjects of rights and duties … However, we also need to take into
account the vital autonomy, which in this case could be attached to a viable
foetus, which imposes on the health professionals’ respect for the protected
juridical good of such a life (bio-ethicist, permanent seminar, 2007. My
translation).

Based on this argument, the lecturer concluded that the voluntary interruption of
pregnancy, in the three de-penalised cases, is an ethically acceptable practice. In the specific
case of foetal ´conditions that make life unviable´, abortion is an ethically acceptable practice
because such a being will not be able to achieve the ontological definition of human person, as
it will not be able to develop all human capabilities, and thus fulfil the personalisation process.
Another argument used in favour of selective abortion in cases of foetuses diagnosed
with conditions ‘incompatible with life’ was that women should not be forced to carry and
deliver foetuses with genetic or morphological variations, for it constitutes torture to
women, and they could be traumatised by delivering such babies.
To close the lecture, which passed in almost complete silence, the lecturer presented
the argument for abortion for reasons of sanitary justice. That is, when thinking of this type of
abortion, one should also keep in mind the risks, benefits, costs, and therapeutic efforts
involved in delivering and treating newborns different from the average. Following the
lecturer’s elaboration on what it entails to be a human person, a foetus that has limited or no
potential for living a fulfilling life – according medical and social standards – should not
benefit from medical and technological facilities, as such an investment supposes an act
against sanitary justice. All the necessary efforts and costs that a baby with a genetic or
morphological variation would suppose should instead be directed towards other
individuals who have more potential to develop all human capabilities, and thus be entitled
to recognition as a person:

[In cases of congenital malformations] we have to think not only in terms of
viability (as referred by the Court), but also we need to include the concept
of quality of life. … The values in conflict in this case, are: [firstly] the
mother’s dignity, for being subjected to torture and cruel and inhuman
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treatments, as it is against the woman’s dignity to have to suffer a pregnancy of a
malformed foetus, in opposition to the life of the foetus … Secondly, the foetal
life in itself, when comparing it with the quality of life of such a foetus after
birth … And thirdly, it is needed to take into account the concept of sanitary
justice … which, for me is a most valid concept, because it includes risks
and benefits that the malformed foetus will face, the costs that such care
will imply, the therapeutic effort that the foetus will require after birth, and
the equipment of a needed therapeutic body. This malformed foetus, with a
very poor quality of life, implies after birth the need for a whole use of
medicine and technology. Well, we might as well think of the costs that, in
terms of sanitary justices, it implies. Here then, the concept of human
person gains validity. We must ask if this [diagnosed foetus] is a purely
human biologic being, or if it has any possibility of a whole development of
its potentialities (bio-ethicist permanent seminar 2007. My translation,
emphasis added).

Interestingly, the issue of equating the birth of a child with genetic or morphological
variations with an act of torture to the woman was neither addressed nor discussed,
presumably since such an equation was assumed to be right. Similarly, it became clear from
the bio-ethicist’s exposition that, when faced with a foetus with a diagnosed condition, not
only should the woman’s wishes be taken into account, but also the wider concern of society
given the costs and burdens that an individual with such conditions may suppose. As
shown by the lecturer, in order to be able to decide whether or not the deployment and use
of high-tech medicine should occur, one might think of the foetus in terms of a human being
(purely biological) or a human person (as having the possibility of developing his or her
potentials). But the lecturer made clear that the issue of deciding upon which conditions are
more burdensome than others should come from a social dialogue. That is, there needs to be
a social dialogue and a subsequent consensus in which it is decided what kind of conditions,
given the particular social context of Colombia, should be regarded as ‘incompatibilities
with life’. In the lecturer’s words:

The case of a malformed foetus is not the problem of a pregnant woman but
the problem of a society, and from there [society] it should be faced as such.
The society and the state have to respond to the policies they have towards
congenital malformations, they have to be backed up by legislation and by
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resources. … The society is to decide how it is going to manage congenital
malformations, as, for instance, to define what is the limit week for
establishing viability … what conditions are considered severe … the
concept of quality of life. … In other words, to discuss the social
implications of congenital malformations. I mean … the issue here is that
the woman with a malformed child, for a few or for a lot of years, is not a
matter only for the woman and her family. No, this is a problem that has to
be assumed as a State policy, with all the implications it carries, in terms of
economic and human resources. I mean, there should be a social consensus
about the management of congenital malformations and quality of life …
and then decide, for this society, which conditions meet such standards and
which fall into the category of making life unviable (bio-ethicist permanent
seminar 2007. My translation, emphasis added).

For this lecturer, ‘unviability’ or ‘incompatibility with life’ are conditions that relate
to a human being unable to achieve a personalisation process, for such conditions limit the
full development of all human capabilities. However, the classification of such conditions
must derive from a social dialogue that regards and discusses issues of costs, socio-economic
and emotional burdens, and quality of life, depending on each society’s standards. But given
that the concept of quality of life was neither defined nor taken into account by the Court in
Sentence C-355/06, a debate around this issue arose; not because others argued that quality
of life should not be taken into account, but because of the dangers implied when thinking
in those terms. This debate prompted an obstetrician, who was representing the Ministry of
Social Protection, to point out that when taking quality of life as a marker, many conditions
could easily be considered as leading to a poor quality of life. This would suppose a move
towards eugenics, and a move away from the specificities of the Sentence:

It is interesting to use the concept of quality of life, but since the Court only
used incompatibility with life, it could be risky, because in that concept can
fall Down syndrome and other conditions, which would point more
towards eugenics. And no one wants that type of end (male obstetrician,
participant, permanent seminar, 2007. My translation).
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In response to this viewpoint, that seemed more of a clarification of the Ministry of
Social Protection’s position, the bio-ethicist replied:

Yes, it is not juridical, but it is ethical to think about the quality of life …
[W]e need the social dialogue and consensus to decide whether or not
Down syndrome falls in that category [poor quality of life], that is to be
decided by society (bio-ethicist permanent seminar 2007. My translation).

Following this exchange, that concluded with the Ministry’s representative saying
‘Yes, but quality of life was not addressed by the court’, the discussion followed an interesting
path that made evident more tensions regarding this issue. A law professor expressed the
view that even if society decided that Down syndrome did lead to a poor life, the Court only
mentioned incompatibilities with life and therefore only such conditions could be aborted,
making clear his take on, and understanding of, law and legislation:

The Court only permits unviability. The other [wider understanding of
quality of life] can only be permitted by legislative acts. … I reiterate, the
information provided by the doctor cannot guide the woman to one or the
other decision. The doctor can only inform the patient. … Furthermore,
regarding the mental state of the patient, we cannot talk about traumatic
situations for the woman; it has to be a grave condition (male lawyer,
participant, permanent seminar. My translation).

This position was not welcomed by the audience, and a female lawyer who works for
the feminist group that sought abortion de-penalisation pointed out the need to construct
and enable a social dialogue that permits women to make a reproductive decisions in all
situations of all foetal conditions, and not only limited to those that threaten the life of the
(born) baby. To support this opinion and to stress his points, the lecturer emphasised that
such a dialogue and consensus has to be thought of as an ongoing process that adjusts to the
advancements, as well as to the needs, of society. As a tension tamer came the opinion of a
renowned feminist, recognised by many as a central figure of the feminist movement in the
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country. Her words were: ‘gladly the doctors are not lawyers’, meaning that she was happy
that obstetricians had a wider understanding than lawyers of ‘conditions incompatible with
life’. After a massive and long laugh, that I understood as a general agreement with the
comment and position, the lecturer added: ‘and unfortunately, lawyers talk about grave
malformations but do not say which they are’, making reference to the point that given the
fuzziness of the concept ‘conditions that make life unviable’, it is not crystal clear who has
the right to have or not to have an abortion in absolute terms. Although the points raised by
the feminist and the lawyer speak eloquently about the difficulties of defining
‘incompatibilities with life’, which they felt should not be limited to life threatening
conditions, the fact that the tension was tamed by a joke also speaks about the position that
disagreement - usually downplayed- has when discussing abortion de-penalisation.
What is highly relevant in the abovementioned account is the lecturer’s call, and the
subsequent agreement of most of the participants, for the need to contextualise and define
what ‘grave malformations’ are in Colombian society. From the presentation and the
discussion that followed, one can assume that the vast majority of conditions diagnosed by
amniocentesis are highly susceptible to count as ´making life unviable´. This is so given that
most chromosomal variations suppose cognitive differences, which translate into the
lecturer’s point on the need to achieve ‘full development of all human capabilities and
potentiality’ in the terms expected by society and marked by medical standards, in order to
count as a human person. This latter point relates, as expressed by the bio-ethicist, to
sanitary (in)justice in terms of the implications of spending human, economical, and
therapeutic resources on individuals who will not be able to ‘perform’ fully as human
persons.
The previous debate also brought to the surface the fact that there are many
understandings of the same legal possibility in terms of foetal conditions, as this chapter will
continue to evidence. This shows that social imaginaries, social codifications, and individual
cognitions and experiences of what is understood as desirable behaviour coincide when
deciding on what is a ‘condition incompatible with life’. In turn, this relates to the various
understandings of (human) rights that respond to diverse understandings of who counts as
a human person, and so whether or not his or her life is Constitutionally protected.
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These issues are raised specifically by antenatal testing technologies, which provide
the relevant information for diagnosing the foetus according to specific standards which,
when they are not fully met, can lead to the termination of a pregnancy. However, although
such technologies have been present in Colombia for quite some time, selective abortion depenalisation, as evidenced in the previous debate, brought an undeniable link between the
technologies and the practice to the surface.

National Forum

The National Forum in Bogotá was the first of such forums to take place in the
capital cities of the different departments of the country. The meeting lasted two full days:
the 31st May and 1st June 2007 from 8:00 a.m. until 5:00 p.m. The venue was the Auditorium
of the Military University.
The National Forum was also set up by the Ministry of Social Protection and by the
National University for discussing the different aspects of the abortion de-penalisation
Sentence. This time again, Court Judges, representatives of the Ministry for Social Protection
and the District’s Secretary of Health, Ob-Gyn’s, lawyers, jurists, nurses, professors, bioethicists, feminists, pro-lifers, and pro-choicers gathered for a rich and varied discussion on
the aftermath of abortion de-penalisation, one year after.
In what follows I address three major points discussed in the National Forum, and
that relate to abortion in cases of foetal ‘conditions that make life unviable’: the argument
that abortion de-penalisation is a matter of human rights; the consequences that the
definition ‘unviable life’ have for obstetricians; and lastly, the issue of social justice
regarding abortion de-penalisation (as not all women have access to antenatal testing
technologies). I have chosen these three issues because they provide a good vehicle for
problematising the case of abortion when the foetus has a condition that ‘makes life
unviable’. The aim here is to show that despite the halo of goodness that discussing abortion
in terms of human rights brings to the debate, the Colombian reality forces us to ask who is
being taken into account when defining humans as subjects of human rights.
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The matter of human rights

During these two days, the theme of abortion de-penalisation in cases of ‘foetal
conditions that make life unviable’ was addressed, yet again, as a matter of human rights.
This discussion allowed for upholding the idea that such de-penalisation contributes to
building and achieving a more democratic society, respectful of women’s human rights.

The ethnical component of Colombia evidences the differentiation and
discrimination against women, especially those living in the most deprived
areas. Abortion de-penalisation … helps to bridge that gap (female bioethicist, lecturer, National Forum, 2007).

Abortion de-penalisation helps to build a more just society, inclusive and
knowledgeable of women’s rights (female lawyer, lecturer, National Forum,
2007).

Abortion de-penalisation represents, indeed, a leap and a progress to the
respect of persons and especially of women (male bio-ethicist, lecturer,
National Forum, 2007).

In addition to such a generalised understanding, a Judge of the Constitutional Court
expressed the view that abortion de-penalisation represents a natural step for Colombian
legislation, for de-penalisation helps to:

Construct a moral and ethical capital that is missing in Colombia. The
Sentence searches for the defence of life … [given] the decrease of religious
ethics in terms of practice, which has not been replaced yet by a consistent
civil ethics. … De-penalisation attempts to make visible and transparent
denied practices that take place on a permanent basis (male judge, National
Forum, 2007).
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With regard to the argument that to not allow a woman to abort a foetus with
‘conditions that make life unviable’ entails torture and cruel treatment to the woman, and
amounts to a violation of women’s human and Constitutional rights, various viewpoints
were presented at the Forum. The first to address this issue was a young female lawyer who
forms part of the women’s group to which Roa belongs. The lawyer expressed the idea that:

A life that is not viable cannot be superior to the life of the woman. To
oblige a woman to continue with the social, cultural, physical, economical,
and emotional burdens of such a pregnancy constitutes inhuman and cruel
treatment. It is a torture (female lawyer, lecturer, National Forum, 2007).

Later in the Forum, a professor of law explained that abortion de-penalisation in cases of
foetal malformation represented a torture to the women, given that:

To keep abortion penalised in the case of grave foetal malformation was to
force women to be walking coffins (male lawyer, university professor
lecturer, National Forum, 2007).

Again, from these lawyers’ speeches, the category of what constitutes a ‘condition
that makes life unviable’ is treated as autonomous and self-evident. However, the female
lawyer spoke of conditions that are not exclusively those which end the newborn’s life in a
matter of hours or days; rather, she included those conditions that speak to social norms and
values portrayed as intrinsically burdensome, and that are costly in social, economic, and
emotional terms. Once more, the plasticity of such a category is made evident yet not
properly addressed. Such plasticity brings me to the second point I want to discuss related
to the National Forum.
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Challenges for obstetricians: the plasticity and multiplicity of ‘incompatibilities with life’

In the morning of the first day, the medical aspects of Sentence C-355/06 were
discussed. This was a good opportunity for obstetricians to express their concerns and
doubts about the definitions used by the Constitutional Court when referring to women’s
health and to foetal ‘conditions that make life unviable’. An obstetrician, who works both at
a Governmental health institution and who has his own private practice, presented a lecture
in which he pointed out the difficulties that obstetricians now face when trying to adjust to
the Sentence’s concept of ‘incompatibilities with life’. What makes his presentation
ethnographically rich is that he speaks from his own daily experience:

There is an enormous lack of knowledge, on the part of physicians,
regarding the Sentence. The implementation of it has not been easy at all,
given the ambiguity with which the Court de-penalised the cases. The
Secretary of Health has so far registered 40 abortions in cases of foetal
malformations, and from those cases one can tell that there is no unanimity
whatsoever about what conditions count as making life unviable. … It is
also not clear in which week life is viable. We know about the threshold of
weeks 22 to 28, but as you know, those dates are relative to the location of
the woman and the facilities that she has access to depending on where she
is (male obstetrician, lecturer, National Forum, 2007).

In order to illustrate the complexity and difficulties faced by obstetricians, the lecturer
addressed those conditions that he found to be the most difficult cases to deal with:

There are severe foetal malformations in which life prognosis is almost zero,
for example anencephaly, bilateral renal ageneses, or thanatophoric
dysplasia. … [I]n these cases an abortion decision is understandable. But
there are other malformations, which are viable but rather problematic
because

parents

still

want

to

have

an

abortion,

for

example

chromosopathies (trisomy 21, 13, or 18), heart pathologies, malformations of
the central nervous system, metabolic alterations, cleft lip and palate …
(male obstetrician, lecturer, National Forum, 2007).
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For many obstetricians in the audience, they felt their work to be more complex due
to the ambiguous definition of health implied in the Sentence. Obstetricians and other
medical doctors recognise that sometimes there is a condition that, although from a
biological perspective it does not necessarily make the future baby’s life unviable, makes life
difficult for both the future child and the parents. From the debate that followed the
lecturer’s presentation, most of the obstetricians that were present agreed that in such a case,
women and couples are the ones who should decide which course the pregnancy should
take. Obstetricians could neither decide for prospective parents, nor impose the pregnancy.
This possibility was voiced in terms of women’s right to choose:

The problem here has to do with the definition of health used by the Court.
If we think of health in those terms we have to think about the baby who
will be born and will fit that definition. If we look at malformed foetuses we
must also ask what kind of life the baby will have, and probably will not fit
the definition of health (male obstetrician, participant, National Forum,
2007).

Yes, but not only that, you also have to think of the burden it is to have a
disabled child. Who are we [medical doctors] to impose that onto a family?
Women have the right to choose if they want to have a child like that,
because it is them who have to take care of the child and not us (female
paediatrician, National Forum, 2007)

At this point a connection was made clear: foetal ‘conditions incompatible with life’
are not limited to conditions that suppose the imminent end of the biological life of the
newborn. Such a category can be stretched to include conditions that alter health as defined
by the Court and by WHO on the one hand, and also the burden for women and families to
give birth to and bring up children different from the average on the other. That is,
‘conditions incompatible with life’ also refer to incompatibilities with prospective parents’
lives.
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Social justice – for whom?

The issue of social justice was also raised at the Forum. Lawyers and obstetricians
mostly recognised a gap between regulation and practice, because although women in the
whole of Colombian territory are supposed to have equal possibilities for accessing an
abortion under the de-penalised circumstances, there do not exist all over the country
facilities for antenatal testing; and in those urban centres in which such facilities are found,
not all women have access to the same technologies and procedures, given the expenses
involved in such exams. That is, the majority of the pregnant population cannot count on the
real possibility of accessing high-tech antenatal testing, monitoring, and care:

Although abortion de-penalisation represents a big step for reducing
discrimination against women in general, the practice [abortion] is still very
discriminatory against poor women. They have no real access to proper
antenatal care and diagnostics. They are way too expensive for many
women, not only the very poor (male obstetrician, lecturer, National Forum,
2007).

Antenatal testing, of the kind that can tell if the foetus is malformed, is too
expensive for poor women, only the rich can access it (male obstetrician,
participant, National Forum, 2007).

The issue of differential economic and geographic access to antenatal diagnostic
technology that allows families to partake in their reproductive experiences makes evident
that only a very small portion of the pregnant population has access to such technology.
What is problematic in this situation is that it is through the use of and access to this kind of
technology that women can exercise what are considered to be their human rights: not to be
subjugated to torture on the one hand, and enabling women and couples to match up (at
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least ideally) antenatal life with desired offspring and thus their life plans on the other, as
expressed by the presenting Judge32.
This point complicates further the matter of selective abortion, because we are not
only facing the need to define who is human enough have their life Constitutionally
protected – as in the case of a foetus with genetic or morphological variations. We are also
talking about exercising human rights in relation to a technology that the pregnant
population has limited access to. This inevitably forces one to wonder about who is human
enough to exercise their human rights in terms of economic conditions.
The three points addressed above make evident that concepts such as human rights,
medical conditions, and social justice cannot be taken for granted without recognising that
to determine such categories is an exercise of deliberate inclusion and exclusion.

***

The permanent seminar and the National Forum display different views, positions,
and voices that, one way or another, are shaping and constructing the practice and
understanding of de-penalised selective abortion in Colombia. Today, abortion has been
equated to women’s Constitutional and human rights, and is seen as a major leap towards
development and to becoming a more modern nation. That is, to reach international (and by
international I mean US and Western European) standards of civil rights, guarantees, and
obligations.
From the discussion presented so far it is evident that the category ‘conditions
incompatible with life’ is one that is flexible in nature; not limited to life in biological terms,
but informed by a wider social understanding of health, illness, normal, and abnormal.

See Chapter 2 for the arguments used by Presenting Judge Araújo when defending selective abortion due to foetal conditions.
Briefly, the Judge argued that not de-penalising abortion in cases of foetal conditions meant going against the woman’s
Constitutional right of ‘choosing her life plan, in order to privilege a life that scientifically would not be viable, or that is considered
to be incompatible with life’ (Sentencia C-355/06: 333, my translation, emphasis added).

32
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Actors: Everyday understandings of ‘incompatibilities with life’

Ethnographic data show how law and practice co-exist and shape one another. In
this section I address what the generalised use of ‘incompatibilities with life’ means for
actors that are in constant contact with foetal ‘conditions incompatible with life’. Such actors
are geneticists and specialists in maternal-foetal medicine. The following accounts echo the
complexities and difficulties that selective abortion entails, as raised by lecturers and
participants of the permanent seminar and of the National Forum; in this way making
evident that the issues they raise reflect the opinions of a much wider public and, to some
extent, an important portion of civil society.
I show that despite the attempt to pigeonhole foetal conditions into apparently
absolute medical terms, seemingly devoid of any socio-cultural context, diseases and
conditions are culturally constructed, so displaying the plasticity of the category
‘incompatibilities with life’. Conditions belonging to such a category respond to a myriad of
referents, cognitions, and social imaginaries that inform and are informed by the apparently
objective scientific medical standards. Such an understanding of ‘conditions incompatible
with life’ and disabilities are the ones shaping the practice of selective abortion today.

Geneticists

Four geneticists were interviewed in order to account for the viewpoint that such
professionals have of abortion de-penalisation when the foetus has a ‘condition incompatible
with life’. Each belongs to a different genetics research institute. One is part of the genetics
institute at the National University; another is the director of a private genetics institute and
is also on staff at the institute at the National University; the third geneticist is a person
considered by many to be the founding father of genetics in Colombia; and finally, another
geneticist, the youngest of them all, is a staff member at the genetics institute of a private
Catholic university, the representative for Colombia to the ECLAM (Latin American
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Collaborative Study of Congenital Malformations), and, at the moment of this research,
served as consultant to the Department in which the main fieldwork took place.
Amongst this group of geneticists exists different opinions and assessments of
abortion de-penalisation in cases of ‘incompatibilities with life’, as expected. For three of
these geneticists abortion comes in a natural equation with positive amniocentesis results.
Moreover, since the possibility of testing the foetus in the uterus has been available in the
country, many women have chosen to end their pregnancies once they learned that the
foetus they were expecting had a chromosomal or genetic variation:

Abortion and amniocentesis go hand in hand. I mean, women who undergo
an amniocentesis should, at least in principle, agree to have an abortion,
even though they may change their mind later. If they cannot agree to that
[abortion] then they shouldn’t have an amniocentesis. It is a waste of
resources to do this just to be prepared … they can get prepared during the
life they have ahead (Dr Ceballos, interview 2007).

Not all women who had an amniocentesis and had a problem sought an
abortion. Also not all geneticists working with karyotypes or obstetricians
doing amniocentesis regarded amniocentesis as mainly leading to abortions.
Many did and do see it as a way to have information to be prepared for the
child that will be born. But yes, many people used and use amniocentesis
for terminating pregnancies if something is found. I mean, regardless of
penalisation or de-penalisation, women have always aborted malformed
foetuses if they wanted to. That is why in the Javeriana [Jesuit University] at
the genetics institute they don’t perform amniocentesis, because they see it
as mainly leading to abortion (Dr Santos, interview, 2007).

I’m happy that abortion was de-penalised. I don’t think that a woman has to
have a child if she knows it has a genetic or congenital malformation and
doesn’t want to have it. If you have an exam like amniocentesis and it has a
positive result, and you don’t want to have it, you have to be able to choose
not to have it (Dr Clavijo, interview, 2007).
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However, the above views on the link between amniocentesis and abortion are not
shared by all of the interviewed geneticists. One geneticist, Dr Tovar, rejects both abortion
and amniocentesis, and sees abortion de-penalisation as a response to pressures from the
WHO on Colombia to reduce rates of infant mortality due to congenital malformations, and
thus meet standards of development. For him, abortion (in all cases) is an ethically regrettable
practice. With regard to abortion in cases of foetal diagnosed conditions, he also finds it a
move against biology:

If Colombia wants to meet indicators of development, the country needs to
reduce the rate of congenital disease. There is a recent effort to study
congenital malformations in order to prevent them, but also abortion depenalisation responds to the urge of reducing them … I personally do not
agree with abortion. But regardless of that, what abortion de-penalisation
did goes against biology. You must know that species strength lays on its
genetic variability. We do not know if what we today consider as a
disability could in the future be more adaptable than us to environmental
changes … that was, of course, not considered by the Judges. Colombia
needs to meet the goals the country committed to with the WHO and the
fast solution for reducing congenital malformations is abortion (Dr Tovar,
interview 2007).

Dr Tovar’s position, however, does not necessarily reflect a more inclusive
understanding of people with disabilities, and thus of foetuses diagnosed with a ‘condition
incompatible with life’. On the contrary, Dr Tovar’s quest and commitment is to reducing
the rate of congenital and genetic conditions before conception takes place, so that the
regrettable practice of abortion – with which he does not agree – would not have to take
place at all.
However, despite their different positions towards selective abortion de-penalisation
and practice, the interviewed geneticists all found the concept of ‘incompatibilities with life’
narrow to the extreme. Narrow because –as I show in what follows- only very few
conditions can be considered ‘incompatible with life’, therefore, from these specialists’
viewpoint, abortion de-penalisation will not have any effect on the epidemiology of public
health indicators, so discussed in the abortion debate and de-penalisation.
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The new abortion law is rather innocuous. Real severe malformations do
not even come to term. The body itself rejects those cases of severe
malformation. It is natural selection. So the idea of incompatibilities with
life is irrelevant. We are then left with what is called minor malformation
such as cleft lip and palate, Down syndrome – mongolism you know – and
other malformations. In the case of cleft lip and palate I do not agree with
abortion. Then you are left with abortion of, say, trisomy 21, Down
syndrome. Those, in my view should be aborted. And you see how the rate
of mongoloids is increasing and no one is doing anything about it. But
Down syndrome does not count as an incompatibility with life, from a
strictly medical point of view (Dr Ceballos, interview 2007).

That thing of the exceptions for interrupting a pregnancy because it is
incompatible with life makes no sense. What does that mean? That means
nothing. What is really incompatible with life does not make it to term. That
[de-penalisation] was made for giving women a palliative solution, to make
the process shorter. But in reality that means nothing, as very few cases are
really incompatible with life and those cases are self interrupted by the
body (Dr Santos, interview 2007).

Abortion de-penalisation, if we think only of foetuses with conditions that
make life unviable, will not have any repercussions to public health
indicators … the incidence of severely malformed foetuses is so low that the
rate of maternal death due to mal-practiced abortions will not be affected.
But de-penalisation will have an impact on the composition of the
population. That is because of the cases the Judge used as examples of
conditions that make life unviable33. I, mean, from his exposition many
conditions fall then into that category. Because of the cases he used,
medically those cases do not fall into the category of making life unviable,
but he used them as if they do. … You must know that he [the Judge] had
no idea of what he was talking about, and Court Judges had also no idea of
what they were listening to; in that sense everything, from limb
malformation to anencephaly, count as conditions that make life unviable
(Dr Tovar, interview 2007).

As shown in Chapter 2, the conditions that the presenting Judge used for characterising ‘conditions that make life unviable’
were the use of Thalidomide during pregnancy, Tay-Sachs, sirenomelia, and cyclopia.

33
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For geneticists, the understanding of ‘incompatibilities with life’ is very much limited
to those medical conditions – the product of genetic or chromosomal composition – that
result (in most cases) in the auto-elimination of the foetus. There is, apparently, no broader
understanding of what ‘conditions incompatible with life’ suppose on the wider social level.
This understanding, however, does not necessarily mean that geneticists do not agree with
abortion of less severe conditions. The limitations they find in the narrow definition of
‘incompatibilities with life’ translate into a wish for a more flexible abortion possibility in
cases of foetal diagnosed conditions that are less severe from a biological perspective, but
that have implications at the social level and at the individual level of families with children
with such conditions. That is the case, for instance, with Down syndrome, as expressed by
Dr Ceballos in the above excerpt. This position is shared by Dr Santos and Dr Clavijo:

Yes, women should have the possibility to abort a foetus with Down
syndrome. I mean, they have always done that, the majority of women, but
that is not part of the de-penalisation, and it should be (Dr Santos, interview
2007).

I think that for society and for the being that is being gestated it is much
better to interrupt that pregnancy, than to let a defective being be born. I
support abortion because I believe that for both the individual and society it
is better that cases of mental retardation do not make it to be alive. They
would be a burden for the rest of their lives, to their families and to society
(Dr Clavijo, interview 2007)

The strict view that geneticists have of the category ‘incompatibilities with life’ may
be the result of a combination of factors, such as their professional background, and also
because geneticists rarely meet women and couples after amniocentesis results have been
provided, and therefore these professionals are not part of women’s and couples’ decision
making processes in which the ample sensitivity of the term ‘incompatibilities with life’
materialises.
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Specialists in maternal-foetal medicine

In this case, for most of the interviewed obstetricians and specialists in maternalfoetal medicine, abortion de-penalisation is a sensible and needed answer for women and
couples who undergo antenatal testing. Furthermore, for most of the specialists and fellows
on maternal-foetal medicine, abortion de-penalisation due to foetal ‘conditions that make
life unviable’ provided this specialty with more possibilities for action. Nevertheless, all the
interviewed obstetricians and specialists agreed on the point that abortion due to a
diagnosed foetal condition is a decision only women can make. As these specialists perceive
it, obstetricians or specialists can provide women and couples with valuable objective and
neutral knowledge about their foetuses, but only the women should decide on what path to
take once the foetal information is delivered34. This is so because only women and couples
can decide what kind of children they want, or feel like being able to bring up:

Amniocenteses are done for ruling out grave foetal conditions such as
Down syndrome and other trisomies or chromosopathies … I mean, what is
grave is defined by each person. We as doctors must inform women about
all the complications that a condition implies, but only they can decide if a
[foetal] condition is too severe for them as future mothers and thus they
decide if they want to abort (Dr Arroyo, interview 2007).

Having stated their position towards selective abortion decision making,
obstetricians and specialists in maternal-foetal medicine expressed their understanding of
‘conditions incompatible with life’, which relate directly to how they perceive and practice
selective abortion de-penalisation. Conditions that are considered severe enough to grant
women and couples the possibility of an abortion range from extreme complications in
medical terms, as previously presented by the geneticists, to conditions such as Down
syndrome and the other trisomies, to all foetal conditions that women and couples may

In Chapter 5 I delve further into the topic of selective abortion decision making in relation to how information is retrieved
and handed in.

34
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decide not to accept, as, for instance, cleft lip and palate. The understanding of
‘incompatibilities with life’ depends very much on each practitioner and his or her take on
selective abortion. The wide range of variability in the understanding of ‘incompatibilities
with life’ dovetails with the practice of selective abortion:

Incompatibilities with life are not well defined at all. For me, only
conditions that are absolutely incompatible with life, such as heart
conditions without surgical solutions, anencephaly, the absence of kidneys,
or trisomy 1335 or 1836, can be aborted, but never Down syndrome … but the
thing is that the majority of amniocenteses that we perform are meant for
ruling out Down syndrome … most of the times one encounters couples
that are not willing to accept a diagnosis of Down syndrome. For them the
condition seems incompatible with life in economic and individual terms.
Fortunately here we do not perform abortions, so I am not left with such a
responsibility. I think I would not accept that case of abortion (Dr Cifuentes,
interview 2007).

Abortion de-penalisation is seen and understood as solving a problem for
the Colombian population, but what problem is it going to solve? There is
no problem. What abortion de-penalisation did was to legalise a possible
treatment … now women do count with all the possibilities to chose. And
they choose based on what they consider best for them, and we, as doctors
can defend from a legal and scientific point of view almost all abortions. For
instance Down syndrome, it not only refers to a chromosomal pathology but
it refers as well to the concept of family, of life that couples may have and
that may make that condition an incompatibility with life for them … so
basically women have to be well informed about everything and the
decision is only theirs (Dr Sossa, interview 2007).

When the Court talks about incompatibilities I see it as incompatibilities
with normal life, not only extreme situations as anencephaly, but also about
Down syndrome or other conditions, you know … but not to the extreme to
35 Trisomy 13: ‘a congenital condition that is characterized especially by usually severe mental retardation and by craniofacial,
cardiac, ocular, and cerebral abnormalities, is caused by trisomy of the human chromosome numbered 13, and is typically fatal
especially within the first six months of life — called also Patau syndrome’. Merriam Webster Dictionary. Online source:
http://www.merriam-webster.com/medical/trisomy%2013. Accessed on 9th March 2009
36 Trisomy 18: ‘a congenital condition that is characterized especially by mental retardation and by craniofacial, cardiac,
gastrointestinal, and genitourinary abnormalities, is caused by trisomy of the human chromosome numbered 18, and is
typically fatal especially within the first year of life — called also Edwards syndrome’. Merriam Webster Dictionary. Online
source: http://www.merriam-webster.com/medical/trisomy%2018. Accessed on 9th March 2009
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abort a child who is missing an arm, that is where the whole thing gets
complicated you know? Who gets to choose what is incompatible with life
and what is not … It really depends on how you feel about facing a
situation, but I think minor physical defects cannot be aborted (Dr Arroyo,
interview 2007).

I think that all malformed foetuses should be aborted. I am not saying I tell
women to abort, but I think they should. You have to think that such
individuals will be very expensive to both families and the health care
system (Dr Torres, interview 2007)

In this sense, for these specialists abortion de-penalisation represents indeed the
possibility for prospective parents to decide on the offspring they are willing to rear. From
the above excerpts it is evident that, for this group of obstetricians, ‘incompatibilities with
life’ refer directly to prospective parents’ perceptions of a condition, which in turn responds
to prospective parents’ life plans. Such a wide understanding of this category speaks
eloquently about the impossibility of defining it in absolute terms, on the one hand, and
about the volatility of its understanding which informs the practice of selective abortion, on
the other. From the viewpoint of some of these doctors (the vast minority), such a volatile
definition opened a door that could easily lead to a slippery slope:

I can understand abortion in cases that are really extreme, that are even out
of discussion, as for instance anencephaly. But you know that many cases
can be put in terms of incompatible with life, obviously not from a medical
or scientific point of view. I’ve seen many abortions that I do not consider
incompatible with life; I don’t know where this [selective abortion] is
leading us. Now that it is de-penalised, everyone wants to abort what is not
perfect, and doctors are allowing people to do that. Who are we to choose
who is able to live? That, for me, is pure eugenics (Dr Isaza, interview 2007).

However, most obstetricians who support abortion in all cases of foetal diagnosed
conditions find the flexible definition of ‘incompatibilities with life’ and the broad definition
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of ‘maternal health’ the way out for helping women and couples to abort foetuses different
from the average.

Most of those cases of minor physical defects, like missing an arm, are not
accepted for abortion in the case of incompatibilities. Then, in those cases, if
the woman does not want that defective child she alleges that that
pregnancy puts a risk on her health. I mean, the woman, after being denied
an abortion for a minor malformation uses the ‘mothers’ health argument’.
There, in the definition of the mother’s health, the Court did leave a very big
opening, in which everything can count as endangering the emotional and
mental health of the mother. So the lady says she is not able to continue
with the pregnancy that falls into mother’s health [category] and the foetus
missing an arm is legally aborted (Dr Arroyo, interview 2007).

Nowadays it is possible to abort all malformed foetuses, because of the door
opened by the law when the Court said ‘mental and emotional health’ of the
woman. So every woman can opt for that option and say “Oh I am not
prepared for this child, I am very upset, I may commit suicide”, or whatever
they want to say, and so the psychiatrist grants them the abortion. That
happens all the time (Dr Torres, interview 2007).

Since de-penalisation, all cases of foetal conditions are aborted. Women
either say it is an incompatibility with their life, or say they are in terrible
distress. It is one way or another that women get legal abortions nowadays
and doctors do not care about that. They [doctors] are no longer in danger
of being prosecuted, so they do not care who aborts what (Dr Villa,
interview 2007).

Another understanding, although marginal and expressed only by the limited
number of fellows who have experience working in regions ridden by poverty, is that
abortion de-penalisation due to foetal ´conditions incompatible with life´ enables poor
women to have access to services that only rich women had before (i.e. safe abortion):

I see it [abortion de-penalisation] as justice, you know? Women have been
aborting malformed foetuses for many years now. Rich women who are less
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willing to have disabled children had all the opportunities to abort in clean
and safe ways, even in private clinics; doctors performed the abortions but
named them differently, as miscarriages. But poor women had to either
have their malformed children or undertake serious risks for accessing an
abortion in an awful place, or they had to do it by themselves. Abortion of
malformed foetuses will always take place, they have always been there; the
difference now is that it is more just for poor women, who can abort safely
(Dr Arroyo, interview 2007).

However, the fact that access to antenatal diagnostic technologies is only possible to those
women living in urban centres and who have the economic means to afford them is not
addressed or acknowledge by this specialist.
For other specialists, especially those starting their training in maternal-foetal
medicine, selective abortion de-penalisation is seen as providing maternal-foetal medicine
with a better reason to exist and to keep on existing. That is, selective abortion depenalisation and practice comprises a fundamental component of the profession they belong
to:

Abortion de-penalisation gave more opportunities and possibilities to this
profession. I mean, really, this profession, maternal-foetal medicine, is
basically the quality control check point. Without abortion de-penalisation
this was not possible, now we [maternal-foetal doctors] are able to do what
we are supposed to do: not to let pass what is not alright, see? (Dr Torres,
interview 2007).

Now that abortion is de-penalised I see more possibilities for antenatal
diagnosis. When I started studying perinatal medicine I liked it but was not
sure about the real possibilities; now I see more clearly the use of it. Just to
diagnose was a very narrow possibility of this speciality. Now we [doctors]
can be part of the decision making process; before we [doctors] were
completely left outside (Dr Leal, interview 2007).
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These accounts show the imaginary that there is about the social mission of obstetrics and of
maternal-foetal medicine. This understanding goes back to the roots of modern obstetrics, an
issue that is addressed in Chapter 4.
Nevertheless, and despite the effervescence of having a wider scope of action, of
perceiving more opportunities for women to choose on the quality of their offspring, of
making legal a practice that has been going on illegally for as long as antenatal testing has
been available, there is also – however marginal – the perception of an important downside
to selective abortion de-penalisation. For only two maternal-foetal physicians, some
obstetricians, and the lecturer at the National Forum, de-penalisation was seen as
complicating further obstetricians’ tasks. Given that abortion is now an option that
obstetricians may eventually face (and to which they have to respond according to
regulations), they are no longer in the comfortable position of leaving entirely to women the
decision making process and further course of action. Today, obstetricians need to become
involved in women’s reproductive decisions in a visible way.

I defend life very much, that is why I decided to specialise in this [maternalfoetal medicine]. I want to protect life, to help women and babies who are in
danger. Before [de-penalisation] I needed not to worry when women asked
me for an abortion: it was illegal and penalised. The only thing I could do
was to tell them to be careful and to recommend a clinic that performs
abortions in a safe and hygienic way. Now, I know I will need to face
eventually that [a woman wanting to abort a malformed foetus], and I know
I need to be responsible and faithful to science’s ethics (that is to fully
inform the patient about the situation), but also to my morals, so I think
that, if the day comes, I will refer the woman to a colleague. I think I won’t
be able to perform an abortion, especially in the case of a condition I don’t
consider incompatible with life, such as Down syndrome for instance (Dr
Isaza, interview 2007).

With de-penalisation we have to be more involved in the whole process of
decision making. It is not that we were not there before, but now it is more
visible. It is no longer a matter entirely of the woman and her husband; we
have to become also part of the process, you follow? We can no longer tell a
woman a diagnosis, inform her that we do not perform abortions and leave
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her to her fate. Today we not only diagnose but also perform abortions, and
that is a big change (Dr Rincón, interview 2007).

So abortion de-penalisation contributes to a change in the responsibilities and scope
of actions for obstetricians, from diagnosis to intervening in reproduction. Obstetricians’
various points of view make it visible that there is not a unified understanding of what can
be categorised as an ‘incompatibility with life’. Also, there is not a common understanding
of the effects of abortion de-penalisation. The result of such diverse opinions takes shape
when physicians interact with women and couples and inform them about the diagnosis.
Nuances, points of view, and life trajectories mould the information women and couples
receive, which in turn is interpreted through women’s and couples’ life experiences and life
and family plans.

***
In this section it was possible to elucidate that in practice the applicability of abortion
de-penalisation in cases of foetal ‘conditions incompatible with life’ is far more nuanced and
complex than anticipated by the Constitutional Court. There is not a unified and shared
understanding of what ‘incompatibilities with life’ mean, for health conditions constellate
within a given cultural context, and meanings attached to conditions shape and are shaped
by such a context (c.f. Van der Geest 2000).
As exposed in this section, there exists a generalised perception of people with
disabilities as burdensome to families and to society. Furthermore, when looking at the
actors’ accounts exposed in this section, in combination with the shared understanding that
people with disabilities make life rather difficult for parents and the society in which they
live, one can argue that the practice of abortion of foetuses that do not comply with
prospective parents’ expectations do fall into the de-penalised category of incompatibilities
with life. As such foetuses are portrayed as preventing women’s and couples’ fulfilment of a
life plan, not to grant an abortion violates a woman’s Constitutional right to ‘free
development of the personality’ (Sentecia C-355/06: 333).
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Final comments

The public scenarios in which abortion de-penalisation was discussed, but mostly in
which it was legitimised, and the accounts of actors who are in close contact with antenatal
testing that can lead to abortion, show that abortion de-penalisation and practice in cases of
foetal ‘conditions incompatible with life’ is a multilayered issue full of nuances and
understandings. All such understanding and attitudes interrelate, inform, and shape
abortion practice due to foetal conditions that ‘make life unviable’ today.
In this chapter I showed that the plasticity of the category (made evident in the
variety of meanings attached to it) speaks volumes about issues regarding the role of the
socio-cultural context in constructing the perceived severity of a condition, and of the
attached usages, meanings, and functions of antenatal diagnostic technologies in relation to
the categories such technologies enable (Latour 2002; M’charek & Keller 2008). In addition, I
showed that it is not only the generalised rejection of foetuses that are different from the
average, but also that given the existing imaginary about people with disabilities as
inherently burdensome in emotional, social, and economical terms, there exists too a
generalised desire to prevent them from coming to be. Such is the case of chromosomal
conditions of the kind of trisomy 21 – associated with Down syndrome – which although
they do not represent an imminent threat for life in biological terms, are perceived by most
of the presented actors as an ‘incompatibility with prospective parents’ lives’, which then
makes foetuses with those conditions susceptible to being aborted. Furthermore, given the
generalised perception of people with disabilities as inherently burdensome at all
experiential levels, if women are not granted the legal possibility of abortion in cases of
‘incompatibilities with life’ (because the treating obstetrician does not recognise the
diagnosed foetal condition as falling into that category), women may resort to the argument
that their emotional and mental well-being is at risk and will thus be granted the abortion
possibility anyway. Abortion de-penalisation enables, in many ways, prospective parents to
choose their offspring in terms of quality and suitability to their life plans.
Finally, through Chapters 2 and 3, we can see that an ideal of a child, family member,
and fellow citizen is emerging. Hence, it is paramount to dig into the history of such an
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anthropological ideal, while digging as well into the history of the role of obstetrics, and
especially of amniocentesis. This will reveal their role as key elements for helping to achieve
the birth of such ideal individuals, and their role in setting the standards of normality and
thus of desirability of prospective children and fellow citizens. This is the focus of the
following chapter.
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Chapter 4

Amniocentesis in historical context: the Colombian experience

Technologies belong to the human world in a
modality other than that of instrumentality,
efficiency or materiality… It is pointless to want
to define some entities and some situations as
technological in opposition to others called
scientific or moral, political or economic.
Latour 2002: 248

In the previous chapters I have demonstrated the multiplicity (Mol 2002), plasticity
and ambiguity of the category of ‘conditions that make life unviable’37 or ‘incompatibilities
with life’, for which selective abortion was de-penalised in Colombia. I have considered how
it extended beyond conditions that threaten life in biological terms, to include those that
pose a menace to social life and to particular lifestyles. I have also shown how antenatal
diagnostic technologies play a central role in the case of abortion, when the foetus is
diagnosed with a developmental difference. It is through the use, interpretation, and
mobilisation of such technologies that foetuses with ´conditions incompatible with life´ are
spotted, diagnosed, constructed, and made real.
Through the voices of lawyers, judges, bio-ethicists, geneticists, obstetricians, nurses,
and lay people, it was clear that aborting foetuses with ‘conditions incompatible with life’ is
(and has been) an accepted practice, and that abortion de-penalisation was considered by
many actors within these groups as a necessary move. It was also possible to elucidate that
the category ‘incompatibilities with life’ has as many meanings and understandings as there
are actors defining, making use of, and classifying it.

37 From hereafter I will use ‘conditions that make life unviable’, ‘conditions incompatible with life’ and ‘incompatibilities with
life’ interchangeably. Although each category may suppose ontological differences, the way they are used in relation to
selective abortion practice and de-penalisation makes it possible to lump the three concepts together. Furthermore, the fact that
it is possible to lump them together precisely highlights the ambiguous and problematic nature of the concepts, and of the
attempt to pinpoint and pigeonhole medical foetal conditions under such terms.
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Abortion de-penalisation is interpreted as a necessity to ‘move forwards’ (i.e.
modernise and develop) and meet international standards regarding reproductive rights,
basically for three reasons. Firstly, according to the lawsuit, Sentence (C-355/06), and
accounts of public opinion, women should be able to choose the kind of children they want
to rear so that the pregnancy and delivery of a child with a given disability or condition does
not become an imposition but is a free choice. Secondly, for the abovementioned groups and
actors, to live with a disability is portrayed as a fate one should be spared, since such a life is
full of hardships, not only for the person suffering the condition, but for the society and the
family in which such a person is born into. Finally, as explained by bio-ethicists and some
medical doctors, abortion in cases of foetal ‘conditions incompatible with life’ becomes an
issue of social justice, since scarce resources should be better spent on individuals with a
more promising forecast (i.e. expectation of life). It is worth remembering that the decision
as to what constitutes a condition that makes life unviable is dependent upon the
obstetrician’s viewpoint; a situation that results in a great variation in interpretations38.
It has become clear throughout the previous chapters that amniocentesis, in
combination with other antenatal diagnostic technologies, played an important role in the
debate and de-penalisation of abortion in cases of foetal malformation. It has also become
clear that such technologies play an important role in today’s practice of selective abortion of
foetuses with ‘conditions incompatible with life’.
However strong and valid the three abovementioned arguments may be for
supporting abortion de-penalisation in today’s world, a second and more careful appraisal is
needed in order to understand where this generalised discourse, that depicts and constructs
people with disabilities as inherently burdensome, comes from; how antenatal diagnostic
technologies, especially amniocentesis, acquired the authority and roles that they have
today; and how and why reproduction – not just basic reproduction, but the reproduction of
healthy individuals and citizens – became a central issue for policymakers, politicians,
obstetricians, geneticists, and lay people in the history of Colombia.

In the following chapter I address how severe conditions are constructed and interpreted by obstetricians and specialists in
maternal-foetal medicine.

38
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In this chapter I explore the history of amniocentesis in Colombia, as a technology
that has had different usages throughout history, but which lately has become increasingly
relevant due to its capability for diagnosing chromosomal and genetic conditions.
Nowadays it has become a technology that enables prospective parents to choose the kind of
children they want to rear, although its first interests and priorities were rather different.
My argument is twofold. On the one hand I argue that the positioning of
amniocentesis, along with other antenatal diagnostic technologies, is a response to and a
product of the development of obstetrics – as a discipline for medicalising and thus
monitoring and controlling reproduction – in combination with the ideas and actions of
public health – a discipline that evolved from early hygienist ideals for achieving a desirable
nation state body that would allow the country to progress. On the other hand, the premises
of both obstetrics and what is today called public health were themselves re-shaped by the
use of, role, and attached functions that amniocentesis has had and that it enabled. By
contextualising and looking at the interaction of such elements, we can understand the role
that amniocentesis plays in obstetrics today.
I develop my argument as follows. Firstly, I address the history of amniocentesis in
Colombia, linking its deployment in the country with what is known of the development
and use of the technology in different locations. From that account the relationship between
amniocentesis and eugenics will come to the surface. In the second section I discuss eugenics
discourses and practices, and the contextual particularities that such a movement had in
Latin America. I also discuss the possible links between eugenics, obstetrics, and public
health as it occurred in Colombia. In order to make such a link possible, I look into the
history of the hygienist movement of the early and mid 1900s in Colombia, which later
developed into public health. On the basis of that history we can try to uncover the possible
sources of the social understandings of which particular children are considered undesirable
(in this case, people with disabilities), that nourish today’s understanding of those groups of
people and which inform the practice and de-penalisation of selective abortion of foetuses
with a ‘condition incompatible with life’. In short, I will unearth historical sources for the
different components that contribute to current interpretations of the ambiguous category of
‘conditions that make life unviable’.
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I conclude that the history of the search for a modern and developed country helps
to better understand why and how amniocentesis gained the central role it has today in
reproductive services. Further, I show why abortion in cases of foetal genetic, chromosomal,
or morphological variations has been deemed acceptable from the moment in which
amniocentesis offered the possibility to test in utero for chromosomal or genetic variations.

Amniocentesis: ‘trespassing the sacred tabernacle’39

With the voice recorder turned off, following the wishes of my interviewee, I had
two conversations with Gynaeco-obstetrician Dr Fernando Sánchez-Torres, a prominent
physician who is well known and respected in the world of obstetrics. Having studied
medicine and later the specialisation of obstetrics and gynaecology at the National
University of Colombia, Bogotá, Sánchez-Torres has a remarkable academic and medical
career.
His numerous publications regarding the history of obstetrics as a discipline and its
subsequent development in Colombia (Sánchez-Torres 1991, 1993), and his central role in the
National Academy of Medicine, the Colombian Institute of Bioethics Studies, and also in the
Colombian Society of the History of Medicine – the latter two of which he is a founding
member – make Sánchez-Torres a pivotal figure to the world of obstetrics, both nationally
and internationally. This is further shown in his many memberships, as for instance being an
Emeritus member of the Colombian Society of Gynaecology and Obstetrics, and his current
role as president of the foundation ‘Right to die with dignity’. In addition, Dr SánchezTorres counts a number of national and international recognitions throughout his
professional life. But the matter that brought Dr Sánchez-Torres and I together is that he was
the first obstetrician to publish research results and report about amniocentesis in Colombia
(Sánchez-Torres 1972, 1973, 1988, 1991).
To reconstruct the history of amniocentesis in Colombia was not easy; nor was it easy
to meet with Dr Sánchez-Torres. This was not because he was a person difficult to arrange a

39

Fernando Sánchez-Torres, personal communication 2009.
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meeting with; on the contrary, once I tracked him down as the pioneer (a term he himself
uses) for performing amniocenteses in Colombia, he did not hesitate to set up an
appointment with me. Later, during a second phase of data gathering, I contacted him again
and his reaction was the same: a quick answer for fixing an interview. The difficulty I
encountered in finding Dr Sánchez-Torres lay in the fact that only two participants in this
research, amongst all the interviewed geneticists and obstetricians, could think of and name
possible pioneers of amniocentesis in the country. One such physician was the obstetrician
Dr Isaza, of the Department of Maternal and Foetal Care in which the core ethnography took
place. The second was geneticist Dr Giraldo, who was able to provide information about a
student of Sánchez-Torres – Dr William Onatra – who worked and published with SánchezTorres (Sánchez-Torres & Onatra 1973).
Surprisingly, for most of the specialists in maternal-foetal medicine with whom I
talked during fieldwork, the history and origins of amniocentesis were not known and did
not seem relevant for their practice. Even more striking was the fact that two specialists
(who did not work at the Department) reported being the first to perform amniocentesis in
Colombia around 1987, some 20 years after the existence of the procedure in the country.
As mentioned before, I was able to meet Dr Sánchez-Torres, a central figure in the
use and development of amniocentesis in Colombia, through Dr Isaza, one of the
obstetricians following a fellowship in maternal-foetal medicine at the Department. Once,
whilst talking with Dr Isaza, I expressed my eagerness and difficulties in finding the pioneer
of amniocentesis in the country. At that time, Isaza reported that he was not sure about the
origins of the procedure, but offered to lend me his books on the history of obstetrics in
Colombia in the hope that they would shed some light on the matter. Two days later, Dr
Isaza arrived at the Department with a beige bag containing 3 books: The History of Obstetrics
in Colombia40; Science and Human Reproduction41; and the last one entitled Clinical Embryology42.
‘This one [the latter] is for you to better understand when we [specialists and fellows] talk about cases.
I recommend you to photocopy Chapter 8 [congenital anomalies]. The other two books will be helpful
for looking at the history of amniocentesis’, said Dr Isaza when handing me the books. ‘I read a

Sánchez-Torres 1993. Historia de la obstetricia en Colombia. Giro Editores: Bogotá.
Sánchez-Torres 1991. Ciencia y reproducción humana. Empresa editorial Universidad Nacional de Colombia: Bogotá.
42 Moore & Persaud 2006. Embriología Clínica. Elsvier: Madrid.
40
41
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bit of them again and look: here [in ‘The History of Obstetrics in Colombia’] he [Sánchez-Torres]
is making reference to an article on amniocentesis written by himself in 1972. I think that it is the
first publication on the subject here in the country’. Dr Isaza also told me that Sánchez-Torres
had been his teacher in medical school, and that he, Isaza, was pretty sure that if I contacted
the National Academy of Medicine they would provide information about how to locate
Sánchez-Torres.
Instead of trying that route, I preferred to look up Dr Sánchez-Torres on the Internet,
and I found out that he is currently a member of the Board of Directors of the Central
University in Bogotá. I telephoned the number that appeared on the University’s website,
and after introducing myself to the secretary I was put through to Dr Sánchez-Torres. Isaza
was right: the 1972 article was the first publication about amniocentesis performed by a
Colombian obstetrician in the country. I asked Sánchez-Torres if we could meet for an
interview about his experience with amniocentesis and he proposed a meeting two days
later, at 17.30 at the library of the National Academy of Medicine.
Dr Sánchez-Torres is a grey haired elderly man, who has the distance and
demeanour of physicians of his generation, but when given the opportunity shares a smile.
We had two interviews, with two years between them. The first one was rather short, about
30 minutes, because he had a meeting scheduled right afterwards. The second, which took
place at his house, was longer, more pleasant, and more comfortable. Perhaps it was the
absence of the pressure of an upcoming meeting, the comfort of an old family house, and the
fact that we had met before, that contributed to a more articulated interview, which was as
rich as the first.
During the first brief encounter, Dr Sánchez-Torres explained that:

The first amniocenteses were done around 1965. We did them in the
Maternal- Infant Institute [in Bogotá]. We performed lots of amniocenteses
during the first years, and until the law 100 was enacted43 … I was
interested in getting acquainted with the uterine environment during

Ley 100 de 1993; by which the health care system changed into an ‘Integral Social Security System’, set to unify and
coordinate the Social Security System and the enterprises that provide health care (see Congreso de la República de Colombia
Ley 100 de 1993. Article 6).
43
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pregnancy … We also did amniocentesis when there was an excess of
polihydramnios; so when it was needed to reduce the amount of amniotic
fluid. We also did amniocentesis for studying glucose concentrations in the
amniotic fluid, for research, as I reported in these articles [he points to some
articles he was holding]; I explained all about it in there … And we also did
amniocentesis for detecting chromosomal errors, and the sex of the foetus.
But other usages that amniocentesis had, that we used amniocentesis for,
were to assess foetal lung maturity, and in cases of prolonged gestation. In
cases of a dead foetus we used it for inducing labour … Sometimes,
amniocentesis was also used for terminating pregnancies, in cases in which
the pregnancy needed to be terminated. I mean, amniocentesis had many
indications for its use. As I say in this article [of 1972], amniocentesis has
therapeutic, diagnostic, prognostic, and research indications. You can make
a copy of these articles so you can know about it (Interview 2007).

I was surprised to know that amniocentesis was first being performed in Colombia
as early as 1965; my initial inquiries had referred to amniocentesis’ first incursions in
Colombia around the mid 1970s. The timing of the first appearance of amniocentesis made
me wonder about two major issues: one related to the use of obstetric ultrasound which, due
to its capability to render transparent the woman’s uterus, serves as a guide when doing
amniocentesis. The other question related to the use of amniocentesis for diagnosis of
chromosomal variations. Given the early use of amniocentesis, these two technologies and
types of knowledge were not yet available in the country. In answer to the first question, Dr
Sánchez-Torres stated:

Yes, at the beginning we did not have [obstetric] ultrasound. That only
arrived in Colombia in 1976, and not even to Bogotá but to Barranquilla [a
city located in the north-western part of Colombia]. So we did supra-pubic
amniocentesis. I mean, if it was an amniocentesis after the fifth month – so
when you could palpate the foetus – the puncture was performed suprapubic or on the sides. In the places where you knew that small parts of the
foetus were [the head of the foetus was expected to be in the supra-pubic
area]. If the pregnancy was less than five months – so you couldn’t palpate
the foetus yet – then the puncture was done in the middle line [línea media]
(Interview 2007).

114

Achieving the desirable nation
__________________________________________________________________________________________

Despite Dr Sánchez-Torres’ explanation, I wanted to dig more into the matter of the
absence of ultrasound when introducing a needle in the uterine cavity of a pregnant woman;
although, by that point, I already knew that amniocentesis had more than a hundred year
history. Rapp describes how, when attempting ‘to relieve harmful pressure on the foetus of a
pregnant woman’ (Rapp 2000: 28) by ‘extracting amniotic fluid transabdominally through a
hollow catheter’ (Rapp 2000: 27), a German doctor had performed and described the first
amniocentesis in 1882. Such a practice remained an experimental treatment for reducing an
excess of amniotic fluid which threatened foetal development. From Dr Sánchez-Torres’
experience, I realised the craft of those physicians who, in the absence of obstetric
ultrasound, were eager to learn about and discover the functioning of the pregnant uterus in
search of better care for their patients, and thus dared to ‘trespass the sacred tabernacle that
the uterus was’ (Sánchez-Torres, Interview 2009). That is, in the urge to become acquainted
with the process of pregnancy, Sánchez-Torres and colleagues dared to trespass the uterus,
sealed until then, in search of information regarding the physical and chemical changes,
processes, characteristics, and qualities of the pregnant human uterus and of the foetus. I
asked Dr Sánchez-Torres what precautions he took for not injuring the foetus and or
damaging the placenta. He explained:

It was more difficult, indeed, but you also had to be more careful. The
foetus could be injured with the needle or there could be isoimmunisation
due to the rupture of the placenta, amongst other complications. So you
needed to be very careful. If you did the puncture gently and attentively
you could feel when the needle passed through the abdominal cavity, the
uterine wall and then the amniotic bag, and you could also feel when you
hit the foetus, which, if you performed the puncture gently, as I said, was
soft enough to not injure the foetus (Interview 2007).

As for the uses of amniocentesis for diagnosing chromosomal or genetic variation, in
our first interview Dr Sánchez-Torres pointed out that:

At the beginning, when we started to do amniocentesis, genetics research
had not been introduced to the country yet, so we could only do those at the
end of the sixties (Interview 2007).
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When we met again in 2009 he complemented his previous answer by adding that:

At the beginning we used to look at the amniotic fluid with a naked eye, to
assess how the foetus and the placenta were doing. It was all about the
clinical eye, that’s forgotten now. But what we looked for – or why we did
amniocenteses – was to be able to assess the interior of the uterus and to try
and get closer to the development and well-being of the foetus… The liquid
should be clear; if it is too yellowish it meant that the placenta is not doing
well, or if it is with blood that means that the foetus is dead (Interview
2009).

Along with these major questions, I also wanted to know how amniocentesis made
its way to become a recurrent practice in Colombia. To this Sánchez-Torres answered:

When I was a resident I never got to know about this procedure. But when I
was a teacher, around the mid-sixties, we got to know more about
amniocentesis through international scientific journals to which we had
access here. In such [journals], other obstetricians reported about this
procedure, which we found an incredible tool for finally being able to enter
the pregnant uterus and study it and the foetus. So we started to experiment
and to perform amniocenteses … as I mentioned before, we used to only
look at the appearance of the liquid; that alone already gave a lot of
information to us (Interview 2009).

Given that Dr Sánchez-Torres reported hundreds of amniocenteses taking place from
the mid-sixties until the early 1990s, I wondered about the specialists doing them:

We taught amniocentesis in medical school and it was shown to the
students the relevance of this exam … but from the onset of amniocentesis
the specialists performing it have been very few, although many women
want to have it, or should have an amniocentesis … now even more so that
there is new knowledge and indications for amniocentesis, for example the
indications of malformed foetuses [chromosomal and genetic variations]
(Interview 2007).
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In relation to this latter point, and with regard to the practice of selective abortion
and recent abortion de-penalisation, Sánchez-Torres reluctantly said:

… well, when genetic information and technology was developed here and
amniocenteses were done to find chromosomal or genetic errors then yes,
we knew that [some] women were aborting malformed foetuses, although
we did not practice them … I mean, I think it is good for women to abort if
they know their foetus has a malformation and they don’t want to have it
(Interview 2007).

On that note we finished our first interview. Other senior physicians had arrived and
were expecting Dr Sánchez-Torres in the meeting room. Before saying goodbye, the senior
and gentle obstetrician handed me over three articles of his own and added:

Make copies of these, there I report about the different indications for
amniocentesis. They will be useful for you. You can leave the originals with
the receptionist (Interview 2007).

From the rich accounts of Dr Sánchez-Torres a number of relevant issues that needed
further exploration came to the surface. First was the long history that amniocentesis has in
Colombia. Second, the multiple and changing functions, usages, and roles that the exam has
had since its early days back in 1965; and how to account for how far from many of those
early functions, interests, and priorities amniocentesis stands today. Third, due to the lack of
ultrasound technology, which meant no possibility for looking into the uterus, amniocenteses
were performed blindly for almost a decade, thus carrying further risks for the foetus and
the woman. Fourth, despite the risks carried by amniocentesis, Sánchez-Torres was keen on
it for it provided crucial information about the uterus of a living pregnant woman, while it
also enabled obstetricians to assess on the well-being of the pregnancy based on the quality
and appearance of the amniotic fluid. And finally, Sánchez-Torres confirmed, as other
participants of the research had confirmed before, that selective abortion after amniocentesis
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positive results is as old as the possibility for testing in utero for chromosomal and genetic
composition.
As expected, the written material provided by Sánchez-Torres turned out to be
central. Moved by the novelty of a procedure that was rapidly being refined, and which Dr
Sánchez-Torres deemed paramount for the practice of obstetrics, he decided to write an
article in 1972 to inform colleagues about the technique of and indications for amniocentesis
(Interview 2009). According to Sánchez-Torres (1972), by 1972 amniocentesis ‘ha[d] acquired
chief relevance not only as a procedure to clarify different aspects of the physiology of the
intrauterine environment, but also for establishing foetal conditions or for treating some
obstetric disorders’ (1972: 371, my translation). Therefore, he considered that every
obstetrician should be qualified to perform the exam. Sánchez-Torres continued, ‘given that,
amongst us, this is not a well known procedure, we consider [it] advisable and opportune to
address the topic, in order to establish its indications, explain its technique, mention the
possible complications that it can carry, and report on our experience’ (1972: 371, my
translation). Although ‘initially amniocentesis or ovocentesis had as [its] fundamental aim to
drain the excess of amniotic fluid … and to induce labour when the foetus was dead or in
cases in which it was considered necessary to interrupt the pregnancy’ (1972: 371, my
translation), by 1972 amniocentesis was recommended and used in even more cases. Such
indications were therapeutic, diagnostic, prognostic, and for research.
As specified by Sánchez-Torres, therapeutic amniocentesis had three indications.
Firstly, he expressed that ‘with relative success’ (1972: 371), amniocentesis had been used for
doing foetal blood transfusion in cases of RH isoimmunisation44. Secondly, in cases of
polihydramnios, amniocentesis was (and still is) performed as the main treatment for
reducing excess amniotic fluid. Finally, amniocentesis was performed for inducing labour or

44 As defined by Medline Plus dictionary online ´Rh incompatibility is a condition that develops when a pregnant woman has
Rh-negative blood and the baby in her womb has Rh-positive blood... In such cases, the mother's immune system treats the Rhpositive fetal cells as if they were a foreign substance and makes antibodies against the fetal blood cells. These anti-Rh
antibodies may cross the placenta into the fetus, where they destroy the fetus's circulating red blood cells´. Online source:
http://www.nlm.nih.gov/medlineplus/ency/article/001600.htm.
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abortion given that ‘the introduction of hypertonic solution in the amniotic area tends to
produce uterine contractions’ (1972: 371).
With regard to amniocentesis’ diagnostic indications, Sánchez-Torres (1972, 1988)
pointed out seven cases, as follows. 1) Diagnosing foetal death, as there takes place ‘changes
both macroscopic and microscopic in the amniotic fluid, when the foetus has died, [which]
are easy to observe thanks to the amniocentesis’ (1972: 371-372). 2) Diagnosing premature
membrane rupture, because ‘the trans-abdominal introduction of a colouring substance into
the uterine cavity contributes to confirm … membrane rupture’ (1972: 372). 3) Hydatidiform
moles can be diagnosed when a radiologic image of a ‘honeycomb of bees is shown, after the
introduction of contrast agents’ (1972: 372) in the uterine cavity. 4) Foetal sex is possible to
identify by studying chromosomes and Barr bodies in the cells contained in the amniotic
fluid. 5) Sánchez-Torres (1972, 1988) explained how foetal maturity is possible to determine
by the detailed study of the concentration of substances such as creatinine and bilirubin. 6)
The diagnosis of ‘congenital diseases’ was addressed, for Sánchez-Torres pointed out that
‘through the cultivation of foetal cells it is possible to perform the antenatal diagnosis of
some genetic disorders such as Down syndrome, Pompe’s disease and metachromatic
leukodystrophy’ (1972: 372). 7) Finally, he spoke of the possibility of locating the placenta,
through the ‘radiological visualisation of the amniotic cavity, with contrast agents, [which]
facilitates the identification of the place in which the placenta is located’ (1972: 372).
However, by 1988 Sánchez-Torres underlines that this latter indication for amniocentesis
‘has been relegated by the use of ultrasound’ (1988: 52).
Amniocentesis had also a prognostic function, used for determining foetal lung
maturity. By closely ‘studying the phospholipids in the amniotic fluid … by knowing their
concentration, it is possible to predict the level of lung maturity, and thus to judge which
foetuses will develop the respiratory difficulty syndrome or the disease of the hyaline
membrane’ (Sánchez-Torres 1972: 372). Similarly, ‘the study of the concentrations of estriol is
considered useful for knowing the functional status of the placenta, and thus the status of
the foetus … furthermore, the simple appearance of the amniotic fluid constitutes a great
help when one wants to inquire about the status of the foetus in given pathologic
circumstances, such as prolonged pregnancies’ (Sánchez-Torres 1972: 372). In a later
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publication

in

1988,

Sánchez-Torres

added

another

prognostic

qualification

to

amniocentesis: ‘the quantification of the so called alpha fetoprotein orientates to the
diagnosis of the open alterations of the neural tube … [H]igh levels of this protein … allow
[us] to predict, in 90% of the cases, the presence of anencephaly and spina bifida’ (SánchezTorres 1988: 52). Finally, in this seminal work on amniocentesis in Colombia, Sánchez-Torres
addressed amniocentesis use for research as follows: ‘amniocentesis has been and continues
to be a procedure employed for investigating the characteristics of uterine contractions, and
also the composition and volume of the amniotic fluid, in either normal or pathologic
conditions’ (1972: 373).
As for the technique of amniocentesis, Sánchez-Torres (1972) provides a detailed
account of the ways in which the puncture should be done, stressing that ‘although many
have used the vaginal track for reaching the amniotic cavity, nowadays, that is only done via
the trans-abdominal puncture, because it has been proven that the latter offers more safety,
is easier, and carries less complications than the former’ (1972: 373). He reports that the place
for the puncture depends on the gestational age, as repeated by Sánchez-Torres in the
interview. The woman should lie down on her back, legs stretched, with arms crossed over
her chest. The abdominal wall needs to be entirely uncovered to allow for auscultation to
locate the foetus. Once the foetus is located, the abdomen must be ‘cleaned with water and
soap and then disinfected with an antiseptic solution’ (1972: 373). The area requires
sterilisation in order to minimise infections. Sánchez-Torres (1972: 373) makes sure to
mention that ‘it is possible to feel when the needle hits the foetal body, which should not be
injured if one proceeds gently’.
In the following chapter, it will be shown that the current technique for extracting
amniotic fluid remains pretty much the same as that reported by Sánchez-Torres (1972,
1988). However, there are three major differences in today’s practice: the foetus and the
placenta are located via ultrasound; amniocentesis is no longer performed after the 18th week
of pregnancy; and amniocentesis’ interests and functions are, nowadays, pretty much
limited to genetic and chromosomal assessment, for ruling out foetal infections, and for
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extracting excess amniotic fluid. If there is a need for later foetal chromosomal examination,
that is done via cordocentesis45.
With regard to the possible complications, Sánchez-Torres (1972: 373) explains that:

[I]n 1000 amniocenteses, Freda46 communicated not having observed
maternal or foetal morbidity. However, there is agreement in that there are
three risks when practising it: infection, direct foetal lesion, and
foetalmaternal sensitisation. Infection, with no doubt, is the gravest
complication … it is present, mostly, after the intrauterine injection of a
dextrose solution … Foetal damage can be direct, that is, with the needle …
The laceration with [a] needle of the foetal-maternal placental barrier has
been invoked as the cause of the initiation or worsening of the
isoimmunisation … it is evident that amniocentesis performed for obtaining
amniotic liquid is inoffensive for the mother, but not when used for
introducing substances in the ovular cavity. Besides the already mentioned
infection, the injection of hypertonic saline solutions can cause lethal brain
damage. Finally, the puncture of the vesicle or intestinal perforations are
but remote possibilities if the necessary precautions, such as emptying the
bladder and performing a careful abdominal palpation, have taken place.

Sánchez-Torres finishes the theoretical part of his publication with this last note on
the complications of amniocentesis, in order to give room for reporting his experience with
the exam in the Maternal-Infant Institute Concepción Villaveces de Acosta (Bogotá), in
which, by 1972, 350 amniocenteses had taken place. Sánchez-Torres (1972: 375-376)
explained that:

[B]esides the light pain that afflicted women at the very moment of the
puncture, we did not observe any other ailment or complication imputable
to the procedure, warning though, that we did not investigate if foetalmaternal transfusion took place in the 50 cases in which we presume that
the placenta was lacerated. Three patients showed manifest arterial
hypertension … which bettered when [the women were] put in the lateral
position … One pregnant woman with a dead foetus, to whom a dextrose

45

Cordocentesis is the technique of extracting foetal blood from the umbilical chord.
Freda, J. 1966. Recent obstetrical advances in RH problems, ante partum management, amniocentesis, and experience with
hysterectomy and surgery in utero. Bulletin New York Academy of Medicine 42: 475. Cited in Sánchez-Torres 1972.
46
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solution was injected with the intention of provoking the delivery, showed
at the childbed septicaemia due to staphylococcus albus. [She] died due to
this cause.

There are a number of elements that make this article of great relevance for
understanding amniocentesis’ history in Colombia. From the previous accounts it is visible
how such a technique, which was to some extent rather rudimentary at its onset, grew so
inexorably in terms of use and sophistication to become the technology we know today.
Sánchez-Torres’ accounts of the early practice show how there was still hesitation about
performing amniocentesis – visible in the use of expressions such as relative success, tends to
induce contractions, easy to observe. It is thus possible to say that at this early stage the
technique was somewhat volatile and difficult to master: if the performing obstetrician was
careful and cautious enough, the possibilities of foetal injury, placental laceration, intestinal
perforation, and vesicle puncture could be prevented. Apparently, the maternal death as a
possible result of the injection of hypertonic solutions could not be controlled as there was
no further elaboration on how such a complication could be handled – which added not only
further risks, but also required more ability and care from the practicing obstetrician.
The combination of amniocentesis’ versatility as a tool for treatment, diagnosis,
prognosis, and research, coupled with the welcome it received within scientific and
scholarly circles, allowed the technology to gain a place in obstetrics in Colombia. The
scientific rhetoric (Restrepo Forero & Becerra Ardua 1995) used in Dr Sánchez-Torres’
publications, and particularly the neutral tone (Sánchez-Torres 1972, 1988; Sánchez-Torres &
Onatra 1973), visibly positions the technology and its practitioners as part of a solid,
renowned, evenly developed, coherent, neutral, and very importantly, international (mostly
Anglo-Saxon/European, with the inclusion of a couple of neighbouring countries) scientific
community, who were publishing amniocentesis related experiences at the same time as
these scholars were doing it. It only requires a glance at Sánchez-Torres’ (1972) list of
references to recognise that most of the cited bibliography is only a few years older than his
publication, with very few exceptions. Such a fact should come as no surprise when one
looks closely at the international development of the technique.
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The story of Dr Sánchez-Torres resonates with statements in the former chapter
about how new roles for obstetrics, either related to technological innovations or due to the
de-penalisation of abortion, enable obstetricians to “do something” with their knowledge
and their profession.

Amniocentesis in the international arena

During the mid-fifties amniocentesis use was rather sporadic and rare. It was a
practice for which the safety as well as its potential still had to be proven. Reported
malformations in mice after an amniocentesis had been performed led many to question the
ethics behind performing such an exam on healthy pregnant human beings. Further, it was
questioned whether women participating in the trials were aware of such dangers
(Morowitz 1957: 465). Responses to such worries were backed up with scientific evidence of
amniocentesis’ harmlessness to both the woman and foetus in 25 normal pregnant human
procedures. The safety and ease of performing the exam were emphasised (Parrish et al.
1957a: 465 (in response to Morowitz); Parrish et al. 1957b).
By the 1950s, amniocentesis was mainly used to test for maternal-foetal blood group
incompatibility and for determining the severity of RH disease (Rapp 2000: 28). Soon
though, after the discovery of the sex chromatin, amniocentesis was used to determine foetal
sex, mainly for women already mothering a son with haemophilia: as ‘it was determined to
be chromosomally male, then they ran 50 percent risk of having another son affected by the
disease’ (Rapp 2000: 28). Given this new possibility, the Danish were the first to report an
abortion after the determination of male foetal sex for a carrier of haemophilia, in 1960.
Later, in 1967, Jacobson & Barter published their article on ‘intrauterine management of
genetic defects’, which provides accounts of their experience of doing a karyotype from
foetal cells floating in the amniotic fluid. The literature of the late 1960s and early 1970s
addressed amniocentesis as a medical examination, and was largely focused on the test’s
function as an index for foetal genetic information, which was known ‘early enough to be an
important consideration in gestational management’ (DeMars et al. 1969: 1304, emphasis
added).
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Thus, by the time that amniocentesis was given a place in the scientific discourse of
obstetrics in Colombia (Sánchez-Torres 1972), the technique had already earned a place in
the international arena which was increasingly medicalising pregnancy, and amongst a
scientific community that, in taking care of pregnancy, brought about such a medicalisation.
Nonetheless, the existence of a scientific research field and scientific publications
does not necessarily lead to a medical practice having the secure position that amniocentesis
enjoys in Colombia and elsewhere. In this respect, what I see as contributing to
amniocentesis’ position as an accepted and (in the view of some) necessary technology has
to do with amniocentesis’ versatile nature, and the key role it has played for obstetrics.
If we bring Sánchez-Torres’ article back for a moment and remember amniocentesis’
different indications, it is possible to point out that amniocentesis had a central role in the
development of obstetric knowledge with regard to the uterine environment during
pregnancy. The puncture of the uterus, the extraction of amniotic fluid, or the injection of
substances, represented the way in which obstetricians could not only gain knowledge of,
but also diagnose and treat, ‘pathologic’ pregnancies; in other words, to successfully
continue to medicalise pregnancy and to set standards of normality (c.f. Hiddinga & Blume
1992). Amniocentesis enabled obstetricians to explore inside a pregnant woman, to assess
foetal status, to diagnose and prognosticate foetal conditions, and to treat what were defined
as pathologic pregnancies. Amniocentesis provided obstetricians with information and
possibilities that before were unreachable to them; it allowed obstetricians to ‘better watch
over the foetus and the pregnant woman, in a way that could help to guarantee a good
pregnancy outcome’ (Sánchez-Torres, Interview 2009). In other words, it could extend
obstetrics’ jurisdiction over all pregnancies.
Of the numerous possible indications for amniocentesis reported by Dr SánchezTorres (1972, 1988), only very few remain in use. The development of obstetric ultrasound
by Ian Donald in 1956 (Blume 1992; Sánchez-Torres 1993) and its further refinements took
over most of amniocentesis’ interests, priorities, and possibilities. Determining foetal sex,
foetal maturity, and foetal death, the location of the placenta, the diagnosis of hydatidiform
moles, and membrane rupture, are nowadays functions performed by obstetric ultrasound.
Other indications such as inducing abortion or delivery and the need for assessing foetal
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lung maturity were taken over by developments in other technologies such as
pharmaceutics and neonatal intensive care units (Dr Rincón, specialist on maternal-foetal
medicine, personal communication 2007).
In such a state of affairs, amniocentesis was displaced by other technological and
knowledge innovations, but instead of losing range or importance in contemporary
obstetrics, amniocentesis gained centrality. Whilst the development of obstetric ultrasound
took over most of amniocentesis’ possibilities and interests, the fact that the uterus was
rendered transparent represented an enormous advantage for obstetricians in practicing
amniocentesis, for the risks were dramatically reduced. Further, the use of ultrasound
helped to narrow down the indications of amniocentesis, making it a much more precise and
specialised technique (Sánchez-Torres, Interview 2009).
In addition, the indications for which amniocentesis is performed today – namely
assessing somewhat early in pregnancy foetal chromosomal and genetic composition,
detecting foetal infections, and reducing excess amniotic fluid – are so far only possible
through the use of this particular technology. Out of these three possibilities, the one that
gives amniocentesis its leading role is, undoubtedly, the possibility to diagnose
chromosomal or genetic conditions.
As pointed out by some authors (Kevles 1995; Rapp 2000), with Jérôme Lejeune’s
discovery of trisomy-21 as related to Down syndrome, amniocentesis gained importance
and was beginning to be regarded as a core and necessary procedure; especially for women
categorised as being ‘at risk’ of carrying a foetus with the condition. Thus once
amniocentesis was able to deliver foetal genetic and chromosomal information, this became
its chief purpose. Such a refinement in antenatal information stemmed from an interest in
monitoring pregnancy (c.f. Hiddinga & Blume 1992), a point addressed later in the chapter.
Returning to the discovery of trisomy-21, Lejeune was convinced that Down
syndrome was related to hereditary mechanisms, which necessarily involved a change in the
genetic material ‘then known to be large enough to carry a polygenic message – a
chromosome’ (Kevles 1995: 246). Nonetheless, it was while studying what Lejeune saw as a
‘mongol fly’ that he discovered that they had one less chromosome than average flies. Such
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a discovery encouraged him to study the chromosomes of his patients with Down
syndrome, led by the belief that he would find a missing chromosome as the cause of the
syndrome. Because Lejeune lacked knowledge in human cytogenetic techniques, however,
he had to postpone his hypothesis until later. In 1959, history offered Lejeune the
opportunity to pursue his quest, when in collaboration with ‘Marthe Gauthier, a cardiologist
who had recently learned the technique of tissue culture’ (Kevles 1995: 247), and under the
supervision of Raymond Turpin, Lejeune cultured pieces of connective tissue from three
patients with Down syndrome. To Lejeune’s surprise, instead of a missing chromosome, the
tissue evidenced an extra chromosome to the count of forty-six, which was confirmed as the
human chromosomal count in 1955 (Kevles 1995; Rapp 2000).
The discovery of trisomy-21 was of particular importance ‘in dramatising the
medical value of human genetics’, for doctors learned that many disorders had a genetic or
chromosomal origin (Kevles 1995: 254). The ability to test in utero for Down syndrome and
other known chromosomal variations, as well as twenty-eight inborn errors of metabolism
and a number of related genetic conditions, conferred to amniocentesis the necessary value
for scientific recognition as one of the greatest tools for genetic diagnosis. Such scientific
legitimation led to an impressive growth in amniocentesis use in the years that followed
(Kevles 1995; Rapp 2000).
The attractive part of antenatal testing meant that women and couples could decide
to terminate the pregnancy should the foetus show a chromosomal or genetic variation. In
other words, and as depicted in medical literature, since its early days of incursion in the
human genetics terrain, amniocentesis was thought of as a tool for early detection of foetal
variation, and abortion was presented as a ‘treatment’ (c.f. De Mars 1969; Borgaonkar &
Shah 1970; Boyle et al. 1970). Abortion following amniocentesis positive results was
presented as a ‘safe, effective and economically feasible corrective measure that can be
applied to affected individuals … At present, the only way in which the disease [LeschNyhan syndrome] may be prevented, once conception occurs, is therapeutic abortion’
(DeMars et al. 1969: 1305). In this regard, some authors in the US explained how, when
consented by prospective parents, they would terminate affected pregnancies by ‘the
intrauterine injection of 175 ml of 10 percent saline’ (Boyle et al. 1970: 689), and stillborn
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foetuses would then be retrieved for further scientific research on the specificities of their
condition (Boyle et al. 1970; Brady et al. 1971). Furthermore, medical literature from the late
sixties and early seventies portrayed post-amniocentesis abortion as a program for
controlling the incidence of genetic diseases (c.f. De Mars 1969; Borgaonkar & Shah 1970;
Boyle et al. 1970). To have a disabled child was seen no longer as a matter of fate, but became
a matter of choice.
In addition, in some countries important social and legal changes that took place
during the 1960s and 1970s contributed to the impressive growth of amniocentesis use in the
years that followed. Such changes ‘offered unprecedented reproductive choices for women’
(Mateu 2002: 236), to the extent that women were and are able to plan childbearing in
relation to individual desires (i.e. abortion and contraceptive pills). Modifications in abortion
laws started to take place shortly after amniocentesis was beginning to be used as a
diagnostic tool for genetic variations. Abortion de-penalisation in 1967 in Great Britain and
in 1973 in the United States stimulated a major boom in prenatal diagnosis (Kevles 1995:
257), especially in Europe and the US. Although the liberalisation of abortion laws was not
solely related to the availability of prenatal diagnosis, it is noteworthy that, as argued by
Rapp (2000: 33), ‘the widespread deployment of prenatal diagnosis only became conceivable
and possible when enrolled by and through legal access to abortion’. Thus, motherhood
acquired a different meaning, as did the foetus.
Interestingly enough, in Colombia abortion was fully penalised until the year 2006,
as discussed in Chapter 2. Nevertheless, such a legal barrier impeded neither the growing
importance and practice of amniocentesis, nor the practice of selective abortion in the event
of amniocentesis positive results. As expressed by Dr Sánchez-Torres (personal
communication), by all other interviewed health care workers (geneticists, obstetricians,
specialists in maternal-foetal medicine, nurses, psychologist), by participants of the National
Forum on abortion de-penalisation, and by some media accounts (El Tiempo 2006), the
abortion of foetuses different from the average has taken place in the country ever since the
possibility of diagnosing such conditions in utero has existed. From oral accounts it is clear
that although it was not accepted by the Colombian Penal Code (2000), many women and
couples who received amniocentesis positive results still sought the abortion of that foetus.
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Such a practice was not only known of by all specialists working with pregnant women who
undergo amniocentesis, but it was also regarded as an accepted (and sometimes expected)
practice by many, as presented in Chapter 3.
It is because of the current undeniable relationship with abortion – due the
possibility of assessing foetal chromosomal and genetic (ab)normality – that amniocentesis is
a polemic and contested technology. The fact that it enables individuals, physicians, and
populations to decide on what counts as a desirable human being worthy to be born leads
some to relate amniocentesis with eugenics, whilst others praise and respect it.
However, the eagerness for producing healthy offspring is not news. Close
monitoring, control, and testing during pregnancy are presented by obstetricians as ‘good
obstetrics’, and women consenting to such activities are, in turn, good patients (as the
following chapter shows). The fact that pregnancy has been medicalised as part of the
project of obstetrics is not news either. Hiddinga & Blume (1992) show that although
obstetrics started out as the medical treatment of what were considered and conceptualised
as pathologic births, this specialty eventually took over the whole process of all pregnancies.
Not only ‘demarcating the normal from the abnormal’ (1992: 163), obstetrics in the twentieth
century started to problematise the normal, and thus the notion of the risk of potential
abnormality was introduced. Birth ‘came increasingly to be seen as difficult, dangerous and
potentially pathological’ (1992: 164), thus, Hiddinda & Blume continue, ‘medical
practitioners began to claim responsibility for, or jurisdiction over, not only the birth process
but also pregnancy’ (1992: 165). In the Colombian case, Sánchez-Torres (1970) points out that
the late 18th century witnessed the ‘arrival of a truly medical conscience: the wise José
Celestino Mutis … [who] in 1801 expressed “more urgent than in previous times is now the
need of instructed midwifes”’ (1970: 137-138). However, there was also the need for a
structured practice of obstetrics performed by male physicians, and Mutis wrote the
academic programme for the Medical School of the Colegio Mayor Nuestra Señora del
Rosario in Bogotá. The obstetrics practice adopted by Colombian physicians belonged to the
French tradition of obstetrics, which became the pillar of what is understood and practiced
today (Sánchez-Torres 1970, 1991).
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As referenced by Sánchez-Torres (1991), around the mid 1950s ideas about good and
proper obstetrics were influenced by Anglo-Saxon doings, which meant being pragmatic
and giving a central role to technology (Sánchez-Torres, Interview 2009). Such ideas
introduced major differences in the practice of obstetrics in the country. Amongst the novel
introductions we find the use anaesthetics, caesarean sections, and the growing interest in
monitoring the foetus as a ‘patient’47. However, the responsibility felt by obstetricians to
‘help people to be born well’, and more importantly, the role of obstetrics in monitoring
reproduction as a nationalistic project, is rooted in French ideas, as it is exposed in the
following section. Such is the case for Dr Sánchez-Torres, born, raised, and educated during
the first half of the 20th century, who stated that when he studied, practiced, and taught
obstetrics he understood the field as having ‘a social dimension and relevance that I stressed
to all of my students … you care for one patient and one child, but each ‘one patient and one child’
are the sum of patients [who] constitute the country. Then, that means that healthy children
suppose healthy citizens … Our fundamental role is to guarantee the well-being of the
mother, the foetus, and the neonate’ (Interview 2009).
In the following section I explore the possible links that exist between eugenic and
hygienist thought within the development and the practice of amniocentesis, in relation to
the possibility of choosing the kind of children prospective parents are willing to rear, and
the now legal possibility of aborting malformed foetuses.

The promises of a brighter modern future; the formation of a competent, beautiful race

With what pleasure would I hang, before God’s
Tribunal, these feeble minded who are making the
world ugly (López de Mesa 1935: 568. My
translation).

At the onset of the 20th century, modernity – a normative project ‘which exalts
remunerated job[s], praises obedience, and determines how the adequate operation of

47

For a more complete account of the development of maternal-foetal medicine see Chapter 5.
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society must work’ (Mosquera 2007: 123), and which includes clear notions about healthy
social and individual bodies – made its way to Latin American countries (Sáenz et al. 1997;
Pedraza 1998; Urías 2001; Suárez y López-Guazo & Ruiz 2001). This period was marked by
Europe conceptualising Latin America as a region in decadence and degeneration, a view
that emerged during the Age of Enlightenment (Castro-Gómez 2005). For Europeans, the
state of the region was so given the mix of races that took place from the time of the
encounter between Europe and the so-called New World (i.e. white European, black African,
and Native Pre-Columbians).
In Colombia, knowledge about and from modernity was appropriated, adapted, and
interpreted according to the particular historical and contextual reality of the country,
described by Sáenz et al. (1997: 5. My translation) as such:

The currency of the ecclesiastic authority coupled with the catholic culture
of its population, the predominance of rural life with its practices and
traditional knowledge, the power of a degenerated race, the legitimacy of its
institutions, the subjects, and medical knowledge, the deep division
between elite and masses, the history of political violence, the struggle
between local and national power, the inefficacy and weakness of the State
and the importance of the school as the privileged space for the State to
meet the masses.

This shaped the way in which ideas and practices related to modernity were introduced in
Colombia. Similarly, notions such as racial degeneration, geographical determinism, and
evolutionist psychology, which were born in Europe in previous centuries and articulated in
Latin American countries, were actualised. Knowledge and practices regarding modernity
and subsequently progress were articulated in a pedagogic reform of public education
(Sáenz et al. 1997). Such a reform sought to restructure society and its people in a way that
the race could be saved from further degeneration, which would thus bring the country to
modernity and progress.
Europe had set its idealised self-image as the norm of all human existence from
colonial times, and Colombian intellectuals, lawyers, and physicians did not hesitate to
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regard white European scientific production, social organisation, and indeed the phenotype,
as the rule for and paradigm of progress. Individuals belonging to that human group were
considered superior to the rest of human beings in terms of race, which also meant
superiority in terms of civilisation. That is, white Europeans as a human group, as exponents
of scientific method and scientific production, became the constant and the metre by which
all other human groups and knowledge productions were measured (Castro-Gómez 2005),
not only by Europeans but also by nationals of other territories. In Colombia, this is evident
through the following accounts:

In Colombia it is not possible to show a man an element of … the ancestry
of the geniuses and the heroes. There would be only one way … for
procuring the vigour that is lacking, not only in Colombians, but Americans
in general. That way would be to detach from all local prejudice. To
tenaciously fix the sight in the spectacle offered by the unfolding of
European culture, since its Hellenic classical origins till nowadays, as a
reflex of the beginnings of the things and its evolutions; to become
saturated with its essence, as the essence of the being in itself, which is
produced in everything. Only then will important things be conceived
(Blanco 1918:310. My translation).

The English have a motto, which, to our feeling, gives the key to the
superiority of that race over the Hispanic: ‘Do not leave for tomorrow that
which you can do today’ … [This motto] represents quite some centuries of
difference in the civilisation of the two Americas … we have been ruled by
the same motto, although altering its essence when translating it into the
character of our race. Amongst the Hispanic, although not mentioned … is
‘leave for tomorrow that which you can do today’ (Editorial Senderos 1935:
341. My translation).

The notion of races – but more importantly, the radical biological and cultural
differences between races – in which white Europeans and white North Americans were
regarded as superior in human capacities and beauty, was articulated through discourses
used to explain socio-economic and cultural differences as being biologically determined
(Sáenz et al. 1997). Therefore, countries needed to take care of their populations, given that
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degenerated races would not be able to bring about modernity and progress (c.f. Stepan
1991; Pedraza 1998; Carrillo 2001; Suárez y López-Guazo & Ruiz 2001).
Bodies were subjected to inspection and control, for it was believed that ‘without a
clean, healthy body, deprived of awakened and educated senses, lacking a cultivated
sensibility, a real intellectual advance would be impossible, as would be impossible the
moral development required by the country’ (Pedraza 1998: 117. My translation). Thus the
context was one of anxiety about the future and discontent about the people, brought about
through a confrontation with the inherited European belief that the degeneration of the race
meant the degeneration of nations, and coupled with the strong notion of the inferiority of
indigenous and black people that condemned nations to remain in a perpetual state of
backwardness (Stepan 1991; Larrain 2000). In this context, Latin American elites
appropriated eugenic and hygienist discourses that promised to improve the human stock
(c.f. Stepan 1991; Pedraza 1998; Carrillo 2001; Suárez y López-Guazo & Ruiz 2001; Urías
2001; Palma 2002).
For the Colombian case, it is important to remember that by this point in history the
Republic had only had a hundred years of existence. Thus, the novelty of the country, in
combination with racist ideas about being composed of a race in degeneration, were merged
with hygiene and eugenics discourses as a nationalistic project of improving the human,
social, political, and economic stock in search of a brighter future. There was not, however, a
solid, unified, and coherent idea of what the Colombian race meant in the first place, although
it was not doubted that such a thing existed. Such an idea of race was, undoubtedly, related
to the mother country. This is visible, for instance, when Castro (1920: 4. My translation), a
physician who debated about the state of degeneration of the race, stresses that:

Our race does not have defined or precise characteristics, because it does
not exist in its purity, for being reduced to a very diverse ethnic
conglomerate … The time elapsed from the moment we became an
independent nation, from the time that we acquired the right that history
mentions us, is not enough to predict our vital future march.
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The image of the race was ‘constructed from biology, making use of notions and
concepts of this science … [but] more than experiments and rigorous observations, such
notions were constructed upon social and political racist imaginaries’ (Sáenz et al. 1997: 19).
In this context of contested racial legitimacy and racist understandings of society, the idea of
the mestizo (of mixed blood) was embraced as a marker for the people of the region. The idea
was to recognise that Latin Americans were a product of the mix of Europeans, preColumbian populations, and traded slaves. All Latin Americans, having marked differences
from country to country, were then mestizo, and the mestizo imaginary became the token for
homogenisation at the national level (Wade 1993; Suárez y López-Guazo & Ruiz 2001;
Carrillo 2001).
However, as Wade (1993: 11) explains, ‘the mestizo was idealised as of bi-ethnic or
tri-ethnic origin, but the image held up was always the lighter end of the spectrum. The
future would bring, almost magically, a whitening of the population through race mixture’.
Hence the romanticised imaginary of the mestizo nation – as being all of the same mixed
origin – still had, as expected, discriminatory consequences (Wade 1993; Suárez y LópezGuazo & Ruiz 2001; Carrillo 2001; Mosquera 2007; McGraw 2007).
But despite the attempt at articulating race to origin and (mix of) blood, it is
noteworthy that the concept of race was not limited to perceived skin colour or family
history (i.e. indigenous and black populations). Poverty represented an obstacle to progress;
there was a need for ameliorating housing and work environments, and such were the basis
of the hygienist movement – and later public health – in many places in the world (c.f. Jones
1986; La Berge 1996). In Colombia, the poor (of any colour) were also seen as a source of
degeneration:

[Given] the well-known difference of our social environment with its
intellectuals on top and its illiterate mammoth multitude, our moral
progress is taking place at a very dissimilar and dangerous pace (López de
Mesa 1918: 65. My translation).

If Colombia is degenerated, it is not uniformly so, because much difference
exists between the indigenous [indiadas] of the highlands [altiplanicies]
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afflicted by a miserable life, and the leading classes of cities such as Bogotá,
Medellín or Popayán (Castro 1920: 6. My translation).

The romantic times, in which it was vainly supposed that men could be
honest and gentile in poverty have passed. Deleterious to all virtues is
hunger (López de Mesa 1935: 566. My translation).

Similarly, it is possible to find in the Colombian academic production of the time the
racialisation of characters, attitudes, and interests. Such is the case of the antioqueños,
considered to be a superior race amongst other Colombian races, and to share racial aspects
with the British:

[In] the

antioqueño race the following liberal characteristics are

predominant: love for their own judgment, with a highly marked and proud
personal autonomy; quick adaptability to new ideas in industry and in
commerce; [with a] conduct in constant experimentation and reflexive of the
method, friend of technical precision, above all. This approximates
antioqueña psychology to British psychology (López de Mesa 1918: 62. My
translation).

In the above depiction of what was presented as a good, strong Colombian race, the modern
values, mentioned before, are evident. Furthermore, such a characterisation of a good race
makes it possible to pinpoint as deviant and as the source of the degeneration of the race
those who, for whatever reason, do not share the mentioned ideas, values, and conduct.
But the antioqueña race was not the only one to be considered superior or better
adapted, and with a better prognosis for the future. For Castro (1920: 23. My translation), the
inhabitants of the mountains showed signs of better well-being, whilst he also found that
‘the principal men, the leaders and active men of cities such as Bogotá, Medellín, Manizales,
Cali, Cartago, etc. are forty-five years and older and they do not show the slightest sign of
decadence’.
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Given that race supposed the human population of the country, the struggle for
bettering it also included highlighting and appreciating specific ideals regarding bodily and
mental/intellectual characteristics. In relation to the Colombian race, Senate representative
Edmundo Rico (1936: 5. My translation), who engaged in a debate about the imposition of a
compulsory prenuptial medical statement, found that the ‘organic and mental levels of our
races … are, unfortunately, rather degenerated and defective’. This he considered a major
worry if it was taken into account that, as it was perceived at the time, ‘the reality of a
healthy and vigorous social body represents honour, survival, and respect in the concert of
humanity’ (Restrepo Jiménez 1941:17. My translation).
As has been shown above, the concept of race included normative ideals about the
body and the mind, family history and origin, behaviour, social position, and the economic
status of individuals. In such a context, ideas about modernity, eugenics, and hygiene were
adopted as the formula for achieving European and US standards of progress; though not
without enormous distrust on the part of the masses and the individual (Sáenz et al. 1997).
Although the disappointment and hopelessness about the inhabitants of the country felt by
physicians, lawyers, and educators was immense, positions regarding the level of the
degeneration of the race were not unanimous. There existed the most extreme opinions, as in
the case of Dr Jiménez López, the physician who perceived Colombia as presenting
‘undoubtedly signs of a collective degeneration; physical, intellectual and moral’ (Jiménez
López, quoted in Castro 1920: 3. My translation). He had lost all hope in the future of the
race, if left alone to reproduce without the intervention of European citizens. But there also
existed other intellectuals in more moderate positions who, even though they recognised the
degeneration and danger for the race that marginalised people represented – especially for
the country’s progress and the achievement of the modernity project – still held hope in
bettering the population stock from within, in combination with help from outside (i.e.
European migration). Given such disparate positions, it is no wonder that ideas about
finding means for the betterment of the people, and thus of society, were not unanimous (c.f.
Bejarano 1913; López de Mesa 1918; Castro 1920; Rico 1936).
Yet, in spite of their differences, the leaders of the movement, in querying the future
of the race, saw in education, hygiene, eugenics, and massive immigration of white
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Europeans, the ways for improving the race and thus the region. Eugenics was welcomed as
a great promise, for its highest aspiration was presented as being able to ‘free the rational
species from the defects with which it comes to live’ (Rico 1936: 6. My translation).
For those at the radical end, the first option to stop racial degeneration was to
stimulate and enable massive immigration from white Europeans, while discouraging the
union of degenerated individuals:

A stream of European immigration, numerous enough, would slowly
smother the aboriginal and black blood, which are, in the opinion of
sociologists that have studied us, a permanent element of backwardness
and of regression in our continent (Jiménez López, quoted in Pedraza 1998:
142. My translation).

Nations, as the living agglomerates that they are, need, the same as the
individuals of living species, to look for breeding with others [nations] that
can give them force to become stronger and to fructify; otherwise, they will
face slow extinction, which for nations means their nullity in the civilisation
arena. Colombia has an alternative: [either] it abandons the belief of having
produced big men and goes in the search of them, as a spring of sustenance
for its culture in Europe, and so it [Colombia] can survive; or it keeps such a
belief and it will consume slowly as the organism which, for not breeding
with the most vigorous varieties of its species, succumbs at the end (Blanco
1918: 311-312. My translation).

At the more moderate end of the spectrum, and although they supported European
immigration, the greater number of scholars, physicians, lawyers, and educators who
composed the eugenic and hygienic process considered education and the implementation
of hygienic programs to be more effective and more adequate for the national context:

The undeniable ailments of our country do have remedy … I am referring to
education and hygiene (Castro 1920: 73. My translation).
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The most important task that can be done in a nation is the education of its
masses, because all true well-being, all positive progress, all effort for the
people and the nation rest upon merely one powerful means: education
(Bejarano 1913: 11. My translation).

Education in hygiene (Castro 1920; López de Mesa 1918), in behaviour (Bejarano
1913; Torres & Vasco 1935; Vasco 1956), in eugenics (Rico 1936), and in hygienic
reproduction (Jiménez López 1920, quoted in Pedraza 1998; Rico 1936; Resptrepo 1941;
López de Mesa 1928) – in short, education in being and becoming responsible for the future
of the race – was the central element for improving and securing the future of the country.
For instance, Bejarano (1913), a physician and educator who became the founder of
the Department of Hygiene and also of the Superior School of Hygiene, stressed that the
education of individuals included, irremediably, physical education. Such education
involved hygienic values that the physician considered paramount for achieving a mens sana
in corpore sano, which, in turn, supposed the betterment of the people by physical,
intellectual, and moral standards:

[P]hysical education is the basis of organic and spiritual life, its influence is
decisive in the individual and also in the social … it [physical education]
strengthens and disciplines the person, makes it more resistant and strong
… [G]iving [to the person] physical and moral energies, benefits not only
the person but also the entire community, providing [individuals] more apt
for work for it [the community] and not being, with the person’s weakness
or flaws, a social burden (Bejarano 1913: 12. My translation).

The focus on education and hygiene as crucial for regenerating the race evidences
Lamarckian ideas about the inheritance of learnt behaviour. Neo-Lamarckian positions
about heredity were well received, not only because French thinkers represented for many
centuries the scientific paradigm for Latin Americans (Stepan 1991; Sánchez-Torres 1991).
Further, the reliance on Neo-Lamarckian ideas was due to the fact that such ideas perceived
heredity as passing on acquired traits to offspring, and thus offered hope and opportunity to
better the national human stock through careful reproduction (Stepan 1991). This was in

137

María Fernanda Olarte Sierra
__________________________________________________________________________________________

opposition to rigid Mendelian forms of heredity (of the type that were used by British
eugenicists, for instance)48, which left no possible solution for the degenerative state of the
region. Such a position is made clear when Castro (1920: 16. My translation) highlighted that
‘misery, bad education, loss of energy [abulia] and lack of order, although unfortunate vices,
are modifiable through a strong and efficient therapy’.
Nevertheless, for the physically and the mentally ill, education and hygiene did not
guarantee either rehabilitation – and thus the possibility of becoming productive – or the
potential for correcting traits so that they would not be inherited by their offspring.
Therefore, what was seen as the best mechanism for controlling the unfit population was to
educate prospective parents in what was called ´hygienic reproduction’ (c.f. Restrepo
Jiménez 1941; Rico 1936). Such a turn to preventing defective children from being conceived
marks the beginning of the focus on reproduction and prospective parents. It would be
misleading, however, to assert that birth control was articulated only to prevent the birth of
people with disabilities. The discourse of birth control amongst the working classes gained
importance and strength as well, as such parts of the population were considered to bear
and spread social illnesses49. Thus, in Colombia, as elsewhere (c.f. Stepan 1991; Kevles 1995),
the topic of reproduction was extensively addressed by jurists when discussing the viability
of imposing a pre-nuptial medical certificate (Rico 1936; Restrepo Jiménez 1941):

There should be intense popularisation campaigns about the diseases that
are dangerous for procreation … the masses [el pueblo] will acquire such
sexual consciousness and responsibility … Biologically, degeneration and
illness are factors of natural selection, because at the end, in the struggle for
life, the defective will perish, whilst the strong will last. Let us fight … for
the implantation in the customs of our compatriots this eugenic
responsibility and consciousness of sexual education in regard to the
procreation of our children (Rico 1936: 72. My translation).

48

c.f. Kelves 1995.
Differential birth control policies are not limited to the Colombian case. In the US in the early 1900s, birth control policies
were also differently tailored according to socio-economic conditions. Ramsden (2002, 2003) highlights that social demography
was supported on eugenic ideals, given the belief that by controlling the reproduction of the poor, the social and biological
illnesses they carried and transmitted would also be controlled. To control such illness supposed a betterment of socioeconomic conditions.
49
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The choosing of a partner, the mutual collaboration of the parents in their
children’s well-being, their conduct and their sanitary situation cannot be
indifferent to their collectivity and to who watches over it when it comes to
procreation (Restrepo Jiménez 1941: 15. My translation).

Physicians also discussed selective reproductive, as for instance the paediatrician
and puericulturist Vasco (1956: 3. My translation), who talked about the need to educate
people in choosing a life partner: ‘Do these two people, who are going to merge their
destinies, ever ask themselves which social function will their family have …?’
Thus, the physically and mentally ill (together with alcoholics, prostitutes,
delinquents, and the poor) were seen and conceptualised as social diseases within the
general discourse of eugenics, not only in Colombia but also elsewhere (Kevles 1995; Palma
2002). Furthermore, these individuals were considered the source of backwardness and
ugliness, which held the country back and prevented it from being amongst the ’civilised
nations’. It is in this context, in which the preoccupation about controlling the birth of people
with disabilities – deemed as inherently sad, burdensome, and unproductive for the nation
project – crystallised and took clear shape:

All … psychic imbalances and … anomalies of character, [the] frequency
[of] which is raising, are one of the more essential factors of the misfortunes
of individuals and of the destruction of families … This mental deterioration
is even much more dangerous for the civilisation than the infectocontagious diseases, which, up until now, have been the sole occupation of
hygiene (Rico 1936: 40. My translation).

Eugenics’ goal should not be scientific procreation … but the aspiration …
of preventing, through humanitarian and moral means, the procreation of
ill offspring … of preventing beings that come to the World constituting a
burden and a case of tragic human impoverishment (Restrepo Jiménez 1941:
16. My translation).
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The discourse about the degeneration of the race – which legitimised eugenics,
discrimination, and social hygiene – naturalised origin and class differences, and included
marginalised populations, the physically unfit and mentally ill, drunkards, and prostitutes.
Given that all such people were regarded as contributing to the degeneration of the race and
of the nation, they all needed to be controlled, disciplined, and eventually they should all be
extinguished.
Eugenics and hygiene did not (and still do not) pertain to race only, as it is usually
considered. When referring to the case of Colombia, anthropologist Zandra Pedraza (1998:
120-121. My translation) points out that:

The accent made on the racist [in terms of family origin] contour of this
debate has relegated other aspects of the discourse, especially the fact that it
is not simply about a work of exalting white European culture and
Enlightenment,

but

a

very

particular

form

of

anthropology

[an

understanding of the individual and his/her body] based on the elevation of
hygiene and with it the white, male adult, from whom the science of health
defined normality, along with a hierarchy of human capabilities and
possibilities. Marginalised and degraded became children, the ill, all
deviants, indigenous, black, and mestizo people, the poor, and women. For
all of them, sciences were developed to be able to study, comprehend, and
discipline them: pedagogy, puericulture, hygiene, psychiatry, ethnology,
sociology and gynaecology.

As shown in the above excerpt, with the pathologisation of morphological and
mental constitution, attitudes, traits, socio-economic status, and cultural background – or
what can be called the hygienisation of social life – the role of physicians became paramount in
achieving the desired social body, which would be constituted by healthy, beautiful, and
productive individuals. Eugenics and hygiene – alongside the medical disciplines related to
them – were seen and practiced as social medicine:

Dr Jiménez López [with his eugenic call to ameliorate the race] contributes
… to creating amongst us the neglected branch of sociological medicine,
which is of great importance to researchers in civilised nations … The role
of the physician cannot be, then, circumscribed … to prescribing laxatives,
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stamps or injections, neither to assuming hermetic attitudes towards human
suffering … Active, penetrating, and revolutionary must be his doings, for
abetting the definitive amelioration of the race (Castro 1920:3-4. My
translation).

Physicians became pivotal figures for articulating hygiene, education, and progress.
They were portrayed as educators of health and hygiene, at the same time as they became
guardians of social well-being:

The physicians correspond, as the guardians of health that they are, to call
the attention of governments to the points that touch upon it [hygiene] and
which are of general interest. To them [physicians] [it] also corresponds to
make hygiene go beyond the educational institutions’ thresholds and with
their wise laws watch over those who will become tomorrow’s men and
soldiers (Bejarano 1913: 16. My translation).

The social commitment of such a group of physicians was made openly visible by
Bejarano (1932) when presenting his arguments for the need to open the Superior School of
Hygiene:

[H]ygiene requires, above all, the vocation of those in charge of it, a sort of
vocation different from that of medicine … this professional, more than any
other, [should] be preoccupied about social problems in relation to diseases,
with the struggle against vices, in a word, all that is translated into
population well-being and vigour for the race (Bejarano 1932: 228. My
translation).

Evidently, in such a state of affairs, one activity that needed close monitoring and
control was reproduction, and one body that needed close surveillance was that of the
woman. If Colombians were to become – or at least struggle to become – a healthy, fit, and
civilised social body, the role played by reproduction was central, not to mention the role
played by women: they were the ones to not only produce healthy individuals, but also to
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educate them into becoming good citizens (López de Mesa 1928; Vasco 1956). Women were
called in to be part of the modernisation process and the regeneration of the race through
their reproductive capability, as expressed by Venezuelan poet Alfonso Marín (1935: 604605. My translation):

[P]eople from all colours came to mix up their conditions and attributes in
the enormous forge of this suitable land. And from such a fusion … you
have emerged as a promise South American woman … you are crucible of a
new race. In your hands lies the future of a whole continent … the duty
demands you to always be haughty, conscious, healthy, worthy, and strong
… Fertile, fragrant, and warm as the American forests. Your veins are rivers
of the future and there is a cluster of dawns on your shoulders … Do not
forget, not even for an instant, that in your hands lay the hope and the
future of America.

Women’s bodies became the focus of hygienists and physicians, and through the
medicalisation of pregnancy via obstetrics, the female body materialised. Although present
in the country for a handful of decades, by the late 19th century gynaecology and obstetrics
had gained a definite place in the medical sciences and education in Colombia (SánchezTorres 1970, 1991) and became the science of reproduction. During the times of hygiene and
regeneration, the medicalisation of pregnancy and reproduction continued to take place and
to fortify. Maternity services had existed in Bogotá since 1887, but by the 1920s they were
mainstreamed into the main public hospital, San Juan de Dios, which was, at the same time,
the main medical school (Sánchez-Torres 1991). The increasing relevance that the focus on
the medicalisation of reproduction had by that period was expressed and made evident in
the yearly report that Dr Ucrós, director of the Hospital San Juan de Dios, presented in 1933:

[M]aternity rooms are insufficient nowadays for the needs of the city … this
service reports the enormous contribution that the Hospital San Juan de
Dios is making to meliorate childhood and to protect the race (quoted in
Sánchez-Torres 1991: 193. My translation).
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Alongside and complementary to gynaecology and obstetrics, another science related
to reproduction was appropriated from France, namely puericulture: a discipline that
combined obstetrics and paediatrics and which was seen as ‘scientific child-rearing that was
born medically recommended and socially oriented and the art in charge of the reproduction
and education of the human species’ (Birn 2007: 688). This science originated in France as
early as 1865, and was re-adopted by French professor of obstetrics and hygienist Adolphe
Pinard, who around 1890 was worried about the low reproductive rates and high infant and
maternal mortality and morbidity rates in France. He was also concerned about
‘puericulture before birth’, which emphasised parental influences on the hereditary
condition of the offspring; a clear eugenics approach to reproduction (Stepan 1991). Pinard,
and most of the paediatricians and obstetricians of his time, ‘thought of mothers and
children as forming a kind of reproductive, collective political economy whose health was
vital to the nation’ (Stepan 1991: 77). Thus, as explained by Palma (2002: 146-147), Pinard
stressed that ‘eugenics have an objective to study and to make known the most favourable
conditions for reproduction, in order to apply them in the best possible way for keeping and
bettering the human species’. As has been shown already, Colombian obstetricians,
gynaecologists, and puericulturists largely shared this view (c.f. Torres 1936; Torres & Vasco
1935; Vasco 1956).
Pinard, jointly with other paediatricians and obstetricians of the time, was not only
concerned about clinical practice, but was also focused on prevention and education,
especially of mothers, given that most psychopathologies were considered to be related to
rearing practices (Birn 2007). The importance of Pinard lay in his interest in studying the
relationship between reproduction and the improvement and conservation of the human
species. Puericulture then ‘focused physicians’ attention on the importance of maternal and
child care for the future of the nation … puericulture made the mother-child unit the special
site of medical attention, and obstetrics, gynaecology, and paediatrics the paramount
medical specialties’ (Stepan 1991: 78), which many consider to be the origins of antenatal
medicine (c.f. Herschkorn 1996).
Colombian obstetricians and paediatricians followed and embraced puericulture as a
paramount element of their practice. In that way obstetrics became linked with eugenics,
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along with population policies, protection of the pregnant woman, and infant welfare. Due
to Colombia’s strong Catholicism, which prohibited the practice of abortion, sterilisation,
birth control, and euthanasia, the way for bettering the nation’s human stock (in terms of
eliminating the unfit), was, again, via education in behaviour, reproduction, and
childrearing. As expressed by Castro (1920: 81. My translation):

There should be [a] watch over female education, opening new directions to
women’s aspirations and activities while trying to deeply link their hearts
with the home country, in such a way that we get admirable mothers,
capable of educating distinguished and strong citizens: it is in the mothers
that the greatness or decadency of a people rests.

Such a move towards eugenics is also visible, for instance, in the rhetoric of
Paediatrician Calixto Torres Umaña, who framed his famous discourse on puericulture as
part of the ‘defence of the race in health-related ailments’ (1935: V. My translation). For
Umaña, prospective parents needed to be aware of the social responsibilities they took on
when reproducing. The woman was portrayed as having an ‘organism in which the sacred
mould of race is contained’, therefore she needed to be acquainted with ‘the basic notions of
puericulture’ without which ‘she could not have the right to aim to maternity’ (Torres 1935:
1. My translation, emphasis added). Similarly, in relation to the choosing of a mating and
breeding partner, puericulturist Eduardo Vasco (1956) poses questions that, in his opinion,
the prospective bride and groom should contemplate before getting married:

Besides the exterior forms, of his capability to please, do I know anything
more about what my life companion-to-be will offer me? What do I know
about his ancestors regarding degeneration, bad conduct, and which flaws
or whatever sort of defect [tara] hang over him? And in which way will they
affect his and his children’s future? Would we have any kinship relation
and, that being the case, were the primitive trunks healthy or ill? … Both, in
common agreement, must mix with the vaporous wrap of their dreams
considerations of this sort in order to attempt to resolve these, sometimes
terrible, realities that, without a doubt, will be projected if they were not
considered before, with characteristics of tragedy as the years pass by
(Vasco 1956: 4. My translation).
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Although the prenuptial medical statement was long debated in the Senate, it was
never actually enacted. That does not mean that the education of couples preparing to be
married or planning to reproduce was not regarded as a paramount issue:

The prenuptial medical statement is an instrument of sanitation … that
indicates the favourable conditions of the contracting parts, in a way that
they do not signify a danger for each other or for their future offspring …
[I]t is an instrument with eugenic sanitation ends, that tends to procure
happy and healthy procreation and delivery … directed to secure the arrival
of human beings capable of properly attaining their mission in life (Restrepo
1941: 30. My translation).

However, for those worried about the future of the race, there was the chance that
people, once denied permission to marry, would still go ahead and have children outside of
marriage, which was considered an even greater threat to the general well-being of society
(Rico 1936; Restrepo Jiménez 1941). Such children were thought of as being deviant by facto:

It is undeniable the importance that for the morality of society and for the
legitimate aspirations and conveniences of the children, that the parents
who have given them life are united by the marital link … [C]hildren who
are born outside marriage, apart from the morbid characteristics that from
their parents they may inherit, will also bring on the inferiority that the
illegitimacy of their birth carries (Restrepo Jiménez 1941: 66. My
translation).

A further problem was identified, namely that the masses, workers, and peasants,
seen as more needful of social attention, were in fact used to having illegitimate marital
unions, hence the imposition of a prenuptial medical statement would not reach the
population that, for these eugenicists, most needed to be reached:
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In Colombia, illegitimate unions exceed the legal ones … the immense mass
of Colombians, precisely the part in need of more protection from the
biological and racial point of view, will be left out of the effects of a law that
may stimulate more illegitimate unions, as it poses obstacles to legitimate
unions (Esguerra Gómez 1936: 67. My translation).

As the reproduction of healthy citizens in order to create a healthy society was
imperative, so was protection of the pregnant woman and the foetus, then of the new
mother and the newborn. Sánchez-Torres (1991) shows that in 1931, by Law 129, the
international law signed in Washington in 1919 – by which it was declared that pregnant
women should not work in ‘jobs that could affect the foetus’ – was ratified in Colombia
(1991: 213. My translation). The law also included maternity leave (of 8 weeks) and
recommended time for breast feeding (15 minutes every 3 hours). However, it was not until
1938, by Law 53, that such protection for the pregnant woman materialised (1991: 214-215.
My translation).
Worldwide, eugenics as a discourse tended to fade away after the Nazi experiences
discredited the entire project. In Latin America, however, since there was not such extreme
racial segregation, and the existing discrimination did not take on Nazi proportions,
eugenics was not necessarily regarded as entirely wrong, nor was it abandoned as a
discourse since it was still seen as expressing a valid concern for the general well-being of
the population (c.f. Malagón 1968; Castilla 1977). As shown above, many Latin American
eugenicists understood and used eugenics as belonging to the spectrum of preventive and
social medicine (Stepan 1991; Birn 2007), and eugenic dispositions towards marriage and
procreation were presented and developed as being entirely voluntary on the part of the
individuals concerned (c.f. Rico 1936; Restrepo Jiménez 1941).
Perhaps it is because of the touch of social and preventive medicine and the focus on
individual will that the practice and discourse of eugenics acquired in Colombia, that long
after the global rejection of eugenics it was still possible to find instances of eugenics
discourse amongst Colombian scholars, lawyers, and physicians. A clear late example of this
is that in 1968, when inducted as member of the National Academy of Medicine, Dr
Malagón expressed the view that ‘eugenics refers to the preventive treatment of congenital
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malformations’ (Malagón 1968: 14. My translation). Congenital malformations included a
broad spectrum of conditions, malformations, and attitudes that, still by 1968, were related
to socio-economic strata. The obstetrician went on by stressing that ‘the percentage of
children who are feeble minded … is higher in the inferior socio-economic classes. Proofs of
intelligence show, on the other hand, higher levels [of intelligence] amongst the elevated
classes’ (Malagón 1968: 19. My translation).
As late as 1977 it is still possible to find scholars proposing that eugenics, euthanasia,
and selective abortion should become part of legislation as a core element of the ‘protection
of the human race in all its totality … avoiding by all means that the [general interest] is
harmed’ (Castilla 1977: 28. My translation). In other words, there was a proposal for
eugenics to be legally mandated so that ‘the race and the human species is improved, and all
social disease [morbo social] is extirpated, in order to achieve a world completely free of the
problems that are born of lack of foresight’ (Castilla 1977: 27. My translation).
By looking into the Colombian version and development of eugenics, of which a
main focus became the monitoring, medicalisation, and control of the mother-child unit –
including, of course, puericulture before birth – it is clear why and how amniocentesis became
relevant in Colombia. It represented a procedure for studying and controlling the pregnant
uterus, and for controlling the foetus. The ban on abortion, birth control, and sterilisation,
based on Catholic and Christian principles, may also help explain why amniocentesis was
available in the country before abortion was de-penalised. But further, obstetrics’ seminal
ideas of puericulture, and the general public discourse on the need to produce productive,
healthy, and fit individuals, may in turn help to explain why, despite the ban on abortion,
amniocentesis positive results often led to selective abortion. It may also contribute to an
understanding of the conceptualisations of foetuses with particular conditions as utterly
undesirable in socio-economic terms:

I am pro abortion in all cases of foetal malformation. I mean, what is not
good should not obstruct [lo que no sirve que no estorbe]. You have to think in
terms of the country … This is a country in war, we need people to fight in
the war zones, and you tell me how a mongoloid is going to be able to shoot
a fusil? That is useless, that [the person with Down syndrome] is only an
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expense to the country … I do believe that maternal foetal medicine is the
quality checkpoint of humanity. Here we are able to say “you pass, you
don’t” (Dr Torres, specialist in maternal-foetal medicine, interview 2007).

Final comments

In Colombia, ideas of progress and development persist as part of the cultural and
official repertoire of the ‘imagined community’. Hidden and sometimes overt forms of
discrimination and racism against human populations such as indigenous peoples, blacks,
and people with disabilities are a daily experience for many. With regard to the first two
groups, the actual discourse of Colombia as being a pluri-ethnic and multicultural society
gives the impression that racism is a matter of the past (Wade 1993, 2000); research into the
area of discrimination and racism, however, shows the opposite, though given the discourse
of cultural heterogeneity, such forms of racism have been played down and have become
invisible (c.f. Wade 2000; Viveros 2007; McGraw 2007; Mosquera 2007).
Similarly, with regards to reproduction, the permanent discursive focus on women’s
and couples’ reproductive autonomy makes it virtually impossible to deny the claim that
current antenatal diagnostic technologies, the results of which are used for deciding upon
selective abortion in the event of positive results, are rooted in previous (and present) ideas
about unfit children. This further links with the generalised and structural understandings
about the social and individual burden that such children are depicted as representing,
which speaks eloquently about the perception of people with disabilities in relation to
productivity, in a system that overvalues economic productivity (c.f. Castañeda & Peters
2000).
Addressing discrimination, sociologist Mara Viveros (2007: 107. My translation)
points out that:

The political recognition of the problem of discrimination, and the
importance that such is beginning to have in the public space, is rather
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recent. Equally recent is the current reference to the lack of public
consciousness and the generalised ignorance about the deficiencies, but also
rights of the populations and groups being discriminated against …
However,

one

could

assert,

from

a

historical

perspective,

that

discrimination is not a new issue, as is not the political debate.
Discrimination finds its origin in the prolongation and permanence of given
negative social and cultural representations of those who, as a collective,
have been perceived as “different” and have been excluded from the
competent exercise of citizenship, for historical, cultural or social reasons.

Within such a context of normalised medical control of pregnancy, coupled with
deeply rooted imaginaries of people different from the standard as undesirable, it is clear
why amniocentesis in Colombia has had such a long history, despite the fact that most of its
initial usages have been rendered obsolete. Furthermore, it is clear why amniocentesis
results, when positive, may fall into the category of ‘conditions incompatible with life’, even
though the conditions it may diagnose are not necessarily lethal. This explains also why
women and couples carrying such a foetus request (most of the time) a now-legal abortion,
for the conditions diagnosed through amniocentesis may be considered as being
incompatible with prospective parents’ life plans, as the final chapter shows.
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Chapter 5
Amniocentesis in the clinic
The making of patients; or on entering the human community

… I do believe that maternal-foetal medicine is
the quality checkpoint of humanity. Here we are
able to say “you pass, you don’t”.
Dr Torres, specialist in maternal-foetal medicine,
Interview 2007

I should like to propose that the goal of perinatal
medicine for the next century will be the pursuit
of neonatal excellence. Every baby should be born
a healthy baby.
Sciarra (1992: 5)

The above quotations state in a nutshell one aspect of maternal-foetal medicine as it
is today: the search for neonatal excellence. In the previous chapter I have shown how
obstetrics became the medical practice of dealing with what were seen as pathological births,
and then later came the problematisation of normal pregnancies. The biological processes of
pregnancy and of giving birth came to be reframed as difficult and risky procedures in need
of monitoring and handling by obstetricians (c.f. Hiddinga & Blume 1992). Further, in
Chapter 4 I presented the ways in which, for the Colombian case, the endeavour of bringing
pregnancies to a ‘happy end’ inserted smoothly into the discourse of eugenics, hygiene,
modernisation, and progress of the early and mid 1900s. A ‘happy end’ to a pregnancy
supposed the delivery of a healthy baby that would constitute a healthy citizen. In that
sense, obstetrics was experienced and practiced by physicians as a nationalistic project for
achieving a healthy social body. The history of amniocentesis can then be seen within the
history of the monitoring of pregnancy, and a striving for the production of healthy people.
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In such a process, a particular ideal of a human being and citizen is reinforced: one that
values able and productive individuals, and devalues those who, given their conditions, are
seen as disabled and cannot be rehabilitated. People with cognitive differences – having
Down syndrome for instance – belong to such a group of undesirable individuals, as shown
in Chapter 3.
In this chapter I continue to address the medicalisation of pregnancy and the close
monitoring of the foetus via antenatal technologies, to show how today medical and
scientific efforts on reproduction remain focused on bringing pregnancies to the same
‘happy end’.

Although innovations in obstetrics and paediatrics have helped reduce maternal and
infant mortality, there remains the felt need to care for women and foetuses that during
pregnancy present complications or variations to the (changing) standards set my medicine,
and so fall into the category of ‘high risk’. Technological innovations in foetal monitoring
during the decades of the 1950s, 1960s, and 1970s included sonography (Sánchez-Torres
1991; Blume 1992), amniocentesis – its early use for studying the amniotic environment, its
later use for determining RH incompatibility, and subsequent use for detecting
chromosomal and genetic variations – and the development of the electronic monitor for
foetal heartbeat (Sánchez-Torres 1993; Queenan 2002; Dunn 2006). All of these, coupled with
the expansion of neonatal intensive care units and the concern for reducing maternal death
before, during, and after delivery, set the scene for a bifurcation between caring for the
foetus on the one hand, and for the pregnant woman on the other; these two elements
became the focus of distinguishable endeavours (Petchesky 1987; Sciarra 1992; SánchezTorres 1993; Queenan 2002; Dunn 2006). Today, the subspecialty encompassing them is
known as maternal-foetal medicine (which became the centre of attention for many
obstetricians), perinatal medicine (which became the focus of many paediatricians), or foetal
medicine (which involves both). The term maternal-foetal medicine was first coined in the
United States in 1972 (Dunn 2006), as part of efforts for institutionalising this subspecialty.
However, interests in foetal development and efforts to reduce maternal and infant
mortality emerged long before that year, as the previous chapter has shown. In Europe,
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caring for the foetus was generally known as perinatal medicine (Sakamoto 1992; SánchezTorres 1993; Queenan 2002; Belizán 2002; Dunn 2006). In Colombia, on the other hand,
maternal-foetal medicine and perinatal medicine are widely used as interchangeable terms,
and is only practiced by obstetricians. One interviewed specialist explained that:

The term maternal-foetal medicine refers more to the US school, whereas
perinatal medicine comes from Europe, basically the UK … In general they
are very similar, well they are the same, only that in the UK there is a
stronger focus on foetal therapy and intervention, but here [in Colombia]
both names refer to the same thing (Dr Rincón, Interview 2007).

Within the framework of maternal-foetal medicine, foetuses considered to be
pathological became the specialty’s core interest, thus making the foetus its primary work
object. The foetus gained the status of a distinctive patient, with agency and personality,
amongst other available statuses50. Casper (1994a) shows how, as early as 1972, the foetus
was starting to be portrayed by Liley – a founding father of foetal medicine – as having
personality of its own and being the primary agent in the pregnancy process, ‘very much in
command of the pregnancy’ (Liley, in Casper 1994a: 310).
Today, maternal-foetal physicians regard the foetus-at-risk (of having a given
condition) as their patient. In the words of an interviewed specialist:

We [maternal-foetal specialists] see the foetus as a patient, the mother as a
patient, and the unit mother-foetus as a patient, and all have different needs
(Dr Cifuentes, Interview 2007).

Nevertheless, and despite Dr Cifuentes’ explanation, one should look critically at the
making of the foetus into a patient (Casper 1994a; 1994b; 1998; Isaacson 1996; Rose 1994;

50 Casper (1994a) shows that within medicine and science foetuses may acquire different statuses. ‘Among the diverse
constructions of foetuses in science and medicine are person, patient, research material, tool, therapeutic technology and tissue
resource. Each of these constructions conveys particular attributions of humanity, such as agency or personhood’ (Casper
1994a: 308).
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Petchesky 1987; Williams 2005). This is not only because in making the foetus into a patient
the pregnant woman, more often than not, becomes a passive, almost non-human actor,
reasonably considered as merely ‘the best heart-lung machine available’ (Casper 1994a: 312).
It is also because as the foetus becomes a patient, it necessarily acquires several other human
attributes, namely humanity, agency, and personhood. These are attributions that patients,
in general, have. Nonetheless, when looking at foetus-patients that have been given
humanity as an attribute, one should do so ‘in light of historical constructions of women,
people of colour, certain ethnic groups, the mentally [ill], the physically disfigured, workers,
prisoners, and animals´ (Casper 1994b: 841), as all such groups have sometimes been
considered less than human. Humanity, then, should not be taken for granted, because:

… humanity is a constructed (and often contested) identity or subject
position, rather than a fixed natural state of being. It is social, historical,
political, contextual, fluid, and often technologically mediated, and has
much to do with power and its distribution (Casper 1994b: 841).

One should bear in mind that not only is the attribution of patienthood – and thus
degrees of humanity – to the foetus problematic, but also that patienthood is neither
naturally given to all foetuses, nor will all those labelled as patients remain as such. The
designation of patienthood, along with the many other attributes that it implies, is not static
(c.f. Casper 1994a, 1994b, 1998; Williams 2005).
Drawing on Casper’s (1994a, 1994b) take on foetal patients and on humanity as an
incremental attribute, in this chapter I look at the consequences (both political and
ontological) of the process by which foetuses to which patienthood has been ascribed lose
such a status when seen as possessing characteristics deemed ‘incompatible with life’.
Revolving around the category of patient, I explore how foetal patienthood is made and
unmade in the context of the amniocentesis process. That is, I explore the way in which
amniocentesis is enacted in daily life, and how, in turn, it produces practices, moments,
categories, and distinctive patients who are inserted into a particular idiom of risk and
anomaly.
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My argument is that the functions attached to and enabled by amniocentesis – as
practiced today – in combination with selective abortion (both through de-penalisation but
also as a well-established, though unofficial, practice), respond to deep-rooted imaginaries
regarding normal and abnormal individuals, and to obstetrics’ perceived function of
´helping people to be born well’.
In order to address and develop my argument I make two claims about patienthood.
Firstly, that the status of foetal patienthood is dependant on foetal conditions. In many cases,
confirmation of a suspected condition – a suspicion that allows the maternal-foetal physician
to make the foetus into a patient – enables the same physician to take patienthood away, and
thus makes the foetus suitable to be aborted. Secondly, by achieving the status of patient (in
distress), the woman is inscribed into and participates in the construction of foetuses with
chromosomal conditions as being ‘incompatible with life’, and of people with disabilities as
‘undesirable’.
By using the metaphor of a scenario for approaching the subject matter of this
chapter, I present my argument in three steps. Firstly, I introduce the daily context in which
amniocentesis takes place, namely a high-tech medical unit that deals exclusively with socalled high risk pregnancies. I do so in order to show how women and foetuses are inscribed
roles within the framework of risk of a chromosomal condition. Secondly, I present and
problematise the very practice of amniocentesis by illustrating the various moments and
circumstances that surround the staging of the woman and the foetus as two different
asynchronous patients, and the consequences that such a staging represents for the pregnant
woman. Finally, I address the matter of diagnosis communication by pointing out the ways
in which disabilities and medical conditions are constructed in the social space of a clinical
department specialised in maternal-foetal medicine. I show how the diagnosis of foetal
chromosomal variations (which are understood and conceptualised as ‘incompatibilities
with life’) within the antenatal medical scenario entail the foetus’ loss of patienthood, and so
render it susceptible of being dismissed. Concurrently, the same act supposes that the
woman can regain her status as a patient in full use of her agency (as she has to make a
reproductive decision, but also because she is made into a patient in need of psychological
and emotional support).
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I conclude that the way in which patients in antenatal care are constructed makes
them either visible or invisible. This is consequent for the category of patient in itself, for the
woman’s role during pregnancy, for the conceptualisation of the foetus, but most
importantly, it perpetuates attitudes and understandings towards people with cognitive
disabilities as undesirable.
Given the focus and aim of this chapter, I choose not to bring women’s and couples’
voices in relation to amniocentesis to the fore. I do so in order to highlight clinical dynamics
and encounters as I experienced them during fieldwork. That is, I focus on what I saw in
terms of the medical encounter, especially on the part of health staff. Women’s and couples’
viewpoints are explored in Chapter 6.

Department of Foetal and Maternal Care and Medicine: identifying patients

For a total of seven months I conducted ethnographic fieldwork in Bogotá, at three
different scattered locations of a Department specialised in maternal-foetal medicine51. This
Department belongs to one of the biggest health care providers in the country, Salud.
All three locations provide the same ultrasound and amniocentesis services and are
attended, to a great extent, by the same group of specialists; though the three facilities are
intended for different populations52. Nevertheless, follow up, further diagnostic exams, and
confirmation of diagnosis (of foetal or of women’s conditions) are centralised in one main
location, situated in the northern part of the city and housed by Salud’s clinic for pre-paid
medicine. The second location is situated in the mid-western part of the city, housed by a
health care centre. Only pregnant women, children to be vaccinated, and dental care users,
51 For practical reasons, however, I will refer to the Department in the singular, regardless of the specific location in which a
particular observation or conversation took place.
52
Health care in Colombia is divided into two population groups: Contributibo (to contribute, to pay) and Subsidiado
(subsidised). People under the Contributibo are again divided in two: Empresas Prestadoras de Salud (EPS — Health Provider
Companies) and pre-paid medicine. By law, all Colombian citizens and residents, if their economic capabilities permit them,
must be registered with one EPS. All users of EPS have, in theory, access to the obligatory basic health care plan, called Plan
Obligatorio de Salud (POS), as designed by the Ministry of Social Protection. But each EPS can decide whether it offers more
services, as is the case with amniocentesis, of which Salud covers half of the procedure. Nevertheless, most health care provider
companies offer to their users, as well, the option of having pre-paid medicine in combination with the obligatory EPS. Such
users have to pay a higher monthly premium and so they have access to additional medical care, services, facilities, exams,
procedures, and so on. People using pre-paid medicine often have the EPS with the same company.
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all under the EPS system, attend this centre. The third site, located further west, provides for
both pre-paid and EPS users. It serves as well as a teaching clinic and hosts a medical school.
In the near future, the latter facility will move to a bigger place within the same clinic and
will also absorb the mid-western location.
In the words of Dr Sossa, founder and chief of the Department, such a facility started
out:

… as an idea of mine, it was born seven years ago … [when] the country
was going through a crisis in the health care system. Hospitals that
functioned as institutions were closed down. The hospital Lorencita
Villegas de Santos was the place in which this entire story about maternalfoetal medicine started. It was the place in which I did my fellowship, but it
[the discipline] was rather incipient. When I finished my studies, due to
political reasons, the hospital closed down. Then, the country was left with
no maternal-foetal medicine … In 1999, I was working as an attending
obstetrician in the delivery room of this clinic [situated in the main location
of the Department] and so I presented a project for creating the Department.
With many bureaucratic and jealousy complications, and with the support
of Dr Pinedo [a rather influential obstetrician in the clinic] the Department
came to be a reality … I linked up the Department with a program that the
clinic [and Salud in general] had for reducing perinatal mortality. To make
that link helped a lot for the booming of the Department because before that
the referral of women, to us, was optional. But by linking the Department to
such a program, all women that presented alterations had to be referred to
the Department, and later all pregnant women were referred to us. That is
how it works now … One thing that catapulted the Department is the staff
meetings for foetal congenital anomalies and advanced therapy. It [the
meeting] includes, as you have seen, all specialists that concern a case and
that will be eventually assisting the delivery … Another important thing
about the Department is the psychological therapy offered by Jimena; in
that way we can provide better and integral care to our patients (Interview
2007).

A common characteristic of the three locations of the Department (as they were at the
time of this study) was the spatial constraints they all have. Examination rooms and
hallways are scarcely able to accommodate the number of people and amount of furniture
that they are supposed to host. Consultation rooms, in themselves, are not necessarily small
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by definition. However, the furniture makes the space shrink. The bed for the pregnant
woman to lie on, the ultrasound machines that vary in size and specialisation depending on
the location they are placed at, screens for showing the foetus, VCR and DVD recorders for
documenting procedures and ultrasounds, chairs for companions to sit on, cabinets for
keeping medications and utensils, and posters of foetuses that appear to be floating in what
can only be a woman’s womb (although the woman is invisible in the pictures), all crowd
the space.
In addition to such material denseness, invisible but not imperceptible is the
permanent noise. The soundtrack of the Department is composed of the white noise
produced by the ultrasound machine, the constant beeping of machines, the almost
permanent ring of two indefatigable telephones, and the hum of people talking, walking,
and the occasional crying (sometimes shouting) of women after the confirmation of a foetal
diagnosis or of foetal death. In combination with the noise there is the intense smell of
antiseptics, disinfectants, alcohol, iodine, anti-bacterial soap, anti-bacterial hand wash, and
the strong smell of the linen – which I can only name as clean – which completes the
ambiance of the Department.
With regard to the people, the locations are no less hectic. More often than not, the
sites are at their fullest capacity, which makes mobility rather difficult. To the usual count of
one specialist in each location one must add, per shift: two to four fellows in maternal-foetal
medicine, one to four residents in gynaecology or radiology, one nurse, one secretary, and a
fully booked schedule that starts receiving pregnant women every fifteen minutes from
07:00 till around 18:30, Monday to Friday, and from 07:00 till noon on Saturday.
The Department is teeming. Yet, two words suffice to describe the Department’s
concerns: risk and anomalies. The Department exists either for ruling out risk or for
diagnosing a condition. This is done by providing different diagnostic services to all women
who belong to Salud53 at very specific moments in their pregnancies. Such services are foetal
genetic ultrasound (11th-14th week), performed for ruling out foetal morphological conditions
that can relate to chromosomal variations (with a special emphasis being placed on
determining the risk of Down syndrome); detailed ultrasound of foetal anatomy (21st-24th
53

Either as EPS or pre-paid users.

158

Achieving the desirable nation
__________________________________________________________________________________________

week) that examines the development of ‘all foetal parts, paying special attention to the face,
the brain, the heart, the stomach, the intestines, the kidneys, and the limbs’, as stated in the
Department’s brochure; and foetal well-being ultrasound (30th-34th week), for establishing
foetal growth and movement, position and appearance of the placenta, quantity of amniotic
fluid, and placental functioning (Department’s brochure).
Women visit the department for the first time usually somewhere between the 11th
and 14th week of their pregnancy. At this point, it is possible to determine the risk of carrying
a foetus with Down syndrome or another chromosomal variation. It is worthwhile to stress
that Salud offers – and practices – genetic ultrasound to all pregnant women who use it as
their main health care provider, even if there is no suspicion of such a possible risk. This
service is seen by specialists, fellows, staff members, and also women and couples as good,
competent, and integral antenatal care for pregnant women and their foetuses. The service
of systematically providing genetic ultrasound to all pregnant users is grounded on the
assumption that every woman and couple wants to know this information regarding their
foetus, for these conditions are constructed and experienced by physicians and staff
members as something women should necessarily rule out. In this context, in which the
assumption of consent forms the foundation for the very way of performing the service,
informed consent is not even contemplated by physicians. As one fellow expressed once:

I just read an article about how they do these [genetic] ultrasounds in
London. They were debating about whether one should ask informed
consent from women … I never thought about that before, you know? We
never ask informed consent for that exam. I mean, it is an ultrasound, and
you think all women want to have it, I mean, who does not … but perhaps
we should contemplate the informed consent (Dr Isaza, conversation 2007).

Women who attend these particular appointments indeed do so ’for checking on the
baby’, but they are not expressly informed that specific variations are being determined
through such tests, such as markers for Down syndrome or other chromosomal variations.
This sort of information is usually given either right before, during, or right after the
ultrasound examination, if at all. Information is delivered as part of the practice of ‘keeping
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contact with women’, but it is not seen as relevant for consent to be sought before performing
the examination.
In such a scenario of presumed consent, all pregnant women and their foetuses are
labelled as potentially being at risk. The latter is at risk of having a chromosomal, genetic, or
morphological variation. For the former, the category of being at risk revolves around the
possibility of carrying such a foetus. That is how the making of the pregnant patient – the
woman and the foetus simultaneously – at risk takes place.
Another element that contributes to the making of the pregnant patient-at-risk is the
possibility for undergoing a serum test (Alpha-fetoprotein) in order to provide extra
markers for the determination of the risk of carrying a foetus with Down syndrome. For this
test, however, informed consent is needed as the costs involved are neither covered by the
EPS nor the pre-paid premium. Hence, the woman needs to consent not merely to knowing,
but also especially to paying. If a woman has had the Alpha-fetoprotein test before attending
the genetic ultrasound, her serum results are compared and evaluated in light of the
ultrasound information.
The making of the pregnant patient-at-risk continues in the event of a) a foetal
morphological variation – detected via ultrasound – that can be related to a possible
chromosomal condition (for instance, an augmented nuchal sonolucency, the absence of the
nasal bone, the presence of cleft lip and palate; as explained by Dr Sossa), b) if the woman’s
age (36 and over) positions her in a statistical bracket of being at an elevated risk for carrying
a foetus with Down syndrome (Sánchez-Torres 1993; Rapp 2000; field notes 2007), c) if there
is family history of chromosomal variations, or d) if the woman carries an infection that can
be transmitted to the foetus (e.g. toxoplasmosis). In such situations, amniocentesis enters the
antenatal scenario.
In general terms, the amniocentesis process54 starts during the period of the 13th to
the 18th week of pregnancy (field notes 2007). Given that most amniocenteses are performed
on women older than 36 years of age, it is provided mainly for ruling out Down syndrome.

I refer to amniocentesis as a process, for the actual taking of the sample marks but the start of a long process filled with
anxiety, ambiguity, fear, and uncertainty. I recognise as the end of the process the moment in which amniocentesis results are
handed to the women and couples, and when a reproductive decision is made in cases of foetal chromosomal variation.
54
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The test is seen as a tool for gathering important information for women and couples. In the
words of one maternal-foetal specialist:

We [in his practice] provide women with the possibility of knowing the
status of their baby … The majority of amniocenteses are performed to rule
out Down syndrome … if you are an older woman, say you are 40, you
know the risk [of carrying a foetus with Down syndrome] is higher so you
want to have an amniocentesis … Down syndrome is not the most recurrent
chromosomal alteration, but it is the one that has the longer life … it [a
person with Down syndrome] is something with which women have to live
for many years, so you would want to know that in advance … (Dr
Cifuentes, Interview 2007).

Although amniocentesis tests for all known numerical and structural chromosomal
variations, and despite the fact that Down syndrome is not the most frequent of
chromosomal or morphological foetal variations, such a condition has been made into a
frightening one for prospective parents, who are constructed as being at risk of carrying such
a foetus, especially so for women older than 36 years.
However, depending on the specific results of the genetic ultrasound, other foetal
chromosomal conditions may be suspected, and thus amniocentesis is done to rule them out.
In such cases all other foetal chromosomal variations have the same fate as Down syndrome:
they are labelled, constructed, and experienced by physicians and staff members as
pathologies, and women are at risk of carrying a foetus with such a condition.
Regarding informed consent, all women who undergo an amniocentesis must sign
an informed consent form. It mentions the potential risk of miscarriage and the possibility of
infection carried by amniocentesis. Yet consent is not only necessary due to the risks
amniocentesis involves for the foetus’ life; it is also sought because of its invasive nature, for
it is the woman carrying the foetus to be studied, and it is her body that is to be intervened
with, pricked, and touched. She needs to be informed in order to be able to agree or disagree
with undergoing the exam.
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However, when asked about the importance of informed consent, all of the
specialists and most of the fellows interviewed agreed that the centrality of informed
consent had more to do with the risk of pregnancy loss than it had to do with the fact that
the test is an invasive intervention into the woman’s body. It is seen as a formality to avoid
legal consequences in the event of miscarriage, and not as an informational requirement on
the part of the woman and her partner to know about the nature of the procedure, and the
sort of results they might expect. Dr Sossa explained it as follows:

No one gets an amniocentesis without signing the informed consent form. I
don’t want to be held responsible for a miscarriage. They are told about this
in advance and they decide to undergo the procedure (Conversation 2007).

Informed consent is seen by specialists, fellows, and staff members as a formality,
which comes in the shape of a form. It is thought adequate to convey only the information
that specialists are obliged to give when amniocentesis is presented to women and couples
for the first time. And thus in Dr Sossa’s above account, and as voiced by all of the other
specialists and fellows, it is clear that from the physicians’ point of view, amniocentesis is a
decision taken by the woman and her partner. In their accounts, physicians express the view
that they do not press women, under any circumstances, into having amniocentesis:

No, I never put pressure on a woman to have an amniocentesis. That is her
call. Maybe she is not interested in that information (Dr Sossa, Conversation
2007).

We as scientists have to be neutral at all times. That means that you never
guide a patient in any direction. You just present the information and they
make the decision (Dr Isaza, Interview 2007).

However, despite the apparent effort at neutrality expressed by the physicians
above, the way in which information is given to women and couples shapes, to a great

162

Achieving the desirable nation
__________________________________________________________________________________________

extent, their decision. To my question about whether women, before undergoing an
amniocentesis, were aware of what it entails, how it is performed, and how long the results
will take, physicians looked at me in disbelief and replied with comments such as:

Of course, women are explained about the exam. We explain them all about
it. We talk to them in a very clear way, especially about the risks. So, if they
agree they sign the informed consent form and we do the procedure (Dr
Torres, Interview 2007).

Nevertheless, physicians recognised that information regarding an amniocentesis procedure
is not always understood by women. Some doctors were confident in their ability to convey
the message in such a way that the woman has enough relevant information for deciding
upon the procedure:

Yes, yes, we always explain all to women. But, it is not always clear for
them, and we notice that. So what we can do is ask them to think about it, to
go home and discuss it with their husbands and to come back later when
they are sure about their decision. But in general, women understand what
the exam is about, what the risks are, and what we are looking for (Dr
Arroyo, Interview 2007).

But physicians’ efforts for providing information in a comprehensible way is
somewhat limited, as they recognise that there exists a part of the population that, due to
their socio-cultural background, cannot follow medical terminology. Such women are seen
as in a lower position, so doctors need ‘to step down a level’ and inform them ‘in terms that they
can understand’:

Most of the women we attend to know about amniocentesis before we even
mention in. But there are others who really never finish grasping quite well
what is amniocentesis, or chromosomes. We cannot bridge that cultural and
educational gap, so we have to step down a level and talk to women in
terms they can understand (Dr Isaza, Interview 2007).
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What becomes problematic about ‘stepping down a level’ is that physicians decide
what type of information, and how much, is relevant and needed for the woman who, from
their point of view, ‘never finishes grasping quite well what is amniocentesis’; yet physicians
expect them to make a decision about it.
But just like the practice of amniocentesis, the issue of informed consent is nuanced.
When an amniocentesis is performed because the woman is older than 36 years of age, and
there is no other marker of risk, specialists present the test as an option; as additional and
valuable information that women should have. Once there are more markers of risk,
amniocentesis is presented as somewhat necessary; it becomes the responsibility of the
woman to know the health status of her foetus (Lupton 1999)55, as the following quotations
show:

There is an exam that can tell us if the baby is alright. At your age you have
more risk of having a baby with Down syndrome … We will introduce a
needle there, where the baby is, and we will take some of the amniotic
liquid. It is a quick exam, very easy, and you can be sure your baby is
alright … there is a very small chance of miscarriage, but it is worth it,
amniocentesis helps us to know how the baby is (field notes 2007).

Given your age, you may consider the possibility of having an
amniocentesis. With a needle we will take out a bit of the liquid you have in
your belly so we can know if your baby is alright (field notes 2007).

Do you want to have an amniocentesis? It tells us if the baby has Down
syndrome. Partner of the woman: ‘Do you think it is necessary?’ Dr__: ‘No,
well I do not see anything wrong [during the ultrasound], and the tests
[Alpha-fetoprotein] are alright. Partner of the woman: ‘So you are saying we
do not need the other exam?’ Dr__: ‘Well no, but if you want to be a 100%
sure you might want it.’ Partner of the woman: ‘But you do not see anything

55

Lupton (1999) offers an articulated notion of risk to which the pregnant body is subjected. The author emphasises the
individualisation and agency that pregnancy has nowadays, which leads to the conceptualisation of women as being
responsible for their reproductive choices and of the health status of their children.
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wrong, you tell us…’ Dr__: ‘No I don’t see anything wrong.’ Partner of the
woman: ‘OK then not’ (field notes 2007).

We found that the baby has ___ [conditions are often referred to by their
medical name]; there is this exam, which will tell us if the baby is alright or
not. With a needle we will take a bit of the liquid you have in your belly. It
doesn’t hurt a thing. The exam has a very small risk of producing
miscarriage, very little, but I have to tell you that. You have to pay it
yourself, the insurance covers the needle and my job but you have to pay
the lab work (field notes 2007).

We need to do an amniocentesis because the baby has the nuchal
sonolucency rather augmented. We need to make sure there is not a
chromosomal condition … we will extract, with a needle, some of the liquid
in your belly. It is a very easy exam. It does not hurt, but it has a very small
chance of inducing miscarriage … but we need to do this exam to make sure
what the baby has (field notes 2007).

Notwithstanding the contradiction between how specialists say they present
amniocentesis and the way in which such a presentation actually happens, apparently for
doctors, women, and partners alike, the information conveyed is considered enough and is
understood sufficiently for decision making. Yet when I asked women who were waiting to
be called in to have their amniocenteses if they knew what the procedure was about, and
why they were having one, they provided answers in which not only were some aspects of
amniocentesis misunderstood, but further, the issue of choice regarding the exam appeared
rather absent:

Yes, they [the specialists] will take some liquid from my stomach, through
my belly button and check on the baby. The doctor said that I should have
this exam in order to make sure that the baby is alright because of my age.
You know, at my age I have to be more careful and there can be problems
with the baby (Omaira, 41 years).
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Well, the doctor found that the baby has the somnolence augmented [sic]56,
so he explained that we need to do this exam to make sure that the baby is
fine. He explained that, through my belly button, they will take a bit of the
liquid I have in my stomach … The doctor also said that the exam may
cause miscarriage, but that the possibility of that is very small (Isabel, 42
years).

In the previous ultrasound [the genetic ultrasound] the doctor found
something in baby’s little head. An Andy Walker [sic]57 and he said that the
amniocentensis [sic] will tell us what is wrong with the baby. I do not
remember if he explained the amniocentensis, but we looked it up in the
Internet and now we know all about it (Eliana, 32 years).

There are various points of relevance in the above accounts. For instance, women
made reference to having an amniocentesis in order to ‘know if the baby is alright’. Further,
when women spoke about what was possibly wrong with the baby, they relied on what they
recalled to be the clinical diagnosis of the foetus. However, the ways in which women
referred to the possible foetal conditions reveal that they were undergoing amniocentesis in
a situation which combines compliance with medical advice and a search for reassuring
information about their baby’s status. In their recall of the way in which doctors explained
amniocentesis, the women demonstrated how, to a degree, they had translated what they
expected and imagined about the exam. There were women, however, who were rather
more aware and better informed about amniocentesis; not because the physician had
explained it thoroughly to them, but because they already knew about the existence of a test
for Down syndrome58.
The abovementioned elements emerging from women’s accounts might indicate
various things. Firstly, that what is relevant for women is the result of the amniocentesis,
and not so much the technicalities about how such a result is arrived at. Secondly, that
information regarding amniocentesis is not neutral, and neither is it received in a neutral
way. Third, that depending on the context, the emotional situation, and the women’s and
couples’ interest and anxiety at that particular moment, some aspects of the information
She meant augmented nuchal sonolucency.
She meant Dandy Walker.
58 I explore women’s motivations and relationship with amniocentesis in the following chapter.
56
57
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transmitted by the specialist may stick, whilst others may be overlooked. That is, if the
message a woman or couple receives is ‘your baby is not well’, that bit of information may
obscure any other information received, including, for instance, the technicalities of the
amniocentesis. And finally, that despite the neutrality physicians presume to have, they
clearly direct women to make the decision to choose for an amniocentesis, as it is an exam for
‘knowing if the baby is alright’. In doing so, physicians overemphasise not only the need and
the wish for delivering a ‘normal baby’, but also the pathologisation and undesirability of
foetal chromosomal conditions.
In such a scenario of risk establishment, women and foetuses are staged
simultaneously as patients. The woman’s concerns are, to some extent, considered by the
specialists. However, as shown above, the main concern for the physician is establishing the
condition of the foetus. This early interest in the foetus limits the attention women receive in
relation to particular informational needs they may have, for such information is often not
covered by physicians. Women’s status as patients thus starts to fade away. But the women
themselves also contribute to their own ‘backgrounding’ (being placed in the background),
as they ask very few questions regarding amniocentesis, and accept as the physicians’ (and
also their own) main focus the status of the foetus. The fact that they ask few questions
might indicate, as I said before, that the knowledge conveyed is not made relevant for them,
not translated well into their lives or that of the baby, and also that what interests them is
the result and not so much the process of an amniocentesis.
Nevertheless, it is not until the very moment in which amniocentesis takes place that
women are placed off stage of the antenatal care scenario and the foetus becomes a central
protagonist.

Doing amniocentesis: the foetal patient

The staging of the foetus as a patient, distinct from the woman carrying it, is
performed by both women and physicians. In the context of maternal-foetal medicine, the
foetus is seen ‘as an embodied actor within a pregnant woman’s uterus’ (Casper 1994a: 308);
the women in turn regard the foetus as their baby, an altogether different entity from them.
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Even though the motivations and practicalities of the staging of amniocentesis are
experienced differently by physicians and women, making the foetus into a patient involves
the backgrounding of women, who are cared for ‘lest their actions or their bodies cause
irreparable damage to the fragile foetal patient’ (Casper 1994a: 313).
The aim of this section is to illustrate the moments and circumstances in which the
foetus becomes a patient, and the woman carrying it is moved off stage of the antenatal
scenario.
In the context of amniocentesis, since women themselves are not ill they seek
specialised medical knowledge and expertise for their babies59 which, as women expressed
it, might be sick. Women, at this point of antenatal services, do not feel they are a patient; they
hand over the benefits of such a status to their babies. As reported elsewhere, women all
around the globe seek amniocentesis, mainly for reassurance (c.f. Marteu & Drake 1995;
Rapp 2000; Hunt et al. 2005). Based on the information the exam provides, some women
hope for possible medical treatment for their babies, others want to be prepared for the
arrival of a child different than expected, and yet others want to know the foetus’ status in
order to be able to choose whether or not to have it (field notes 2007)60.
Specialists and fellows in maternal-foetal medicine handle the foetus as a patient (c.f.
Casper 1994a, 1994b, 1998; Isaacson 1996; Rose 1994), but also as a research and educational
case which could enrich their knowledge and expertise (c.f. Casper 1994a, 1994b, 1998; field
notes 2007). The foetus acquires the status of a distinct patient from the moment risk is
suspected, but only fully becomes a patient when amniocentesis takes place.

Lights off: In a dark, impersonal clinic examination room the pregnant woman lies on
a single bed covered in a white sheet. The specialist in maternal-foetal medicine asks her if
she has any last minute questions; this is either answered by a silent shake of the head, or by
the voicing of her fear of pain or possible damage to the ‘baby’ caused by the needle. Some

All interviewed women considered and referred to the foetus as their baby. Many had already given it a name and were
preparing a room for the arrival of the new member of the family.
60 Women’s motivations for undergoing amniocentesis, and their reactions towards amniocentesis positive results, will be the
focus of the next chapter.
59
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women cry in anguish before entering the room, though they do not share this with the
specialist. The physician explains that the needle will not touch the foetus and that
amniocentesis does not hurt a bit (although none of the attending specialists or fellow
students in this department have first hand experience of amniocentesis since they are all
male). One last time the specialist explains the procedure to the woman in a warm and
gentle tone. While he is locating the foetus, and the nurse is preparing the woman’s
abdomen with iodine soap and foam in order to make the surface sterile, some interchange
between the doctor and the woman takes place. Usually physicians ask women about their
jobs or other activities, then explain that soon they will do the amniocentesis, ‘which does
not hurt’, and reiterate ‘that the exam is needed to be sure that the baby is fine’ (field notes
2007). Sometimes, specialists give away exciting information, as for instance the foetus’s sex.
Such conversations may be interpreted as an attempt to reduce women’s anxiety; but it is
also a sort of preparation for a momentary goodbye, as from now on and for many days to
come, the patient – and thus the specialist’s (and also the women’s and couples’) concern –
will be the foetus. When the foetus has been located and the woman’s abdomen cleaned,
with a calming tone the nurse says: ‘OK mommy, put your arms behind your head and do not
move; you’ll be alright’ (field notes 2007).

Lights on: The foetus’ presence fills the room, and the light coming from the screen in
which the foetus is visible nuances the shapes and bodies present. The most important
visible presence now is the tiny little foetus we all can see thanks to the ultrasound machine.
As all eyes are fixed on such a small being, it suddenly appears very big.
Once the foetus is located, the specialist can decide where to do the puncture to
avoid foetal or placental damage. He then asks either the nurse or a resident to pass him the
Spinocan #22 – a hollow needle with a transparent needle hub for extracting the amniotic
liquid – the liquid that holds information that will influence life or death decisions regarding
the presence viewed on the big flat screen above everybody’s heads . All are silent, as if time
had stopped.
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Performing an amniocentesis requires two to three people. The attending specialist is
the busiest one. With one hand he locates the foetus, helped by the ultrasound machine’s
transducer which makes the foetus visible to everyone in the room. He directs the
transducer to check constantly on the foetus and the placenta during the five to eight
minutes that the amniocentesis lasts. With the other hand he punctures the pregnant
abdomen, introducing the almost 9 centimetre long needle into the uterus of the woman
lying on bed. Either a nurse or a resident extracts the amniotic liquid (1 cc per week of
pregnancy) filling two syringes. The same person withdraws the needle and cleans the
women’s abdomen. During this time, the focus is on the foetus and on the amniotic sac; no
eye contact is made with the woman. The specialist’s eyes move back and forth from the
transparent uterus on screen to the woman’s stomach to check on the needle. As expressed
by the chief of the Department, ‘my hands are my eyes’. It is the hands which have mastered
the coordination of movements that allow the uterus to become transparent, the foetus to be
seen and checked on, and the needle safely inserted. There is little need to look at the body
lying on bed, as the skin only makes the foetal patient invisible.
If during the amniocentesis procedure a conversation takes place, it is between the
specialist, the resident, and the nurse, as when the specialist gives instructions. The woman
is only addressed if she moves, if she expresses more pain and discomfort than usual, or if
she attempts to touch the needle. If the woman asks a question, it may be answered after a
long silence, or may never be answered at all.
In most cases, a companion is allowed to be in the room. When this happens they
mostly avoid watching the pricking of the stomach, and thus they too fix their eyes on the
screen in search of the foetus, or cast them down to the floor. If the companion is the
woman’s partner, they are often visibly anxious. Sometimes they sit still and quiet next to
the woman, which also prevents the possibility of eye contact. If due to spatial constraints
the partner cannot be in the room, they are invited by the nurse to watch the procedure on a
screen located above the nurses’ desk: ‘Daddy, it is too crowded here, you can watch on the screen
over there’ (field notes 2007). This means that partners in fact are not accompanying the
woman during the procedure (even when sitting or standing next to her), but the foetus
(through their fixed attention on the screen).
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Women, in the vast majority of cases, close their eyes at the moment of the puncture;
some remain like that during the whole procedure. Others, once the needle is inside them,
open their eyes and look at the screen. In some cases, women search to make eye contact
with their companion. In many cases, women moan in discomfort when the needle pricks
the skin and when the liquid is been extracted. Many cry during and after the amniocentesis
procedure, and again while expecting the results.
Once the needle is out the world moves again.
The nurse takes the two syringes with amniotic fluid to her desk, leaving them lying
on the desk while she writes the woman’s name on an envelope in which she will place the
syringes containing the warm, yellowish liquid. It is astonishing for the untrained eye to see
the syringes handled so nonchalantly, as something of no importance, even though they
bear all that data, all those decisions, and all the prospective parents’ – and particularly the
woman’s – anxiousness. The liquid, until that time unknown to me or the prospective
parents, which was inside the woman’s body and is supposed to carry good or bad news,
seems so irrelevant and out of place when left carelessly on a desk in the absence of medical
equipment, yet in a medical setting.
In the meantime, attention is turned back to the woman; she is congratulated for
‘doing well’. In all cases, women ask about the state of the foetus. The specialist explains that
he is checking on the foetus’ heartbeat and that he is making sure that there is no placental
bleeding. After such precautions are taken, the foetus leaves the screen and once again
becomes invisible to the naked eye. However, it remains the patient. Recommendations and
precautions are given to the women regarding the care they need to exercise in order to
minimise the risk of miscarriage: to stay home, to keep complete repose for the day, and in
case of abdominal pain or the presence of blood to rush to the Emergency Room. There is no
particular recommendation for the woman herself regarding what to do with the growing
anxiety she will feel while expecting the results.
The foetus has taken centre stage. This will remain the case for the twenty to twentyfive coming days that amniocentesis results take to be ready, and sometimes even longer.
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In the event that the amniocentesis was performed due to findings in the genetic
ultrasound, while waiting for the results the foetal patient undergoes several further
ultrasound checkups in order to document its development and rule out morphological
variations associated with the different possible chromosomal conditions. Women are asked
to pay several visits to the Department; they usually have to travel long distances, and have
to wait for hours before they get to see the specialist who, in turn, acknowledges only the
foetus and neglects their concerns.
An example illustrates this point well:

7.00 a.m. Northern Clinic. Today Eliana and her husband Carlos had an
appointment with Dr Sossa. I spotted them in the waiting room on my way
into the Department. I sat and talked with them. Eliana said they were
doing better, getting used to the idea that their baby girl had something
wrong. They had also decided to stop looking on the Internet for the foetus’
potential condition, because they had no clear idea of what their ‘baby’ had.
It was better to wait until they had a clearer diagnosis. So far, Dr Rincón
had found a growth restriction, a missing artery in the umbilical cord, and a
Dandy Walker [an incomplete formation of the cerebellum vermis].
Around 8.30 Dr Sossa called them in … Eliana and Carlos had no
idea why they were supposed to visit the clinic that day, though I knew that
the doctors were looking at the foetus’ heart because I had asked Dr Torres
before he entered the examination room. Their questions were answered by
a heavy silence.
I sat at the front desk. The microphone of the evaluation room was
on while Dr Sossa was dictating to Daniela [a nurse] foetal measurements,
allowing me to listen to the brief conversation Eliana and Dr Sossa held. In
the dark room, Eliana had been lying on a bed with her husband standing
next to her, both in absolute silence, until Dr Sossa had finally decided to
talk after around 8 minutes of examinations. ‘That is either trisomy-18 or -13,
I’m pretty sure’, he said, addressing Dr Torres. Eliana’s natural question to
such a statement was: ‘What is that, Doctor?’ To which Dr Sossa bluntly
answered after a long silence: ‘An incompatibility with life’. Then he fell silent
again, and a couple of minutes later he left the room.
The foetus’ heart was impossible to spot. Eliana and Carlos will
have to come back again tomorrow morning. After Eliana and Carlos left,
Dr Sossa called the genetics laboratory asking for Eliana’s amniocentesis
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results; he was told that the results would take yet another week to be ready
(field notes 2007).

The above account exemplifies the relegated place women’s concerns have once they
are moved off stage of the antenatal scenario. Such an account also shows the way in which
women receive news regarding their future baby, charged with connotations such as
‘incompatibility with life’. The use of this sort of statement makes one wonder, once again,
about the neutrality physicians presume to have when interacting with their pregnant
patients. What does it mean for a woman to be told that her ‘baby’ has ‘an incompatibility
with life’?
The Department provides an educational programme for clinical fellows. During all
examinations the specialist is accompanied by a fellow in maternal-foetal medicine and
residents of different specialties. Discussions of possible diagnoses take place right then and
there in front of the pregnant woman. In her analysis of teaching hospitals, Fox (1974: 119)
highlights that patients ‘are expected [and subjected] to permit medical students and
physicians other than their own to interview and examine them and sometimes to
participate in their care’. Patients experience increased discomfort in teaching hospitals due
to the constant scrutiny they undergo everyday without being asked, acknowledged, or
informed (Fox 1974). But women attending an antenatal facility for foetal diagnosis in a
teaching hospital are, to some extent, neglected twice. They are not only unacknowledged,
as patients in teaching hospitals usually are, but are also constantly overlooked as attention
is given mainly to the foetus as the primary patient. The foetus is staged, seen, and treated as
the patient, albeit a rather silent one, with whom communication is somewhat complex if not
impossible. Moreover, the foetus is a particularly convenient patient that does not visibly or
audibly demand information and sympathy. Thus, physicians can communicate solely to
one another in sophisticated medical terms, accompanying such interchanges with faces,
frowns, and sounds that convey a preoccupation and a message that the situation of the
foetus is serious.
However forgotten and overlooked women are, they are lying on the bed listening to
such fragmented information and observing the physicians’ body language, which they then
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try to make sense of and match up with their own understanding of the situation: the
consequences that a particular health condition may represent for their family and for the
life of their future child. As imperceptible as it may seem, women do exercise the limited
agency they have – and I say limited because as I have shown women are not made full
participants in the process of foetal diagnosis – by demanding information and explanations
about their foetuses’ status not only to specialists, but also to fellows, residents, nurses, and
eventually even to me61. Women also looked up the diagnosis, terms, and procedures
discussed by specialists and fellows on the Internet. Such information does not bring peace,
since it is often difficult to understand in terms of the terminology and practical
consequences for their lives; but gaining that information was felt as a way of being
involved in the diagnostic process.

Although in most of the cases, after amniocentesis results arrive the woman returns
to the on stage mode, there are circumstances in which the staging of the foetus as a patient is
prolonged. This happens when a concrete diagnosis cannot be attained because
amniocentesis results unexpectedly come out negative, yet there is ultrasound evidence that
shows foetal structural variations. In these circumstances, women remain for quite some
time off stage, for both specialists and women alike want to continue further examinations of
the foetal patient in order to establish a diagnosis.
Diagnoses of this type are not straightforward and are therefore highly uncertain.
Physicians’ reaction when uncertainty takes them by surprise is to remain silent in front of
the women, who in turn experience this lack of information, and the anxiety and anguish
that goes along with it, as unbearable. Furthermore, in the search for answers, doctors
incorporate many possibilities, which may include making the woman responsible for the
ambiguity or misdiagnosis.

61 Many times I was confronted with couples’ questions regarding their foetuses’ status. Although I emphatically explained that
I have no medical training, questions kept popping up. Eventually, I made the decision to provide the (non medical)
information that I had and that I could manage, such as dates of results delivery, appointment schedules, what an
amniocentesis is, what a trisomy and a monosomy are, and other such related issues.
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09.00 a.m. Northern Clinic. As always, Eliana had a million questions which she posed to me
[the researcher]. Her first question was if they could already discard the trisomy-18. She also
asked whether the Doppler was needed because her placenta was damaged, and if it was
damaged because she was not eating essential food [specific vitamins and minerals]. Eliana
asked me about the baby’s appearance when born; if she was going to have a big head, if she
was going to be too small in size; if she could talk and move. Eliana also asked me why the
doctors were returning to diagnoses that had been discarded: ‘as the belly button and the thing
in the brain, the Dandy Walker62’. I told Eliana that unfortunately I had no answers to her
questions and I encouraged her to ask them to Dr Sossa. In response to this, Eliana replied:
‘Yes, I can ask him that, but he will not answer. He never answers. Every day Carlos and I say: Ok,
today we will know what is wrong with the baby girl, today is the day when they are going to explain
us everything. But not, always are exams and exams and no one tells us nothing. I already gave up. I
know I will walk out today without knowing nothing about the baby’.
Around 11.15 Eliana was called in. Dr Torres was the one to examine the foetus today.
He was blunt, as always: ‘Yes, you have a Dandy Walker, and I think you must have been lost in
counting your last period’. Eliana was visibly upset by such a statement and she looked at me in
exasperation. Once Eliana left the examination room she turned to me and said: ‘I wonder if he
treats his wife in this way’, and then added, ‘Please let me know how you can get lost in your own
counting, when you keep a calendar and you do mark every time you get your period?’ She was 100%
sure of the date of her last period and she could even tell me the exact day when she and
Carlos conceived the baby.
After Eliana left I asked Dr Torres why they never gave information to the women
and he said: ‘I really do not know what is wrong with it [the foetus], so I prefer not to open my mouth.
Go home, do some research and wait for the [staff] meeting to take place’.

As seen in this section, when the foetus gains the status of patient it supposes the loss
of visibility and importance of the woman. However, women can and do regain their status
as prime patients.

Communicating news, constructing disabilities, making the woman the patient

In such a scenario of risk, diagnosis, and fragmented communication, women are
expected to make a decision regarding the future of their foetus. Interestingly enough,
62 As defined by Healthline: ‘Dandy-Walker malformation is a congenital (present at birth) condition involving several
abnormalities in the development of the brain. The malformation appears to result from destructive processes, such as
inflammation or trauma, which block the circulation of cerebrospinal fluid (CSF) inside the head after the brain has been
formed in the embryo.’ Online source: http://www.healthline.com/galecontent/dandywalkermalformation?utm_term=Dandy%20Walker%20syndrome&utm_medium=mw&utm_campaign=article

175

María Fernanda Olarte Sierra
__________________________________________________________________________________________

specialists assume that women follow the discussions that take place while diagnosing the
state of the foetus, even though, as I have shown, they are more often than not placed in the
background. Decisions about continuing or interrupting a pregnancy are therefore based on
patchy information founded on partially communicated and imperfectly understood
medico-cultural terms and values, and on the woman’s own understandings of disabilities.
Most importantly, reproductive decisions come out of the uncertainty of not being able to
comprehend fully the foetus’ condition, and of not knowing what life would be like with a
child with that particular condition.
Diagnosis is not always a straightforward process. As shown previously, uncertainty
surrounds foetal medicine. As a way of coming to terms with uncertainty, the Department
has enabled a medical meeting for Antenatal Diagnosis of Congenital Anomalies and
Advanced Therapy. The meeting takes place every other Monday from 19:00 to 21:00-21:30.
One format the meeting can take is that the fellows present the cases they are participating
in, with the attending specialist backing them up. The fellows are graded depending on their
presentation, and are therefore questioned about specific matters that they are supposed to
know and see in the ultrasound images that illustrate each case. Another format for the
meetings is that the attending specialist presents the case, though the questioning of fellows
also takes place. Thus the meetings function on two levels: at the educational level they
serve the purpose of quizzing fellows, while at the professional level specialists discuss with
other colleagues the best way to go about each case. The idea of the meetings is to attain, in
an interdisciplinary manner, consensus on diagnosis, prognosis, and possible treatment.
That is why neonatologists, neurologists, radiologists, neuro-radiologists, paediatricians,
surgeons, cardiologists, geneticists, specialists in maternal-foetal medicine, and the
Department’s psychologist, all attend such meetings. Each specialist gives his or her opinion
regarding the foetus’ state, according to his or her focus in medicine. The foetus is still very
much the focus at the meetings; however, the woman’s reproductive future and her
emotional and psychological health start to receive attention. Nevertheless, in most cases no
consensus can be achieved, given that much still needs to be learnt about foetal diagnosis on
the one hand, and that all discussion revolves around images of a body inside another body
on the other.
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Such a public airing of uncertainties can be interpreted in two ways. Firstly, the
meeting can be seen as an act of territorial professional demarcation, in which professional
boundaries cannot be crossed. This is enacted by the display of knowledge and the
demonstration of power, which perpetuates the established hierarchical order in which
fellows constitute the last link among the medical professionals. Secondly, the public
discussion of uncertainty and diagnoses legitimates the following staging of the woman as
the prime (and sole) patient, who now has the duty to make a reproductive decision; a life or
death decision regarding her foetus. However erratic, abstract, and sometimes mistaken it
may be, a diagnosis is finally achieved. With that, women recover fully the status of patient
and come to centre stage.
When a diagnosis is finally made – usually based on interpretations and information
gathered through the extensive examinations performed on the foetus, and on (confirmed)
assumptions about women’s needs – the woman returns. The foetus is now placed off stage
and thus loses the status of patient. For the foetus, to lose the status of patient not only
supposes losing the leading role, but also losing all human attributes that had previously
been conferred on it. Eventually, after a diagnosis is made, more often than not the once
foetal patient may be dismissed and aborted by the same specialist that made it into one.
There are two ways for women to return to the on stage mode, and in the great
majority of cases they are accompanied by their partner; although the latter never becomes a
patient, for the woman’s wishes and concerns are the focus of physicians and health
professionals. The first way in which women return to patienthood is when the
amniocentesis produces an expected negative result, and thus women are sent back to their
obstetrician to continue regular antenatal care. This is the case for women who undergo
amniocentesis either because their age positions them as being at risk of carrying a foetus
with Down syndrome, or because of the sheer need for reassurance, even in the absence of
any related marker of a possible aneuploidy63. The second case is when amniocentesis
results support physicians’ expectations of chromosomal variations, or when the results of
the test become irrelevant because the foetus’ condition is detected by other means to be
rapidly worsening.
63

Aneuploidy is the modification in the chromosomal count of 46 XX for women and 46 XY for men. See
Moore & Persaud (2006: 161).
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In the following section I focus on the second scenario. The purpose of this section is
twofold: a) to show how women return to the on stage position in the antenatal scenario as a
patient in full use of her agency – because a reproductive decision has to be made – and as a
patient in need of emotional and psychological support; and b) to illustrate how, by the way
diagnosis is communicated, the Department constructs and construes disabilities and foetal
chromosomal and developmental variations as inherently problematic, traumatic, and
burdensome.
In cases when amniocentesis results are positive, as expected by specialists, or when
the foetus’ condition worsens by the day, women stop seeing their former obstetrician and
are centre staged, thus continuing to be part of the Department’s concerns. At that point her
pregnancy becomes a high risk pregnancy. Foetal malformation, as foetal conditions are referred
to by the Department’s staff, is considered a risk factor for the woman’s health and wellbeing (Department brochure; field notes 2007). To carry a foetus different from what the
woman and the couple expected is seen as a source of emotional distress and profound
sadness. In physical terms, the fact that the woman has to undergo delivery also supposes
extra risks than those considered as normal (c.f. Hiddinga & Blume 1994). Although to
deliver a baby with developmental variations does not per se increase a delivery’s risks, the
fact that the baby has a condition considered to be serious makes physicians view such a
delivery as an unnecessary risk and a waste of resources, which could be prevented by
having an abortion:

[T]here are some malformations that have no chance of living, but do endanger the
woman’s health as delivery always has its risks (Dr Castro, Interview 2007).

[A] delivery is risky in itself, so if the woman wants to keep the foetus she will face a
delivery, perhaps a Cesarean section that involves even more risks. It is safer to have
an early abortion than to have a delivery of a malformed baby, plus fewer resources
are needed. When a malformed baby is born all sorts of resources are needed, not
only during delivery but after, like the NICU and maybe surgeries and that will last
during all the baby’s life (Dr Rincón, Interview 2007).
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Due to current state of the art technologies available in advanced foetal therapy, the
Department is acquiring and mastering the relevant expertise for dealing with foetuses with
surgically modifiable conditions. But much still needs to be learnt, and more technical and
technological innovations need to follow in order to make surgery a feasible option for many
foetuses with developmental variations (Casper 1994a, 1994b). Further, there is as yet still no
treatment available of any kind for altering chromosomal or genetic conditions.
With such extremely limited possibilities for treatment, the foetus loses its status as
patient and becomes the condition it has been diagnosed with. Thus, when explorations are
concluded and the foetus has been studied, and after the woman’s body has been penetrated
and made transparent, the once again invisible foetus is returned back to the womb as a
condition. The woman then becomes a patient with a diagnosis of a malformation, as physicians
and staff say, bypassing the foetus. Although the woman does not have a malformation
herself, the fact that her foetus – which is no longer a patient but a condition – has one
converts the woman into a patient. This is very much like when a person is diagnosed with
heart failure, though the major difference is that the heart has never been made into a patient
as the foetus has (c.f. Casper 1994b). The woman as patient not only suffers the diagnosis of a
malformation, but she is also expected to make a reproductive decision regarding her foetus.
Needles to say, such a move back to centre stage adds anxiety and confers onto the woman
the immense responsibility of deciding who will enter the human community (c.f. Rapp
2000; Brookes 2001). In other words, with the diagnosis of an untreatable foetal condition,
the woman, previously ignored, returns as a patient in need of care and ‘treatment’ for her
condition – a malformed (and assumed unwanted) foetus.
Diagnosis is communicated through a mix of highly sophisticated medical terms and
categories, and is then translated into laymen’s terms so that women and couples can follow
physicians. Although physicians do believe that women undergo psychological distress
when informed about foetal conditions, specialists and fellows inform prospective parents in
a blunt, detached manner, which in turn increases women’s feelings of uncertainty, fear, and
desolation. When communicating the diagnosis, the possibility of abortion may be raised,
either by the women themselves or by the physicians, who present it as ‘one option of
treatment’ (Dr Sossa, Interview 2007).
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10:00 a.m. Northern Clinic. Dr Torres is in the examination room with Patricia and
Iván. The amniocentesis results are not ready yet. Dr Sossa suspects a trisomy-21 and
Dr Torres suspects a Turner Syndrome64 [45 X]. After a long, thorough, and silent
ultrasound, Dr Torres says that he sees that the foetus has hydrothorax. That
complicates the diagnosis. He says: ‘The heart is surrounded with liquid, and the baby is
very swollen’. Dr Torres adds: ‘You know you could abort if you want, this is an
incompatibility with life. Most likely the baby will die in utero’. To this news Patricia asks,
with an almost imperceptible voice: ‘Will that [the death of the foetus] harm me?’ Dr
Torres: ‘No, it will not harm you at all. If it dies it will be necessary to remove it but it will
not harm you…’ Patricia: ‘No, I do not want to kill my child’. To which Dr Torres
answered: ‘That is your decision; I just had to inform you about the options you have’ …
Dr Torres leaves the room in search of Dr Sossa, who needs to confirm the
diagnosis. Two minutes later Dr Sossa and Dr Torres return to the room in which
Patricia and Iván have remained in deathly silence, holding hands and crying. Dr
Sossa repeats the ultrasound and says: ‘Yes, it has hydrops’ and to Dr Torres adds: ‘and
see the heart?’ It is the usual teaching experience. Patricia asks whether the baby is
suffering. Dr Sossa explains: ‘The baby is full of liquid; the baby is very sick’. Dr Sossa
leaves the room again and Dr Torres stays with Patricia and Iván, telling them that
their baby will probably die in a couple of weeks and that they need to make an
appointment with Jimena, the psychologist, though he provides no information
whatsoever regarding why they should see a psychologist. Dr Torres asks Patricia to
put on her clothes and he says goodbye (field notes 2007).

The reason why Patricia, as with all women ‘diagnosed with a malformation’, needs to
visit the psychologist is because of the shared conviction that all women, after a diagnosis of
a foetal condition, undergo emotional distress. Nevertheless, physicians assume that care for
women’s mental and emotional well-being is an issue for the Department’s psychologist
alone, and that what affects women’s emotional stability is the diagnosis itself, rather than
the accumulation of stress and fear that the diagnostic process as a whole entails. No
attention is paid to the extent to which the whole process moulds women’s and couples’
reactions to a diagnosis, and shapes their decision making processes: the long waiting time;
the continuous ultrasound check-ups (or that one ultrasound that suffices for determining a
developmental variation); the medical exchanges about the foetus; the secondary role that

64

As defined by the Merriam-Webster online dictionary, Turner syndrome is a ‘condition that is typically associated with the
presence
of
only
one
complete
X
chromosome’.
Online
source:
http://www.merriamwebster.com/medical/turner%20syndrome.
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women and couples play; and the combination of all such factors being conducted in a
detached way (filled with negative connotations about the foetus’ condition).
Due to the way in which diagnosis of foetal chromosomal variations is perceived by
staff members, and the way in which it is communicated to prospective parents, antenatal
conditions are construed as inherently difficult, traumatic, and as a burden to prospective
parents, especially to women. This approach to chromosomal variations adds to the notion
of incompatibility with life, and hence the need to offer emotional support in order to
overcome the tragedy, and physical care in the event of an abortion or a high risk delivery.
For women who decide to continue the pregnancy, medical resources and emotional
therapy are made available up to delivery, so that ‘they can adapt to their real baby, and can be
prepared for facing people and society once the baby is born’ (Jimena Estrada, field notes 2007). For
women who decide to abort (who are the great majority), emotional support is also offered
so ‘women and men can have a proper mourning process, in which the bond with the baby is
reinforced, and then they can say goodbye to their baby’ (Jimena Estrada, Interview 2007).
Specialists, fellows, staff members, as well as Colombian legislation (see Chapters 2
and 3) see abortion as a ‘treatment’ for helping women to overcome the trauma of the
diagnosis of foetal chromosomal and developmental variations. In this sense, the practice of
abortion and the notion of trauma go hand in hand with the category of ‘incompatibilities
with life’.
In this context, however, trauma has multiple and interrelated connotations. One
such connotation is that women are in psychological distress because they are carrying a
foetus different from the one they imagined; they are constructed and understood as
grieving:

With a diagnosis of [foetal] malformation we have to understand that women start a
mourning process … we manage grief as the loss of the ideal, or the dreamt about
child, or the thought of a child. That one is lost. There is already a first loss and now
there is the confrontation with the real child. That requires a process of adjustment in
the family, an adaptation of the roles of father, mother and child … there is a need for
adaptation of the parents and the child, so they can face the wider family and society
(Jimena Estrada, psychologist, Interview 2007).
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It [amniocentesis positive results] is always very sad. That’s pretty normal [the
sadness]. All [foetal] malformations are very sad, especially for women (Dr Cifuentes,
Interview 2007).

Of course it is always difficult for them [women]. They all are in shock, and then they
start presenting the physiopathology of grief, always (Dr Álvares, Interview 2007).

To receive a diagnosis is terrible, terrible: rejection, negation, wrath, and then
acceptance. After that, after understanding what the foetus has, many ask if they can
abort (Dr Castro, Interview 2007).

Trauma related to ‘loosing the expected child’ also refers to the possibility of delivering a
being that is not even worthy of being called a baby, for it is seen as ‘a monstrous thing’:

To be told that the child you are expecting, for whom you have already bought some
things and all that, to know that the baby is sick, that maybe it is even a monstrous
thing, that is harsh. That is very traumatic for the woman (Dr Arroyo, Interview
2007).

Connected to this latter point, some of the staff members believe that women
undergo mental and emotional distress because of the perception that it is more difficult
for women and couples to cope with death after birth than with selective abortion. Many
also refer to the special difficulty brought about through the encounter with a possibly
severely malformed foetus which has a very short lifetime. Abortion, in these situations, is
conceived as being more beneficial for women’s overall well-being.

It is very traumatic for women to deliver. Abortion is easier for them. If the baby is
born then they see it. They have felt it [the foetus] for so many months, the bond is
stronger and then, they have to see it die (Dr Arroyo, Interview 2007).
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[I]t is very traumatic to see the baby dying after birth or dying during delivery. But it
is also very traumatic to see the little monsters that they sometimes are. It is very
traumatic. That is why I think it is better to interrupt [the pregnancy] (Nurse Daniela,
Interview 2007).

Nevertheless, foetal diagnosis of chromosomal and developmental variations does
not only include severe conditions that endanger the future baby’s life. As explained earlier,
obstetric ultrasounds and amniocentesis look as well for physical and chromosomal
variations that do not endanger the existence of the baby-to-be. Yet, the diagnosis of
conditions such as Down syndrome – or other chromosomal variations that imply cognitive
differences but are not imminently life threatening – is also perceived by staff members as
problematic and traumatic. This perception relates to the prospective family life that women
and couples will have if such children are born, as Dr Sossa expressed in a medical meeting:

Neurologic development plays a most important role in the child’s social
adaptability. Adaptability is difficult when there is a neurologic diagnosis, and it is
difficult especially for parents, so that is why they choose to interrupt the pregnancy
and that is why we accept those terminations [of the pregnancy] (Dr Sossa, medical
meeting 2007).

When taking into account the future potential for a disrupted family life, prospective
parents are seen as undergoing ‘shock’ and ‘distress’, as they must think about how to
combine their life plans with their ‘real child’ (field notes 2007). Conditions that do not
suppose a short life span for the future baby, but which do imply a deviation from the
standard of normality, result in most staff members rendering people with disabilities and
cognitive differences as irremediably burdensome, as a negative life changing event that
should rather be prevented:

It is very difficult of course, the whole life plan changes, now you are stuck with
something [a child with cognitive differences] that will last so many years. I mean the
idea of having children, seeing them grow and watching them finally leave home in
search of their own life, that will never ever happen with a child like that. You are
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stuck your whole life with that, so you might as well consider not going through that
situation (Dr Torres, Interview 2007).

It is very difficult, those children [with cognitive differences] need a lot of attention
and care, and you have to think about that before having them. If the parents are not
willing to do that then it is good for them to interrupt [the pregnancy] (Dr Arroyo,
Interview 2007).

For women it is very difficult [foetal diagnosis] because they have to think about
what they want to do with the pregnancy. They have to think if they want to live their
lives dependant on their child or not. If for them [women] that baby is going to be an
awful burden and they get very anxious, then it is better for them to interrupt (Dr
Rincón, Interview 2007).

When specialists engage in diagnosis and prognosis, they base their communication
with women and couples in medical categories that in most cases are exceptionally abstract.
All reference to the life of the future child is framed by such categories. They produce the
illusion of a unified experience of disease or disability that, in turn, defines the identity of
the future child, now discussed strictly in the Department’s medical language. In other
words, when presenting a prognosis for a foetus with a chromosomal or developmental
variation, such a prognosis is inflicted with medical values which have their own
assumption of what a normal life entails. This typically neglects the fact that social
understandings and consequences of health conditions vary through time and are informed
by cultural norms and individual values, and the fact that neither medical nor cultural
values are static and separate from one another (c.f. Shakespeare 1998; LeBreton 2004).
However distant medicalised views of chromosomal variations and cognitive differences
may seem, they do resonate with women’s and couple’s own understandings of people with
disabilities, deeply rooted as they are in the Colombian imaginary of able and disabled people.
This, as shown in Chapter 4, praises productivity and despises and fears people with
different capabilities and cognitive differences, for they are rendered as ‘unproductive’ and
so ‘a social burden’. Thus, women’s and couple’s reactions to amniocentesis positive results
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typically resonate with the negative input and depiction that these conditions have, both for
the specialists and also within the wider socio-cultural context (c.f. Hashiloni-Dolev 2006).
These views and understandings of foetuses with chromosomal variations or
cognitive differences imply the idea of a fixed standard baby that some get and some others
do not; that the idea of homogeneous normality is inherently good. What does not comply to
the standard is seen as inherently bad and becomes a family tragedy, while ‘normal’
children are, in contrast, eventless and suppose no sacrifices. This is why women, couples,
and specialists concur in their views that the birth of a child with a chromosomal or
morphological condition that (could) suppose a cognitive difference invariably implies extra
efforts in emotional, economic, and social terms. These perceived extra efforts enable such
conditions, susceptible for producing cognitive differences in the child to-be, to be framed
within the category of ‘incompatibilities with life’. In the words of one husband: ‘we better
interrupt this one and maybe later we get lucky and get a healthy baby’ (Carlos, 35 years, Marin);
or as expressed by one of the specialists: ‘for some parents a baby with Down syndrome is like an
incompatibility with life’ (Dr Cifuentes, Interview 2007).
As mentioned before, it is in this context of regarding disabilities as merely medical
and highly problematic that women are staged as patients in need of medical care of various
types, abortion being one such type. In the event of an abortion, specialists bridge the
difficulties of ending the developmental process and the existence of their previous patient
(the foetus) by explaining that ‘although scientifically, academically, and sometimes emotionally
there are implications of losing the foetus, it is only the woman who can decide what to do with that
pregnancy; we [specialists] cannot impose [upon] a woman to deliver such a child’ (Dr Cifuentes,
Interview 2007). Specialists regard the imposition of delivering a child different from the
average as wrong, since delivery is an issue that concerns only the woman herself, ‘given that
she is the one who has to take care of that baby for as many years as it [the baby] lives’ (Dr Torres,
Interview 2007).

One could say that it is in the context of selective abortion decision making and
practice that women fully exercise their role as patients and demand the rights that being a
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patient entails. This is especially visible in cases in which physicians do not agree to grant an
abortion, if they consider that the condition of the foetus is not severe enough. Under such
conditions, the most interesting shift takes place. Once women have exhausted the resource
of pleading for an abortion due to foetal ‘conditions incompatible with life’ (of many sorts,
but mostly Down syndrome), women allege that such a pregnancy threatens their mental
health and well-being, ratifying in this way their status as patients (see also Chapter 3). As
seen in Chapter 2, the Court used the World Health Organisation’s definition of health65
when de-penalising abortion in cases which may endanger the woman’s health. Women can
therefore claim that their mental health and well-being is jeopardised by carrying a foetus
with a chromosomal condition, and in most cases women are granted abortion. In the words
of two staff members:

Since de-penalisation, all cases of foetal conditions are aborted. Women
either say it is an incompatibility with their life, or say they are in terrible
distress. It is one way or another that women get legal abortions nowadays
and doctors do not care about that. They [doctors] are no longer in danger
of being prosecuted, so they do not care who aborts what (Dr Villa,
Interview 2007).

I find some cases really worrying. Parents are aborting everything because
they know they can. Since de-penalisation most of them [prospective
parents] say they want to abort because the baby is incompatible with life,
even if the baby is not. In the very rare cases that doctors deny the
procedure prospective parents say that such a child is an incredible burden
and that the woman is not able to handle it. And I know that is not true, at
all. I know that they are absolutely capable of dealing with a disabled child.
But they keep on insisting and so they opt for saying that the pregnancy is
attempting to harm their mental and emotional health. That is when they
are sent to a psychiatrist who, most of the time, gives women the green light
to abort (Jimena Estrada, Interview 2007).

65

Mental health is an integral part of this definition (http://www.who.int/mediacentre/factsheets/fs220/en/).
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Either way, in most cases women and couples can access a legal abortion in the event
of a foetus that does not fit their life plans. Such a shift in motivations takes places and is
valid because the woman is the patient, and as a patient her will governs.
In summation, antenatal conditions and future disabilities are made problematic and
burdensome on three different but related fronts: the Department in which conditions are
diagnosed; in society where people with cognitive differences are looked down upon for
being a burden; and lastly at the legal level, in which to carry a foetus and deliver a baby
with disabilities is understood as torture, for women are traumatised by such events. The
woman, as a patient, should not be subjected to that treatment.

Final comments

In the Department of Foetal and Maternal Care and Medicine, when asked the
specialists who participated in this study invariably said that the role and function of
maternal-foetal medicine is to care for pregnant women and their foetuses, and to provide
prospective parents with what is considered valuable and important information regarding
their foetus so that they can make ‘informed’ reproductive decisions. Nevertheless, some
were as open as to state that ‘maternal-foetal medicine is the checkpoint for humanity’ (Dr Torres,
Interview 2007). Despite apparent differences in perceptions of the role of maternal-foetal
medicine, everyday practices and conversations – the product of long term interactions
among these professionals – conveyed the view that although chaotic, maternal-foetal
medicine does indeed serve as the checkpoint for entering the human community; a goal
that resonates with obstetrics´ overall project, as shown in Chapter 4.
The use and availability of amniocentesis splits up the woman and foetus and
enables the staging of them as two different syncopated patients. The distribution of distinct
patienthood is consequential for both the woman and the foetus: for the woman because she
is initially made invisible and to some extent neglected; while for the foetus the allocation of
patienthood is problematic because it is tentative, as the status of patient excludes the
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category of ‘incompatibilities with life’ given the direct link that the category has with
selective abortion. Foetuses that once were constructed as patients may lose such a status
when a diagnosis is made, and also may be aborted by the same physicians who once
depicted them as a patient.
Through the way in which diagnosis is determined and communicated, coupled with
the subsequent treatment that women receive – as primary patients once again in need of
psychological support for coping with the adverse news of being diagnosed with a
malformation – foetal conditions supposed to carry cognitive differences are constructed as
inherently problematic and demanding. Such an approach perpetuates attitudes towards
and understandings of people with cognitive differences as undesirable. The abortion of
such a foetus becomes not only an option, but also a recommendation, as the pregnancy of a
foetus with a condition ‘incompatible with life’ is a torture for the woman, and the birth of
such a child implies a social and familial burden.
The tension made by naming the foetus a patient is then resolved in two ways.
Firstly, this is done by shifting the status of patient to the woman. Secondly, through the
allegorical act of returning the foetus to the womb, physicians make it a matter that concerns
no one but the woman carrying it. This latter point is also culturally and legally backed up
by the shared and internalised recognition of pregnancy as a woman’s matter, part of her
utmost intimate and individual sphere; without considering that individual reproductive
choices do have an impact on – and are impacted by – the wider social composition (c.f. Paul
1998).
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Chapter 6

The desirable child: amniocentesis and family life

By denying the human relations embodied in
symptoms, signs, and therapy, we are not only
mystifying them but also reproduce a political
ideology in the guise of a science of (apparently)
“real

things”

–

biological

and

physical

thinghood.
Taussig (1980: 3)

In the previous chapter I showed that amniocentesis produces two distinct types of
patient: a foetus (at risk of) having a chromosomal variation, and a woman who is either at
risk of carrying an undesirable foetus66 or who has been diagnosed with a malformation. The
woman is taken to be suffering from emotional distress due to the loss of the child she had
envisioned, for it differs from the one she is carrying. Chromosomal and morphological
variations are constructed within the medical environment of the Department as an
emotional tragedy and a family disruption. Given these understandings, foetuses with
Down syndrome and other chromosomal variations are envisioned by some medical doctors
and prospective parents as being incompatible with life: not necessarily with the biological life
of the future child, but in any event with the family life envisaged by prospective parents. In
addition, in Chapter 4 I addressed the roots of what can be called a Colombian
anthropological ideal, and the way in which the standards of normality imposed by
obstetrics and by the close monitoring of the pregnant woman and the foetus resonate with
such an imaginary of individuals and citizens.
In this chapter I focus on amniocentesis’ incursion into family life, principally in
relation to the kinds of ideal families that the availability of amniocentesis seems to render
attainable. I argue that, given developments and changes in the functions attached to and
In Chapter 5 I developed the notion of ‘being at risk of carrying a foetus with Down syndrome’ as the first moment in which
women are considered and treated as patients. Furthermore, I explored the special emphasis that the condition of Down
syndrome has within the context of prenatal chromosomal testing.

66
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enabled by amniocentesis, and in combination with selective abortion de-penalisation (and
the well established though previously unofficial practice of abortion), amniocentesis today
responds to and enables the achievement of an imaginary of desirable offspring. This in turn
derives from wider socio-cultural understandings of desirable individuals/citizens and
families67.
However, women and couples are not subjected to technological determinism. As an
antenatal diagnostic technology, amniocentesis offers prospective parents control over their
pregnancies in at least three ways. Firstly, it provides information to selectively choose the
kind of children they are willing to rear. Secondly, it provides information with which to
prepare for the kind of child they will receive, or that they will lose. Further, knowing this
information can be framed as enabling prospective parents to be responsible towards their
future children. Finally, by refusing the exam, parents can choose to experience pregnancy
and parenthood as an event that, once it starts, must be allowed to run its course. This
assumes embracing one’s children as they are, rather than taking the view that prospective
parents need or can be prepared for children with disabilities.
I present my argument by delving into what moves women and their partners when
deciding whether or not undergo an amniocentesis, and how their interpretation of the
exam shapes – and is shaped by – women’s and their partners’ notions and expectations of
pregnancy, motherhood, parenthood, and family life. I conclude by arguing that exploring
what moves women and couples when opting either for or against amniocentesis, in relation
to the abovementioned notions and expectations, informs wider attitudes, discourses,
understandings, and perceptions of people with disabilities.

Before going any further, allow me a clarification about the way in which I address the foetus in the following chapter. Given
that, for all women and couples that I met and that formed the foundation for this chapter, the foetus was seen either as their
baby or their child, I too have kept such a conceptualisation of the foetus. I choose to do so since I explore women’s and couples’
relationship with and attitudes towards amniocentesis. To name the foetus as a child or baby does not relate to or convey my
own understandings and conceptualisations of it.
67
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Interpreting amniocentesis

This is my second child. I was very afraid about the
exam, especially about the risks of losing the baby. I
even had decided not to take it, but then my
gynaecologist explained to me that the risk is very,
very low and said that it was always better to know
(Natalia, 40 years, designer and housewife).

Natalia was perhaps the only woman older than 35 years of age who hesitated so
much about having an amniocentesis. This pregnancy took her and her husband by
complete surprise. Their first child was the product of IVF treatments, after long attempts to
conceive. With the success of IVF, Natalia and her husband thought that they were done
with reproduction. After the birth of the child she decided to quit her job as a designer and
spend as much time as possible with her son. The life she had chosen to live was a family
life. Although not disruptive to her family routine, this second pregnancy came as a surprise
and Natalia and her husband experienced it as a gift; hence Natalia’s hesitation to undergo
amniocentesis. Natalia and her husband’s biggest fear was the risk of miscarriage that
amniocentesis carries. Although they agreed with her doctor that it was best to know how
the baby was, to make sure it was alright, they were not completely sure about the trade off
between information gained on the one hand, and the risk to the baby on the other. After a
persuasive meeting with her gynaecologist, in which they were reassured that the risk of
miscarriage ‘was very little, nothing to worry about’ as Natalia explained, she and her husband
opted for the information, because, in Natalia’s words, ‘it is better to know in advance’,
emphasising the role and authority that she conveys onto her gynaecologist.
Clinically, Natalia belongs to two groups: an age group, and a group of high risk
pregnancy. She is older than 35 years, and has a history of multiple miscarriages and
difficulties becoming pregnant. Usually women and couples in either of these groups are
less doubtful than Natalia about having an amniocentesis, and her hesitation called to my
attention the different understandings of amniocentesis.
With regard to the age group, for most women the risks of miscarriage involved in
an amniocentesis are out weighted by the perceived value of the information it provides:
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that is, ruling out Down syndrome. But even though this group of women have in common
the search for Down syndrome, not all interpret and experience amniocentesis in the same
way, as I show below. As for the women labelled as being in a high risk pregnancy group,
amniocentesis is commonly perceived as a routine, compulsory test that will somehow
ensure a healthy pregnancy outcome, as Press & Bowner (1997) have reported is frequently
the case.
The ‘aged pregnant’68, women who fall into the category of a high risk pregnancy, and
those whose early ultrasound examination show foetal morphological variations, are all
rather determined in opting for amniocentesis. However, their motivations for and
interpretations of amniocentesis tend to differ from one group to the other. Furthermore,
despite their promptness in opting for an amniocentesis, the large majority arrive at the
exam fearful, regardless of whether they are (apparently) sure about aborting – or not
aborting – a malformed foetus; or on the contrary, are unsure about whether to consider
abortion dependant on amniocentesis results. All the women and couples that I
accompanied to the amniocentesis cried beforehand, and many during and after the
amniocentesis as well. As I mentioned in Chapter 5, they cried not necessarily out of pain,
but out of concern for harming their baby, or out of anguish at the possibility of having a
baby with a chromosomal variation. We could say, however, that what moved these fearful
and concerned women and couples to overcome their fear was, again, the perceived value of
the information that amniocentesis provides, in relation to what such information would
allow them to do with the specific foetus.
Not all women and couples who are offered or presented with the possibility of
having an amniocentesis opt to undertake it. However, although they may be as determined
and sure about their decision as those who do go for the exam, women and couples who opt
not to have an amniocentesis also express their motivations in multiple ways.
When I started conducting fieldwork I first thought that what formed the basis for
these two groups (those who undertake an amniocentesis and those who do not) were ideas
and convictions held about selective abortion. However, such a way of thinking soon proved
to be over simple. Although a minority, some women and couples undertake amniocentesis
68

That is how women above the age of 35 are referred to by physicians.
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because they consider it paramount to know the health status (in this case in chromosomal
terms) of the foetus, so they can either start to prepare themselves for the imminent death of
their child, or they can start to prepare themselves for the arrival of a child with disabilities.
For these women and couples, the possibility of abortion is not the (main) motive for their
choice. Further, not all women who opt out of amniocentesis do so because they reject the
very idea of abortion. Though some do, others prefer not to risk a specific pregnancy that
has a particular value, in exchange for information that they do not deem sufficiently
relevant.
In order to understand what moves women and couples to decide whether or not to
opt for amniocentesis, I suggest grouping women according to criteria other than their
clinical categories, or the rigid opposition between those who undergo the amniocentesis
and those who prefer not to. In order to elucidate the incursion of amniocentesis into family
life, in relation to women’s and couples’ motivations for undergoing amniocentesis, I define
three groups of amniocentesis users and two groups of non-users, as follows. Among those
who opt for amniocentesis we firstly find those who see in amniocentesis a tool for
selectively aborting foetuses that they are not willing to rear – for whatever reason.
Secondly, there are women and couples who see in amniocentesis a tool for controlling their
lives, in the sense that they will not be taken by surprise but will be emotionally and
logistically prepared for the arrival of a child with disabilities, or will be prepared for the
eventual death in utero of their child. Finally, there are other women and couples for whom
amniocentesis is simply another antenatal exam; one that will clarify a diagnosis and will
bring some order to their ordeal, whether because the ultrasound examination showed a
foetal morphological variation, or because the woman tested positive for toxoplasmosis. This
group tends to rely on amniocentesis as a source of further information that will help clarify
the current panorama of uncertainty, and will provide knowledge for determining a possible
course of treatment that will cure or better their child’s health status. Given the qualities of
each of these groups, I propose to call them selection, preparation, and possibilities and
responsibilities, respectively.
On the contrary, those who opt out of amniocentesis could be clustered as those who,
given their religious affiliations, are openly and irremediably at odds with abortion under
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any circumstances. Secondly, there are also those women and couples for whom this specific
pregnancy is more important than the possibility of knowing if the foetus carries a
chromosomal variation. For people in this group, children with disabilities are not perceived
as a burden one might want to spare oneself, and furthermore, these women and couples
find it ethically and morally inadmissible to choose to abort a foetus based on morphological
or chromosomal variations. I call both groups child versus information. In what follows I will
address each of these four groups.

Having come to this point, allow me a word regarding the participants that make up
this chapter. Not all women who are presented with the option of amniocentesis in practice
have access to the exam, and what limits access relates to economic constraints. As
addressed in Chapter 3, amniocentesis is an expensive procedure, not covered by the
Obligatory Health Plan or by pre-paid premiums. Therefore, only the limited number of
better off women and couples (or those who collect or borrow money from relatives, friends,
or even bosses) can decide to have an amniocentesis. That is why most of the 22 women and
couples I encountered during fieldwork, and with whom I spent long waiting hours, had
multiple phone conversations, and held various interviews, were in the vast majority highly
educated, and also had the means to choose for or against amniocentesis. The women and
couples I have chosen to give voice to here are those that, out of the 22 cases, I consider
make up and account for the spectrum of possible understandings of and functions attached
to amniocentesis.
Those forced out of consideration of the exam are many. However, I will not
elaborate any further on the matter than I have already done in Chapter 3, in the sub-section
addressing social justice in relation to who is human enough to access a technology that
enables the exercise of human rights regarding sexuality and reproduction, and the human
right to free of inhuman, degrading and cruel treatment, and torture69.
Increasingly, pregnant women are making use of antenatal testing technologies to
gain knowledge about their babies’ health status. Routine antenatal care may include

69
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sonograms and foetal checkups, at least once every trimester of the pregnancy.
Amniocentesis is an additional such technology. Scholarly interest in the factors that
motivate women to undertake amniocentesis, whether offered by the gynaecologist or
requested by women themselves, emphasises that decisions regarding acceptance of
amniocentesis are informed by individuals’ life trajectories and cultural backgrounds (c.f.
Rapp 2000; Brookes 2001; Browner & Preloran 2004; Hunt et al. 2005). Such studies have
illuminated the ways in which amniocentesis challenges previous – and enables new –
definitions of antenatal life and pregnancy. From such a body of knowledge, two main
aspects that inform women’s choices about amniocentesis can be highlighted. Firstly, the
understanding of what amniocentesis entails and the sort of information the test provides.
This point is coloured and shaped by the medical encounter in which amniocentesis is
presented (whether by a geneticist or gynaecologist). Secondly, the decision to opt for
amniocentesis is also informed by women’s and their partners’ position towards abortion
and their experience with disabled children (c.f. Rothman 1978; Marteu & Drake 1995; Press
& Browner 1997; Mitchell & Georges 1997; Rapp 2000; Brookes 2001; van der Berg et al. 2005;
Amhed et al. 2006).

Selection

Down syndrome is an incompatibility with life;
with my life (Juana, 42 years, architect).

For the majority of women and couples in this study, amniocentesis is interpreted as
a source of information that helps them match up, at least momentarily, their life plans and
parenthood expectations with their actual pregnancy. Amniocentesis is perceived as and
used for providing the means for choosing the kind of offspring women and their partners
are willing to rear. For these women and couples, amniocentesis use for abortion ends is
rather self-evident. The clarity with which women and couples talk about abortion reveals
the minimal interest that many prospective parents have in raising a child with a disability.
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Moreover, it is surprising the acceptability that aborting a foetus with Down syndrome has
among some women and couples:

I’m having an amniocentesis because I need to be sure that this baby does not have
Down syndrome; you know at my age the risk is higher and I do not want to have
a child with Down syndrome. I am not ready for having a baby with Down
syndrome (Juana, 42 years, architect).

I know I can abort, and I will if the exam [amniocentesis] says my baby has Down
syndrome or something like that. I do not want to have such a baby, why would I?
… I know I can abort if my baby is sick. It is incompatible with life. You know how
difficult life is for people with disabilities, and I do not want my baby to suffer
that. I also do not want to suffer that myself [mothering a child with Down
syndrome] (Omaira, 41 years, seller of office supplies).

I never doubted about amniocentesis. I mean, if there is this exam that tells me if
the baby is right or that he has the Down’s disease, well I want to have it … I’m
pretty sure I do not want to have a baby with Down (Cilia, 42 years, computer
scientist).

I’m 43. I already have a 13 year old son, so if this one has Down Syndrome we are
not going to have it (Lina, 43 years, lawyer).

But the willingness for selective abortion does not only concern cases of foetuses
with Down syndrome. In general, prospective parents are disposed to abort foetuses with
chromosomal variations of other kinds as well:

They say the baby is too short for the time [age] she has, also they found that the
umbilical cord is missing one artery, and that the baby has something in her little
head. So the doctor [Dr Rincón] says that these may be related to a problem with
the chromosomes, something like trisomy-18 or -13, or a Dandy Walker or
something like that (Eliana, 32 years, accountant).70

70 Dandy Walker is a brain alteration; in the case of this foetus it meant the absence of part of the cerebellum. In many cases,
Dandy Walker is associated with chromosomal alterations. For a complete description see Harper et al. (2007).
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I do not want to have this baby with a cleft lip and palate … I needed an
amniocentesis so they can confirm a trisomy [13 or 18] and so I can abort it … with
that trisomy they will do me the abortion (Elsa, 36 years, industrial engineer).

From the quotes above one can see that for these women and couples, parenthood is
neither understood nor experienced as an event that takes over one’s life but, on the
contrary, that one chooses to accomplish according to one’s own standards of family and
individual life. However, women and couples who interpret amniocentesis as a means for
choosing the kind of offspring they want to have, often are in quite dissimilar situations
from one another when confronted with the possibility of karyotyping their foetuses.
The latter two quotes above demonstrate cases in which there is a different
relationship with and experience of amniocentesis to the other women above the age of 36,
who are considered at risk but have no confirmed morphological variation. Although in both
groups the women and families tend to experience amniocentesis with anticipation and
anxiety (as was the case for all who undertook an amniocentesis), the existence of a
previously diagnosed alteration imprints a reality and factualness on the experience of the
amniocentesis process. Hence reflections on the possibility of having an abortion are also
more elaborated and more pressing than among those for whom abortion is a thought but
not yet a potential reality.
In any situation there is a gap between thinking about aborting a foetus and choosing to
abort a foetus, and that difference is a process that gains shape in the period of awaiting
amniocentesis results. On average, this waiting period lasts 22 days, in which major events
take place, for example some women feel the baby move for the first time. Throughout this
time women, their partners, and close family members live in a sort of limbo in which
bonding with the foetus takes place, even though the phantom of the possibility of a
chromosomal variation haunts them continually. Thus, bonding with the foetus does or may
take place, but it is bonding with restrictions. This was visible when I phoned women and
couples during the waiting period:
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I want to see the results now; I can’t sleep, I want to know that my baby is alright,
so I know what to do [referring to abortion] (Juana 42 years, architect).

We have to wait and hope for the best … what else? … But the results just take so
long … we are like in the middle of the desert. We need to know what we will do
(Eliana, 32 years, accountant).

We keep busy, working a lot so we don’t have much time to think. We just hope
that the baby is alright. But we already talked to Dr Sossa and he knows that if the
baby has Down syndrome we will not have it (Lina, 43 years, lawyer).

As mentioned before, for women and couples who belong to this group, the question
of abortion is self-evident when they are about to have an amniocentesis. In that sense, the
idea that amniocentesis provides information for choosing the kind of offspring one is
willing to give birth to was rather well accepted and generalised amongst the pregnant
population with which I was in close contact.
This is also the case for many other people I encountered whilst conducting
fieldwork (i.e. friends, relatives, and the many taxi drivers who drove me from one clinic to
another on a daily basis), who held the opinion that amniocentesis’ main function is to
provide foetal information upon which prospective parents can make a reproductive
decision; that is, to have an abortion should the results show foetal chromosomal variations.
The recurrent question that I was asked by women, couples, and random people was: why
would anyone want to bring up a child with disabilities? Amongst the arguments people offered
surrounding that question was the reference to life being unjust to people with disabilities,
the shared imaginary that they live sorrowful lives, the conviction that people with
disabilities suppose an extra economic and emotional burden on families, and the negative
depiction of them as simply unwelcome individuals with limited life chances. Women,
couples, and random people, regarding the use and functions attached to amniocentesis,
spoke eloquently about the generalised attitudes about and level of intolerance towards
rearing, living with, or having contact with people with disabilities in Colombian society.
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However, in order to study amniocentesis as a technology that enables women and
couples to choose the kind of children they are willing to rear, it is important to pay
attention not only to attitudes towards selective abortion, but also to the practice of it. In
other words, we need to pay attention to the moment in which amniocentesis positive
results arrive and a decision has to be made (either to abort or not); and then the moment in
which the thought of abortion becomes a decision. There is a major difference between the
two. In the former instance the technology disrupts the pregnancy and renders it sad; in the
second instance it disrupts the pregnancy by initiating a process that might lead to its
termination.
As tempting as it is to follow the easier road of focusing on discourses and social
imaginaries – as eloquent as they might be – I propose to follow a more nuanced path,
analysing amniocentesis through its interpretation as a tool for choosing desirable offspring.
In order to do so I present two cases in which selective abortion did take place after
the confirmation of a foetal morphological variation. These cases help illustrate the spectrum
of reactions regarding a positive foetal diagnosis. The first case is the story of Elsa, a woman
who was moved to ask for an amniocentesis after specialists diagnosed her foetus with a
cleft lip and palate. Amniocentesis results turned out to be positive for trisomy-13,
considered by specialists in the Department as an incompatibility with life. The second case I
want to bring in is the story of Eliana and Carlos, a couple who chose to abort their foetus
who had a variation in the cerebellum, but for whom amniocentesis results turned out to be
negative for any chromosomal variation.

From cleft lip and palate to trisomy-13: Amniocentesis as a green light

According to Daniela, one of the nurses in the Department, 35 year old Elsa visited
the Department for the routine 11th to 14th week ultrasound check up71 in mid September:

71

The purpose of each check up performed at the Department of Maternal and Foetal Medicine and Care is discussed in
Chapter 5.
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They were examining her; all was going fine until I noticed they were taking too
long in dictating to me the facial features. I, of course, had no idea of what was
happening … But then, I knew there was something wrong because they were
going over and over and over again over the baby’s face and they were discussing
in technical terms about the lip; then I knew what was wrong. Finally Dr Sossa
told the lady – Yes, the baby has a cleft lip and palate … You won’t imagine her
reaction – well you know how it was. She started crying and crying and saying
that she did not want to have that [baby], she was insisting a lot that she wanted to
have an abortion, that she did not want that child, so we had to call Jimena [the
psychologist] and she came and tried to calm her down but all she wanted was an
abortion. Then Dr Sossa was very clear; he told the lady that he will not do an
abortion for that [cleft lip and palate], that that has surgical solutions. But she kept
crying and asking for an abortion.

Elsa left the Department still crying and visibly unhappy with the situation she was
going through. She was unwilling to give birth to a child that did not respond to her
standards of normality. She refused to mother a child with what she found to be a terrible
physical malformation; for her, the foetus she was carrying became ‘a horrible thing’ that she
wanted to ‘get out right now’, as she expressed. But for Dr Sossa, a cleft lip and palate does
not constitute a strong enough reason for granting an abortion, and so he denied the
procedure. After Sossa’s negative response, Elsa also tried with Jimena to frame her desire to
abort the foetus with a cleft lip and palate in terms of risk to her mental health status: ‘No, I
cannot have this child, I just cannot cope with this’. But this argument did not convince Jimena,
who saw in Elsa a woman who could handle the physical difference of her child-to-be, but
who did not want to face the world mothering a child like the one she was to deliver. Thus,
after the psychological evaluation, Jimena did not find any element that could indicate
possible harm to Elsa’s mental well-being. At that stage, Elsa could therefore not access a
legal abortion.
But days later, Elsa returned to the Department to schedule an amniocentesis. She
had talked with a gynaecologist and a lawyer, and knew that in order to have the abortion
granted she would need a further foetal diagnosis, for instance the presence of a trisomy.
Elsa underwent the amniocentesis. During the time in which she awaited the results she
yearned for a positive result that would allow her a green light to abort the foetus (that
would be a child that she already disliked profoundly). 21 days after the amniocentesis took
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place, the results arrived with a positive diagnosis for trisomy-13. Elsa was the only woman
that I met who was visibly happy with the variant chromosomal status of her foetus; she
was glad to receive a positive result. That same day Elsa was given the medicines for
inducing the abortion, and on the 18th of October her foetus came out of her body and was
sent to pathology.
In this case, amniocentesis was interpreted by Elsa as providing a strong enough
argument to grant her the right to abort a foetus that she did not want to rear. The perceived
stigma that people with a cleft lip and palate suffer, as well as the outright rejection of giving
birth to a child that was not seen as beautiful – or at least as normal – formed part of the
rationale that Elsa made use of when reflecting on her decision. But luckily for Elsa, trisomies
are considered by gynaecologists and specialists in the Department as constituting an
‘incompatibility with life’, hence such cases fall into the category de-penalised by the
Constitutional Court.

Paloma: Or the stupid sister

I will now bring in a second case in my analysis of amniocentesis as a tool which
enables families to choose the kind of offspring they want to bring up. This case is a family
which, although from the beginning voiced their willingness to abort the foetus should an
anomaly be confirmed, found that the decision, process, and aftermath of aborting such a
foetus was not at all easy.
Paloma was the name that Eliana and Carlos had given to their baby. They told me
Paloma’s name the day we met after Eliana had had the abortion of the 28 week old foetus,
which was first suspected to have a trisomy-18 or -13, but later turned out to have no
chromosomal variations. However, the foetus had a morphological variation of the
cerebellum, and other conditions were suspected in relation to the heart and the brain. We
met a week after the abortion had taken place: Eliana and Carlos came to the Department to
talk with me, and were supposed to see Jimena, the psychologist, but Eliana had doubts
about that meeting. ‘I don’t want people to start asking why I did what I did, she is going to start
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asking things and I don’t want that’. During our talk I saw Eliana and Carlos without that
intense look of worry and sadness that they had both previously had all the time in their
eyes. The trouble was somewhat gone, though the sadness remained latent in Eliana’s eyes.
Carlos, on the other hand, was talkative and seemed relieved that the experience of being
diagnosed (as a couple) with a foetus with a morphological variation was over.
That day we had a meeting at 9.00 a.m., but they arrived more than an hour late.
They explained to me that they were in the cemetery collecting Paloma’s ashes, for her body
had been cremated on Monday that week. I asked Eliana how she was feeling and she
answered: ‘Sad but relieved, the baby was worse than they had told us’. However, the pathology
report showed that from the many conditions diagnosed to the foetus, only a missing part of
the cerebellum was present. The consequences that such a missing part would have on the
future child are unknowable and unpredictable antenatally. Eliana recounted for me her
abortion experience, which she framed in terms of having a miscarriage. She told me how
after the delivery she asked the nurses to pray with her for the soul of her baby, how she
asked the nurses to dress the baby with the clothes they had bought for her, and how she
had held her baby to say goodbye. ‘Her little head was indeed bigger than usual’, added Eliana
after a moment of silence and tears. ‘It is good that we did this [the abortion] and maybe later we
can try and try and maybe we are lucky and have a healthy child’, explained Carlos. Then Eliana
turned to me and asked, more to herself and to Carlos, ‘…and what if not?’
During the amniocentesis and diagnosis processes, Eliana showed uncertainty about
having an abortion, something she usually expressed when she was alone. For the two long
months that the process took, she battled back and forth making her mind up regarding an
abortion of the wanted and sought after child, found to have morphological variations. The
first time we met, a cloudy morning in June whilst she was waiting for her amniocentesis,
Eliana cried while telling me that her baby was not as the doctors expected her to be.
During this first encounter, Eliana mentioned two issues that caught my attention.
Firstly, she repeatedly said that they had tried for quite some time to get pregnant again, as
they really wanted to have more children. But although she loved this child a lot and they
were looking forward to having more children, she did not want to have this particular one.
Secondly, Carlos and she had decided not to tell anyone about the condition of the baby:
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Because you know how people are, and they will start judging us
because our baby is not normal … You know how people think that
when a baby has a defect or something they say that it is because the
parents had sex whilst being drunk, or in a wrong way.

I never asked Eliana what she meant by ‘having sex in a wrong way’, but her worry
that her and Carlos’ behaviour was going to be judged based upon their child’s appearance
explained to me why her major preoccupation with the foetus’ condition was that it could be
visible on the outside, that people could tell that the baby had ‘something wrong’. Such a
perception of a (future) child with disabilities indicates that the language of the
chromosome, and associated biomedical languages, is not necessarily the dominant
language for women and couples. Actually one could say that they are competing discourses
that might work together or clash when confronted with a foetal morphological or
chromosomal variation.
In all our meetings and talks over the phone, and when visiting the specialists at the
Department, Eliana placed stress on the future baby’s appearance. Hence the remark she
made regarding the big head of Paloma after she was born, which was not especially
different from other foetus’ heads of the same age as Paloma at the time of the abortion.
When in June Dr Rincón told them about the possibility of a trisomy-18 or -13, or a
Dandy Walker, Carlos and Eliana started to read all about such conditions. Both are
professionals and were interested in having as much information as they could for making
an informed decision. Thus Eliana and Carlos knew quite well the possible consequences of
either of the conditions. After the amniocentesis results turned out to be negative, the
medical staff and the prospective parents focused on the cerebellum. And yet, even though
the science and technology of antenatal life has advanced enormously, it is still impossible to
predict the level of cognitive capacity that a person diagnosed with either a chromosomal
condition (including Down syndrome) or any kind of cerebral variations will show. This
latter point – the point of the unknown – was the breaking point for Carlos and Eliana (and
many other couples too) in making up their minds and opting for an abortion. As the
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psychologist Jimena Estrada expressed in a medical meeting, couples abort foetuses moved
by the uncertainty regarding the future child’s cognitive capabilities:

Parents do not want to face uncertainty, so in the presence of a
possible cognitive or mental condition parents prefer to abort, as it
happened with Eliana and Carlos.

Given Eliana’s hesitation about the abortion, Dr Sossa was initially rather unwilling
to grant it: ‘I feel he [Carlos] is pushing her. She is not ready for having an abortion and if she has
one now it will be devastating for her’. To a great extent that was the case, in the sense that
Carlos was positive and clear about not having this child. Carlos was much more certain
about having an abortion than Eliana was, and he had a rather articulated explanation for
his position. The way in which he framed his position showed a caring father and a caring
husband who was doing what he thought was best for his family. But he was also imposing
his will. Although he wanted more children, he perceived that having this particular child
would pose a great burden on them as a family and as individuals. Therefore, he had to step
in and take care of his family by choosing, and many times pushing, for an abortion:

You know my job, I am out on missions very often and my job is extremely
dangerous [Carlos works for a Military Police division, of which the main task is
to look for and rescue people who have been kidnapped by illegal armed forces]. I
know when I leave for a mission but I never know if I will come back. I cannot
leave Eliana this responsibility of a disabled child. Imagine I get killed and Eliana
is left with two children and one depends entirely on Eliana. Besides, if we have
this child, Eliana will have to quit her job to take care of the baby with problems.
Do you know how much effort it cost Eliana to be where she is? She has worked
extremely hard for having a career and now she will just have to throw that away
for what? For taking care of this child? No, we rather not have her [the child] …
Imagine Eliana has to quit her career and then imagine I get killed in the jungle or
in the mountains while I’m out on a mission. What will happen to my family? I
have to take care of them … But also, more than those reasons I just gave you, I
also think of Oriana my daughter [11 years old]. To bring that child will be also to
give Oriana a big responsibility that she has no reason to bear. It is not only us
[Carlos and Eliana], Oriana will suffer as well because of this decision of letting
this baby be born. She has her friends and she does not need to be the one with the
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stupid sister. You know this world we live in, the baby can be blond and blue
eyed, but what will define her is her problem and Oriana has to be the one to play
with her and be … well, as I say, the one with the stupid sister … I cannot do that
to my girl.

Carlos’ account for his position towards the abortion of the foetus they later called
Paloma is extraordinarily eloquent. It not only sheds light on what are the expected (gender)
roles that he and Eliana have and would have should they bring the pregnancy to term. But
this narrative also tells us about how, in Carlos’ view, this future child with a disability
represents a disruption to the family life he had envisioned and that he is experiencing now.
Further, it shows how – regardless of compliance to the strict (foreign) beauty (and racial)
cannons to which Carlos referred, and which resonate with the wider Colombian imaginary
discussed in Chapter 4 – people with disabilities – cognitive disabilities to be more precise –
are understood and defined by those characteristics alone throughout their lives. Beauty,
other abilities, and other characteristics that a person with cognitive disabilities may have
are erased from the frame that contains the person: ‘she will always be the stupid sister’. Eliana
shared Carlos’ understanding of the ways in which bringing this pregnancy to term, and
thus bringing up a child with cognitive disabilities, would affect their family dynamics and
individual aspirations. But in addition, for Eliana facing the world with a child with
cognitive disabilities and physical variations was an idea that haunted her and prevented
her from telling people about her baby’s condition:

So we [are] spared the gossip. People always judge when your child is not normal … they
would point at us and we have not done anything wrong. Although this could have
happened to anyone, you know? This is an accident and no one chooses to have an
accident, but people do not know that and they judge and gossip.

In sum, for Carlos a child with disabilities represented an extraordinary disruption to
his family in terms of dynamics and status. In Eliana’s last apologetic quote, the burden is
aggravated by the shame that having a child with disabilities would bring on her, and by
extension, her family. But despite their articulated decisions for aborting, the aftermath of
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this particular abortion shows that, although the family regarded the abortion as their best
option, it did not lessen the pain of losing a child.
When we met after Eliana and Carlos had collected Paloma’s ashes from the
cemetery, the couple asked me to walk with them to their car. Whilst I was saying goodbye
to Eliana, Carlos pulled out of the car a small transparent zip lock bag: ‘Look doctor, this is our
baby’. Without any preparation I was handed the ashes of a small body, in which femurs,
some ribs, and some parts of the skull were still visible. It took me a couple of seconds to
react to what was happening. I had shared with them moments of sadness and uncertainty; I
had spent hours on the phone with Eliana; I had accompanied them during the long waiting
hours; I was present during the amniocentesis, the emotional therapy, several ultrasound
check ups. In a word, I had bonded with this family, and now I was being made part of the
process of making sense of the loss of their child, and of the decisions that lead to such an
event. Through the materiality of the body of the foetus they had called Paloma – who they
decided to abort but referred to as a miscarriage; who was a sister to Oriana, a girl who
experienced the death of her baby sister with deep sorrow and who was going to be given
some of the ashes so she could have a sister to play with – Eliana and Carlos were coming to
terms with their decision. In that dark and packed clinic parking lot I was part and witness
of a process of coming to terms with an expected and wanted child that had become
unwanted; and yet it was always felt as a child and therefore her remains were treated as the
remains of a family member.
I must accept that to be part of that process, to have shared the experience of looking
at the ashes and tiny bones of a foetus whom I had seen in ultrasound check ups, as a piece
of paper in the amniocentesis results, as a dead body pieced out by pathologists and shown
to all those present at the medical meeting, was an extremely difficult and painful
experience. However, that experience allowed me to understand that abortion decisions are
not easy decisions. Furthermore, choosing to interrupt a pregnancy does not necessarily
mean to re-interpret what was felt as a child into the term foetus. Although it was a conscious
decision not to bring this particular child into the world, Paloma and many other foetuses
remain children – dead children – to their parents.
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Preparation

I had the amniocentesis because I wanted to know
in advance how the baby was … I think that to be
caught off guard is pretty horrible (Ema, 40
years, M.D.).

As Hunt et al. (2005) suggest, women and couples also tend to accept the offer of
amniocentesis based on what they consider to be the benefits of the exam, namely, the
possibility to know and be sure that their baby is healthy. Or as Mateu (2002) highlights,
some women may fear, either because of their family history, age, or other life events (e.g.
exposure to long medical treatments, X-Ray and such), that their baby might have a
chromosomal variation. Amongst such women and couples, amniocentesis is interpreted as
a source of control over their lives, yet a different form of control than with the group
presented above. The women and their partners whom I have clustered in this preparation
group opt to undergo amniocentesis with anxiety and anticipation as most women do;
wishing that the amniocentesis results turn out negative (bear in mind Elsa’s case as an
example of an exception). However, what I found to be particular about this group was that
for some of these women and couples, the exam was seen as valuable in relation to the
information that it provides, since that information is perceived as helping them figure out
how to prepare themselves for the arrival of a child with disabilities. For these women and
couples, the possibility of abortion is not what moves them to undergo an amniocentesis:

I got pregnant when I was 40 years. So I know I have an incremented risk of
having a child with Down Syndrome … But I also know that the apparent
incremented risk is just that, apparent. What happens to the statistics is that
fewer women older than 35 get pregnant, so it seems to be an incremented
risk, but really, a young woman has, relatively, the same probability I had …
But I knew I had this risk and I knew I also had to face the other risks
[amniocentesis’ risk of producing a miscarriage]. We both agreed with the
exam [she and Pablo, her husband] and it was a rather easy decision. I know
that for some women it is a tough decision because of the risks but we
preferred to know if the baby was alright. The idea of abortion, of actually
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having an abortion, was kind of out of discussion. I mean, by the time you
receive the results is already the 20th week, an abortion at that time is very
dangerous for the woman … and we can even discuss if we can call that an
abortion. You undergo the amniocentesis to know and to be prepared for
what will come (lo que a uno le espera, porque qué más?), because what else …?
But really, I think that the issue of selective abortion is very difficult because
how can you choose who can live and cannot? Besides, an abortion after the
20th week … I mean that is quite far in the pregnancy, it is not like I was
fecundated just three hours ago … But we wanted to know, so we could be
prepared, somehow (Ema, 44 years, M.D.).

I must say that Ema’s account of the amniocentesis was given in retrospect. I also
must say that I have known her for many years and it was through her and her husband that
I got to know of amniocentesis in the first place. She had the exam 4 years ago, so her
account is more a reinterpretation of amniocentesis and of her experience. I cannot speculate
on whether her perspectives on selective abortion would be different should she have an
amniocentesis today. I also could not tell what she would have done had the results turned
out positive. That is a question she herself does not want to answer:

I cannot tell you what I would have done should the baby have had
something wrong. I think you only know when you go through that. I can
imagine it would be painful, but I can also imagine that I would have had
the baby.

Furthermore, the point of abortion is difficult to raise, perhaps pernicious even, since
during the lengthy conversation we had her son, Martín, played besides us. Her account of
amniocentesis today, about selective abortion, about what she would have done if the
amniocentesis results had been positive, were issues that related directly to this playful,
good looking, happy child who, four years ago and in the form of a foetus, had his
chromosomal count examined. So, all her experience of amniocentesis and her account for it
is crossed and coloured by her experience of mothering that very child that underwent the
exam.
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At a personal and a methodological level, the experience of linking amniocentesis
with a child whom I have known since he was born, whose amniocentesis report I saw when
it was ready (four years ago – the first one I ever saw), and who has felt in many senses to be
the same being in all the different stages in which I have met him, was hugely important.
That act of experiencing the link between the past and the present in one same person
helped me understand amniocentesis differently. In more real terms, it helped me to
visualise the consequences, or rather the potential, of having a source of information such as
amniocentesis; although I must accept that the experience of reflecting about amniocentesis
and its links with selective abortion, whilst Martín was playing puzzles next to me, was
rather surreal.
It is not only women and couples who think retrospectively about their motives for
using amniocentesis who point out the potential the exam has for helping them to be
prepared for the arrival of a child with disabilities. And for others, amniocentesis also
proved to be a good source of information for preparing themselves for the loss of their
child. Such was the case of Claudia and Javier, two medical doctors for whom the
information provided by amniocentesis allowed them to prepare themselves for the
imminent (in utero) death of their second child. Amniocentesis, in combination with
ultrasound follow up, disclosed information about the delicate health status of the foetus.
For this couple and their close kin, the experience of knowing the looming death of their
child meant enormous suffering. But knowing about it meant as well the opportunity to be
parents, albeit for a short time, of the baby they were expecting.

This is my second amniocentesis … In my previous pregnancy, around this
time Dr Rincón found a possible trisomy-21 … so we had the amniocentesis.
But when that diagnosis was confirmed Alejandro [Dr Rincón] also found
that the baby had hydrops fetalis72 … We knew the baby was going to die.
And he did, it was all very sad … But the positive side, if there is any, is that
we could be with him [the baby] till he died. We cared for him as much as we
could. He was our baby, you know? And we treated him like that … we
loved him very much. In every follow up Alejandro [Dr Rincón] explained to

72

Hydrops fetalis is a foetal condition characterised by the accumulation of fluid in two or more body areas. For further
elaboration of this condition see Abrahams et al. (2007).
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us how the baby was doing and in that way we could get prepared for his
death … (Claudia, 35 years, M.D.)

This time, Claudia and Javier asked Dr Rincón to perform an amniocentesis. Despite
Dr Ricón’s assurance to the couple that he could observe no indications that a chromosomal
or morphological variation was endangering the life of the foetus, Claudia and Javier
needed to know how their baby was.

Well, the previous experience was very difficult. This time, again we want
to know and to be sure about how the baby is. I’m less anxious this time
than the previous one, Alejandro says that he sees the baby in perfect
condition. But we need to know. I pray to God every day that everything is
alright (Claudia, 35 years, M.D.).

What links Ema and Claudia73 to one another is that amniocentesis indeed helped
them to partake in their reproductive lives at a more ‘objective’ level in order to feel better
prepared to deal with misfortune or with loss, while at the same time allowing them to feel
love and anxiety for their future baby. Having an amniocentesis, in addition to other
activities such as eating healthily and abstaining from alcohol or smoking, enabled them to
actively engage in preparing themselves for what they thought life with a child with
disabilities would be like; or, in the case of Claudia, by being able to mother a child for as
long as she could before the child died in her uterus. In other words, for these as well as for
the women in the previous group, reproduction is not experienced or considered as an event
that takes over one’s life, but as an event in which the woman, and sometimes her partner,
can partake. Contrary to the first group, however, the way in which these women enhance
their engagement with their reproduction is by being informed and by ‘having time’ to be
prepared for either losing a child, or organising life around a child with disabilities before he
or she is born.

In this particular example of Ema and Claudia, I do not involve the partners of these women because one of the two partners
held a rather different position about amniocentesis. For Ema’s partner, in contrast to her view, the exam was necessary to
provide information that would enable them to interrupt the pregnancy in case of a chromosomal anomaly. For Claudia’s
partner, amniocentesis was interpreted in similar terms as she did.

73
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But not all women and couples who interpret amniocentesis as a source of
information or reassurance, with no necessary link with abortion, articulate their
interpretation in the structured way that Ema and Claudia did. Perhaps that structure comes
with time and experience. Nevertheless, women who are in the process of having an
amniocentesis, and then later on are expecting the results, articulate their interpretations and
expectations in a way in which elements of their system of values, and positions towards
pregnancy and parenthood, come to the surface. Such is the case of Natalia, the woman
whose story opens this chapter. For Natalia and her husband, amniocentesis was interpreted
as a tool to help them engage with their pregnancy and, if necessary, be prepared for any
eventuality. Abortion, however, was never part of the repertoire of possibilities to which
Natalia made reference when discussing whether or not to have an amniocentesis.
Although only Claudia was (once) actually confronted with a positive result,
positions towards abortion were rather similar amongst these women, in the sense of not
being actively engaged in seeking – or thinking about seeking – an abortion should the
amniocentesis results turn out positive. Yet the reasons not to abort were rather different
from one woman or couple to the other. For Ema, for instance, aborting a foetus after
knowing an amniocentesis positive result appeared a rather disturbing idea:

But really, I think that the issue of selective abortion is very difficult because
how can you choose who can live and cannot? … And also, I have been in
contact with, since I was a child, children with disabilities of many types
and, believe me, they are lovable children, believe me, they change your life
… Of course these kind of children need very dedicated mothers … it is not
about people being unable. If someone is unable or disabled for doing
something we should enable him or her, wouldn’t you say?

For Natalia and her husband, the child they were expecting was seen as a miracle.
Amniocentesis for them was interpreted as providing information that could be useful for
knowing how their baby was, and abortion was not one of their options. Finally, for Claudia
and Javier, abortion would have signified the prevention of them mothering/parenting,
loving, and caring for their child. For such couples, amniocentesis played a central role in
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the realisation of the possibility of caring for and loving their child, since it allowed them to
follow their child’s progress, and if necessary give meaning to their child’s death.

Possibilities and responsibilities

So doctor [addressed to me, the researcher], is
there something they can do to cure the baby?
(Iván, Patricia’s husband, 32 years, economist)

Press & Browner (1997) point out that some women and couples undergo
amniocentesis because they ‘mistakenly assumed that any problem could be corrected’
(Press & Browner 1997: 985). That is the case of Iván and Patricia, who used amniocentesis
but were not aware that chromosomal variations are as yet unchangeable; although they
were not the only ones, for Eliana and Carlos from the first group, when faced at a certain
point with medical uncertainty, also hoped for the possibility of a cure for their baby. In
both, and many other, cases I pulled out a photocopy of a negative amniocentesis result for a
male foetus to show them, and tried inexpertly to explain to them what is a trisomy or a
monosomy74. I do not think that my explanation about chromosomes (as much as I tried to
make it comprehensible) made much sense for any of them. This was not necessarily
because the couples and women were simply unable to understand the technicalities of the
chromosomes, as many specialists and fellows think is the case; nor was it necessarily
because my lay explanation was confusing. It was, rather, that the matter on which women
and couples sought clarity was simple: is there a cure or not? If there was something wrong, it
should be fixed. The issue of what chromosomes, trisomies, and mosomies are was not really
the point for these families.

The Doctor [Dr Torres] said that it probably was a girl with Down
syndrome or with Turner. What is a trisomy? … And after they have found

Monosomy is the condition of having one less chromosome instead of two, in a given pair (c.f. Merriam-Webster online
dictionary).
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out, can they do something to cure her? (Iván, Patricia’s husband, 32 years,
economist)

When using amniocentesis in this way, the hope for possibilities and medical
compliance go hand in hand. Women and couples opt for amniocentesis as part of the inertia
of medical encounters in the process of a diagnosis, as shown in Chapter 5. Although there
are profound similarities with families such as Eliana and Carlos, who opted for
amniocentesis after a morphological variation was confirmed by specialists, families like
Patricia and Iván undertake amniocentesis in the hope that the more information about the
foetus’ condition there is, the more possibilities there are for the betterment of the future
child. Therefore, when Iván and Patricia were informed that chromosomal variations do not
have a ‘medical solution’, and that they should decide if they wanted to abort their foetus
with monosomy X (Turner syndrome), they were shattered. Not only were they devastated
about the condition of the foetus, but also about the fact that they had not been told that
whatever the specialists were suspecting (in this case a particular chromosomal variation)
had no cure:

They say there is nothing they can do. They should have told us this before,
so we were prepared what to expect, so we knew this has no cure. We were
hoping that they [the specialists] could do something about the baby, you
know? Something whilst she [the baby] is still in Patricia’s belly … but not,
there isn’t anything to do … Patricia does not want to abort, she says that it
is not right to kill our baby (Iván 32 years, Patricia’s husband).

Patricia and Iván, as with Claudia and Javier some years previously, chose not to
abort the foetus. In this case, because they did not want ‘to kill our baby’, the first baby of a
recently wedded young couple who saw in parenthood the next step for fully becoming a
family. But amniocentesis failed to provide what was expected of it: to bring the information
that would help provide treatment for the child’s condition, as the above quotation shows.
A similar case of medical compliance is also demonstrated well by women and
couples who have an amniocentesis after the woman tests positive for toxoplasmosis. Whilst
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for these women amniocentesis is felt more as a responsible move towards their child, some
still hope for medical solutions if the foetus also tests positive for the infection.
It is worth mentioning that amniocentesis for producing a karyotype is different
from amniocentesis for ruling out toxoplasmosis. When performed as a test for
toxoplasmosis, not only is the rationale for amniocentesis different, but the procedure with
the amniotic liquid is also dramatically different75. However, women and couples are not
always aware of the difference in procedure, and sometimes they misinterpret a negative
result for toxoplasmosis as a negative result for chromosomal variations. Such is the case of
Paula, who misinterpreted a negative result for foetal toxoplasmosis with a negative result
for Down syndrome:

I’m so happy that my baby is alright. I tested positive twice for
toxoplasmosis, so the doctor said I must have an amniocentesis to know if
the baby has got it as well. I am so afraid of needles, but I thought: ‘well my
baby first’. I knew, deep in my heart, that he was alright, but yet I was very
very worried, I prayed to God every night: ‘please God, please, give me a
healthy child’. You know? I checked on the Internet about this amniocentesis
thing and I found out all the things that my baby could have had. But now
I’m just so happy that he is alright and he has not toxoplasmosis or that
Down disease (Paula, 35 years, accountant).

The interpretation that Paula had about the information amniocentesis was
providing does not match the actual function that amniocentesis had in her case. Regardless
of her fear of needles, she underwent amniocentesis in the hope that the baby did not have
the infection. In the process of waiting for the results she learnt, via the Internet, that
amniocentesis also tests for Down syndrome. However, the information she received from
the Internet, in the absence of a fluid conversation with her gynaecologist at the moment of
presenting amniocentesis, and later when informing her of the results, failed to make

In the case of testing for toxoplasmosis, no chromosomal count is conducted. In the words of bacteriologist Alma Romero,
specialised in cytogenetics: ‘When we do amniocentesis for toxoplasmosis we only need the cells to grow a bit and then we test
them specifically for the infection. No karyotype is performed there unless the patient or the Doctor asks for that. If they do not
tell us, and we use all the amniotic fluid for toxoplasmosis, we cannot do any karyotyping later’ (Alma Romero, Genetics Lab
A. Interview 2007).
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explicit to her the difference between having an amniocentesis for karyotype and having one
for toxoplasmosis.
What is also interesting in this example is that for Paula, amniocentesis was
something that she owed to her baby; she would overcome fear and anguish in search of the
best care her baby could have:

I do whatever it takes for my baby (por mi bebé hago lo que sea). Whatever I
can do for my baby to be alright (Paula, 35 years, accountant).

From this explanation of Paula’s motivation for undergoing amniocentesis, the idea
is clear that the information provided by the exam will, eventually, be of benefit to her child.
In the case of Patricia and Iván, amniocentesis was interpreted as a source of further
information for diagnosis and treatment, whilst for Paula, amniocentesis was interpreted as
a means for acting as a responsible mother, who will do whatever is in her reach to secure
the health and well-being of her child.

Having come to this point I must say that it would be misleading to assert that all
women and couples who are offered amniocentesis opt for having one. As mentioned
previously, women and couples provide a myriad of explanations for why they prefer not to
have an amniocentesis, dependant on the different interpretations they may have about the
purpose and consequences of the exam. In what follows I address the different
interpretations of amniocentesis that served as motivations for not having one. However,
before going any further, I must clarify that out of the 22 women I encountered and
interviewed, only 4 opted out of amniocentesis, and one decided not to undergo a second
amniocentesis after the results of the first one turned out to be inconclusive.
To analyse the negativity some feel about amniocentesis and its perceived
possibilities is relevant, for it provides a wider understanding of the kind of ideal families to
which women and couples aspire. Some scholars (Rapp 1997, 2000; Hunt et al. 2005; Ahmed
et al. 2006) argue that within the context of what the test entails and the information it
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provides, the most salient motives for declining the possibility of undergoing an
amniocentesis is the 0.5-1% risk of miscarriage. Women who do not consider themselves ‘at
risk’ will tend to decline amniocentesis because they consider it undesirable to jeopardise
the life of what they believe is a healthy baby. But further, many other women decline
amniocentesis because they reject the very idea of abortion (c.f. Ahmed et al. 2006). Contrary
to general belief, it is not only moral arguments, sometimes presented in religious terms,
which are employed when referring to a rejection of abortion. Ethical arguments dealing
with questions such as ‘who decides which life is worth living?’ or what counts as a
disability, are recurrent ones used for declining both the possibility of amniocentesis and
selective abortion after knowledge of the tests results76.

Child versus information
Doctor [Torres] save your time, stop trying to
convince me. I do not need to know that [the
foetus’ karyotype]. I will love my baby as he is.
He is God’s gift and that is it (Teresa, 44 years,
business administrator/ housewife).

Teresa was a 44 year old pregnant woman. She was one of two women who used a
religious stance for expressing her rejection of amniocentesis. Her resolution not to have
amniocentesis shows, as well, a level of discomfort in being offered the exam yet again. Dr
Torres tried to convince her of the benefits of amniocentesis by highlighting Teresa’s risk of
having a foetus with Down syndrome, given her age. Teresa, however, found such a risk
fairly irrelevant. In a rather matter of fact way she explained:

76

For example, Rapp (2000) has pointed out that when studying women’s attitudes towards prenatal testing among US natives

and immigrants, it is central to take into account ideas of control, experimentation, and history of abuses towards specific
population groups, as it is not only beliefs and perceptions about the exam that influence the decision making process. In
addition to such things, ‘a response to racially differentiated sentiments and histories in relation to medical intervention and
experimentation’ (2000: 167) mark women’s decisions.
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Why would I want to know that? What is the point of having that
information? We are not going to have an abortion, no matter what, so why
would I want to know that about my baby? I will just love the children God
gives me as they are.

Teresa defined herself as a practicing catholic, who uses ‘the rhythm’ as her method
of family planning. In her and her husband’s view, all children are God’s gift and all
foetuses are children; hence, aborting a foetus would imply getting rid of one’s child.

I just do not find abortion as a credible and good solution. I cannot agree to
kill a baby. In all cases one can do something for that child, and if not,
adoption is always a possibility.

The link between amniocentesis and selective abortion was crystal clear for Teresa
and her husband. In fact, that link was what defined amniocentesis for her. The issue of
knowing the foetus’ chromosomal status in order to be prepared was not part of Teresa’s
understanding of the function or relevance of amniocentesis. In short, she saw the offer of
amniocentesis as irrelevant, because on the one hand it points to abortion, and on the other
hand, other functions attached to amniocentesis – such as being prepared for the arrival of a
child with disabilities – were not seen as necessary. She felt she could prepare for her child
without the information provided by amniocentesis. Given her understanding of and
meanings attached to amniocentesis, Teresa was uncomfortable with the constant offers she
had for it:

I refrain from that exam [amniocentesis] because it won’t change anything,
because my baby will be born anyways, and because I will love him no matter
what … This is my child and God gave him to me … I wouldn’t not have it. I
would never not have him [the baby].
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Teresa would not abort her baby; therefore she would not have an amniocentesis.
That much is clear. However, what struck me about Teresa’s account was her exasperation
at amniocentesis being offered again and again, and for having to explain yet again why she
did not want the exam, and why she would not have an abortion should her baby have a
chromosomal variation. The fact that she was exasperated shows that she had to explain,
almost to the degree of apologising, why she did not want to use the promising and beneficial
technology that amniocentesis is portrayed to be.
Other women also belong to this group child versus information, although they did not
frame their rejection of amniocentesis in religious terms. Such is the case of Carolina, a 35
year old woman working in advertising. She was the first person I interviewed during my
fieldwork. I met Carolina on a February afternoon when I went to have a coffee with
Andrea, a school friend of mine. I was supposed to pick up Andrea in her office, but she was
extremely busy when I arrived so I was asked to come into her office and wait until she was
finished. Andrea had told some of her colleagues that she was going to have a coffee with
me, an anthropologist friend doing a PhD in the Netherlands about something related with
abortion. I might have been an interesting distraction for this team of artists and publicists
working with Andrea, for while I was waiting Carolina approached me and we started
chatting. She asked me about my study and I explained: ‘I’m studying an antenatal testing
technology called amniocentesis, I want to see in what way (if any) amniocentesis is related
with abortion de-penalisation and abortion practice’. When I finished my sentence, I
expected the usual look of bafflement, accompanied by the empty ‘that sounds interesting’
which generally ends the conversation. But to my surprise, Carolina said:

Yes, I know that exam; when I was pregnant my doctor talked to me about
it. She said that this exam was a very good way for knowing if the foetus
had Down syndrome or other problems related to the chromosomes. She
explained all about it, but when she told me that the exam had a risk of
producing a miscarriage I made up my mind and decided not to have an
amniocentesis.
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Carolina had been presented with the possibility of amniocentesis just because it was
available, not because her gynaecologist suspected or had found any morphological
variations in the foetus. Carolina’s account for amniocentesis was, as with Ema’s,
retrospective. She had a one and a half year old son, and she felt she loved her baby from the
moment she knew she was pregnant:

This has always been my baby, I looked for him and I wanted him. From
the moment I knew I was pregnant I felt a bond with my child, I wouldn’t
do anything that could harm him.

For Carolina, amniocentesis meant to jeopardise a pregnancy that she had planned
and wanted. The perceived value of the information that amniocentesis would provide was
not worth the trade off, or the endangering of her pregnancy.

So as soon as I heard from my gynaecologist that I could have a miscarriage
I made up my mind and did not even think twice. I was not going to risk
my baby just for knowing if he had Down syndrome or any other issue with
the chromosomes.

In addition, the possibility for knowing foetal chromosomal information did not
seem useful for Carolina. The idea of aborting her baby due to his or her chromosomal
status was not part of her repertoire of possibilities. That is, the continuation of her
pregnancy was never in doubt:

When my gynaecologist explained the amniocentesis to me, she at one point
said, your decision basically depends on what would you do if your baby
has any problem, Down syndrome or another problem. So then I
understood the value that this exam may have for some women. I mean, if
you are inclined to have an abortion if the baby has a condition or a disease,
well, the amniocentesis can be important, or usable, or good, I don’t know.
But for me that was not the case. See, I thought, well if my baby has Down
syndrome or any other thing what will I do? Nothing! (pues nada!) I am not
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going to give up my baby because of that. It was not like I was pregnant for
15 days; I was pregnant for almost 15 weeks, so not, I was neither going to
abort my baby nor was I going to risk him just for knowing.

Furthermore, for Carolina the issue of being prepared for a child with disabilities
was also not such an attractive feature of amniocentesis:

Yes, there are people who have the amniocentesis because they want to
know and get ready, but again, it would have been to jeopardise my baby.
Besides, I really don’t think you can ever be prepared for what your
children will be … for that you need to have them and get used to them.

Then, the combination of the risk of miscarriage and the possibility of aborting a
foetus with a chromosomal variation were two elements that did not combine very well for
Carolina, for two, not necessarily unrelated, reasons. On the one hand, as she emphatically
expressed, she was not willing to jeopardise her pregnancy, and thus the risk carried by
amniocentesis seemed disproportionate to the value attached to the information provided by
the exam. But furthermore, this was combined with the fact that Carolina finds selective
abortion a disturbing practice. That stance was also related to a deeper rationale informed
by a particular understanding of people with disabilities that does not depict them as
inherently sorrowful and burdensome:

I mean I agree with abortion. I’m happy that now women can have an
abortion in a safe way. Imagine you being raped or something, or that the
mother is very sick … or whatever, I mean if someone wants to have an
abortion, well, that is their problem and their decision. But when I think of
the possibility of aborting my own baby, and more because he has
something, well I just cannot even imagine. People say that it is so difficult
to have a child with disabilities, and I’m not saying that is not true. But why
would you abort them? What is the big deal of having a baby like that [with
disabilities]? But also, we, my husband and I, we have the means for taking
care of a child like that. We could afford the expenses in education and the
health costs. But that is not only a matter of money, but a matter of
disposition. When I was a student at the University I worked with children
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with disabilities, with real disabilities and their families were very poor, but
they are so lovable that they bring love and joy to their families. If poor
people could love and care for their children, why couldn’t we? And as I see
it, a child like that teaches you so many things, you realise that there are
things much more important than those you focus on, those children are a
lesson of life. Then, I really do not see what the problem of having a child
with disabilities is; I just do not get it.

This latter point is interesting in terms of the class issue raised. Carolina points out
that disability and class is not merely or always a matter of money, as children with
disabilities may imply a bigger economical effort for parents, but also a matter of willingness
and commitment of bringing up a child with disabilities
Carolina, unlike 44 year old Teresa, did not recall having been asked why she
refused amniocentesis. Perhaps the fact that she was not pigeonholed into any clinical group
may explain why she did not have to battle with explanations for why she did not want to
know the chromosomal status of her foetus.
I found one other woman who shared a similar position with Carolina; once again,
however, this was delivered though a retrospective account of the encounter with
amniocentesis. Camila, a young professional and mother of two, was presented with the
possibility of amniocentesis, only because the test is available. There was no suspicion or
ultrasound information to suggest the possibility of a chromosomal variation of her foetus.
Like Carolina, Camila and her husband decided not to undergo and amniocentesis, basically
because of the risk of miscarriage it carries, but also for the functions they attached to the
exam and its results:

Well, we did not think about it too much. The decision was easy to make. I
mean, we thought that we were not going to abort this baby if it was not
alright. Then, if we did not consider abortion, it made not much sense to
risk the baby just for knowing information, you know? I don’t say I do not
see the importance of knowing how your baby is, but the risk was just too
high. The issue of knowing for being prepared did not make much sense to
us either. I mean, you will anyways have to face it. So we thought, we better
have a good pregnancy and hope for the best (Camila, 28 years, architect).
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In addition to her perception of the trade off between the value and usefulness of the
information offered by amniocentesis and the risks the exam carries, Camila was categorical
about her stance towards selective abortion based on the foetus’ chromosomal or
morphological status:

I do not agree with abortion in general, but the case of aborting your baby
because he or she is not perfect is simply outrageous. It is as outrageous as a
child getting rid of his or her parents because they do not fit what she or he
would expect of parents.

Both Camila and Carolina said that if they were offered an amniocentesis again they
would, again, decline; again based on the risk of miscarriage.
I also encountered Isabel, a 42 year old school teacher, who, although she was very
clear about not looking for an abortion, expressed her views on amniocentesis in a much less
articulated way. For her, amniocentesis was just another medical exam, something that
would provide her with more information about her future child. However, she declined the
offer of a second amniocentesis after the results of the first one turned out to be inconclusive.
When I met Isabel, she expressed the view that the information provided by
amniocentesis was not a window for choosing whether or not to bring this pregnancy to
term, but rather was to provide a response to her husband’s pressure to know how the baby
was:

The doctor said that the baby could have Down Syndrome. I am not
particularly inclined to have it [amniocentesis], you know, because of the
risk of losing the baby [having a miscarriage] but my husband is very
interested in knowing. I mean, I am doing this [the amniocentesis] because
he has been very persistent on it. If it were for me, I would just leave things
in peace and not risk my baby.
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Although Isabel was looking forward to receiving the information provided by
amniocentesis, she also seemed somewhat uninterested. Her main concern was that her
husband was not looking forward to having the future child:

Well, I’m here; as I told you it seems that the baby has something wrong.
My husband is not very happy about this child, and with the possibility of it
having something wrong even less … the pregnancy was a complete
surprise to both of us, but I was taught that if things happened different
than expected one does not sit and think about why and how things
happened in such a way, but one starts moving on and assumes the
consequences of one’s acts. This pregnancy is like that, in spite of the
situation of the baby [making reference to the possible Down syndrome]. I
told him [her husband] that if he did not want any children he should have
thought of that before [having unprotected sex], you understand me?

Despite amniocentesis’ offer of useful information, it does not always deliver that
which it is supposed to and promises. After the amniocentesis results arrived I met Isabel.
The results were inconclusive:

No salió nada, dicen que creció muy poco, nothing turned out [negative
results—no visible chromosopathies], they say that almost nothing grew
[from the sample of amniotic fluid]. But they say [in the report] that I
should have a second amniocentesis or a cordocentesis for being sure … No,
I’m done with this. Furthermore, who tells me that this time it will work?
I’m going through a difficult [family] situation and all this is making things
more confusing … My husband just told me that he has a girlfriend, no
wonder why he was so unhappy with this pregnancy, and I’m expecting a
child that I do not know how it will turn out to be (que no sé como va a salir).
But Mafe [me, the researcher], I don’t care, you know? Now this child is
being my company, he is with me all the time and he is my support and my
strength. I talk to him all the time. I already love him so much. I have
named him Manuel José …

In Isabel’s accounts, as well as in the many conversations we had, the issue of
abortion was never expressed as such. Her position towards life – ‘if things happened different
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than expected one does not sit and think about why and how things happened in such a way, but one
starts moving on and assumes the consequences of one’s acts’ – speaks meaningfully about her
position towards abortion; but moreover, about her understanding of pregnancy,
parenthood, and antenatal life. With such a mindset, aborting an unexpected child, or a child
with disabilities for that matter, would signify walking out on the responsibilities she took
on when embarking on an active sexual life. For Isabel, motherhood and pregnancy are
experienced as a matter that has no point of return. In her set of moral and ethical values one
does not choose not to have a child, once it has been conceived. She had the amniocentesis
once because she, or rather her husband, wanted to know how the baby was, chromosomal
wise. But Isabel was not willing to undergo either another amniocentesis or a cordocentesis,
the latter of which carries a higher risk of producing a miscarriage. The first amniocentesis
counted as enough risk being taken with not enough ‘back-up’. Her trust in the exam was
now too little to undergo another amniocentesis, and her bond with her child was too strong
for the information the test could bring (if at all) to have any consequence for her.

Final comments

Through women’s and couples’ accounts in this chapter I have shown that
amniocentesis brings ideals of normality close to hand, at the same time as it brings
pregnancy and motherhood to another level. I have also shown that women and couples are
not submerged within a technological determinism that supposes all pregnant women and
couples react equally, both to the possibility of undergoing an amniocentesis and to the
possibility of an abortion. Functions attached to and interpretations of amniocentesis are
many. Some connect the availability of amniocentesis and the possibility of aborting foetuses
‘incompatible with life’ with the possibility to choose (or decide) who is good enough to
enter the human community. Some connect it with the possibility of adapting pregnancy
and offspring according to a life plan. Hence, for many the question is not so much how
difficult or burdensome it is to raise a child different from the average (though it
undoubtedly is); the question relates more to what one has to give up in order to fulfil
family, career, and life plans simultaneously and successfully. Such decisions were shown to
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respond to motivations regarding understandings of pregnancy, parenthood, and antenatal
life, and family and life plans.
For some others, depending on their life plans and moral and ethical values, and the
way in which each of these is conceived and experienced by women and their partners,
amniocentesis may have different functions and points of relevance. Some rely on
amniocentesis as a source of information that will enable them to be prepared for the arrival
of a child with disabilities. Amniocentesis is then perceived as a source of control for
families and individuals, for it presents the opportunity to get ready, to be prepared for
living with a child different from the average. Women and couples refer to logistical and
emotional preparation, implying by this that there is an emotional shock produced by
having a child with disabilities, and that it is possible to anticipate and get ready for life’s
difficulties and hardships. Both lines of thought deserve attention.
The idea of the need for preparation relates to the understanding that children with
disabilities are abnormal, and therefore bring extra difficulties to families and individuals.
The idea of the possibility to be prepared evidences a level of faith in the capability and
possibility of controlling the future, that technologies such as amniocentesis appear to
provide. Information referring to the health status of the foetus implies for some women and
couples to be prepared; not necessarily, however, for having a child with disabilities, but for
having the opportunity for parenting and loving a baby that will die in utero. For yet other
women and couples, amniocentesis is seen as a source of further information that will help
to determine a course of treatment for curing or bettering the future child.
With these different perspectives on amniocentesis given by users of it, it is possible
to conclude that amniocentesis reinforces stigmatising understandings and attitudes
towards people with disabilities, whilst at the same time it enables families to control their
relationship with such individuals, whether by selectively aborting them or by preparing for
their arrival. But amniocentesis serves also for helping and enabling prospective parents to
be prepared for the imminent death of their child, or it allows prospective parents to be
responsible and follow a medical procedure that will somehow ensure the well-being of
their child.
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Conversely, through the voices of women and couples who opted out of
amniocentesis, we hear that they did so because this particular antenatal life had a value and
a potential that was independent of chromosomal normalcy, or because they did not view a
child with disabilities as disrupting their life plans in a way they could not countenance. The
rejection of amniocentesis and of selective abortion was not necessarily presented in
religious terms (although that was sometimes the case), but also as an ethical conviction
toward pregnancy and family life. The refusal of amniocentesis also enables women and
couples to produce and pursue a family that is ideal, though in a different sense. By
declining the offer of amniocentesis, women and couples are enabled to position themselves
in relation to their moral and ethical standards regarding pregnancy, parenthood, and
antenatal life. By opting out of knowing particular pieces of information about their future
child, prospective parents pursue the realisation of what they consider a desirable family:
one that does not choose its members, but one that appreciates each of them as equal
regardless of their individual differences.
In sum, in this chapter I have shown the different moral and ethical reasoning that
may move women and couples to decide whether or not opt for an amniocentesis. This
sheds light on the different perceptions of pregnancy, parenthood, and antenatal life that
amniocentesis makes visible and that it enables. Furthermore, such different positions
towards pregnancy, parenthood, and reproduction are deeply interwoven with prospective
parents’ attitudes towards antenatal life, family life, life plans, and people with disabilities.
Finally, through the narratives of women and couples I was able to present the
different functions and meanings attached to amniocentesis, that make evident the variety of
interpretations and possibilities that a given technology may have, in a given cultural and
historical context.
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Conclusions
Achieving the desirable nation

Somewhere in the middle of my fieldwork, at one of those moments in which
information was in abundance but structure lacking, I was stuck in a huge traffic jam, the
kind that are usual in Bogotá during the afternoon hours. At that point people’s expressed
unwillingness to bring up children with disabilities had been a constant and recurrent
theme. So too was the view, widespread among medical professionals, that people with
disabilities – especially those with cognitive variations associated with conditions such as
Down syndrome – are inherently burdensome.
On that day, as on many others, I was going from one clinic to the other. There were
several women and couples scheduled for psychotherapy with Jimena, all of them diagnosed
with a malformed foetus. At one point during my journey the taxi spent some 10 minutes at a
standstill on the perimeter of the city’s coliseum and stadium, giving me time to look at the
banners announcing the Para-Olympics that were taking place in Bogotá during June 2007.
I was contemplating a curious contradiction. I was going to be present in four
psychotherapy sessions aimed at helping women and couples cope with the assumed trauma
and shock brought about by their foetuses’ chromosomal or morphological status, an
assumption based upon the prevalent view of people with disabilities as sorrowful and
burdensome. Yet at the same time Bogotá was hosting this major international event that
recognised and praised different abilities in people. Then the taxi driver, who had been
completely silent all journey long, uttered with utmost distaste, more to himself than to me:
What is this? Why anyone would like to come and see this bunch of retarded
people in the Olympics … this is outrageous. They want to show this show of
freaks as if they were normal. And what can these people [with disabilities] do?
Only ridicule, just that, what else? … They are just a bunch of retarded people,
freaks. As if we did not need the public funds to be spent in more useful ways…

Although I received this comment as violent and painful, it also helped to articulate
within the wider socio-cultural structures the situation in which the individual pregnancies
and practices, which I was observing and studying, were taking place on a daily basis at the
Department. This comment helped me to make concrete the notion that there exists an
imaginary of people with disabilities and stigmatised differences, either physical or
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cognitive, as undesirable individuals (on whom public funds should not be spent). My
experience with the taxi driver, who felt repulsed by such a thing as the Para-Olympics and
outraged that his share of public funds were being wasted on a worthless endeavour for
worthless people, served as an entry point for connecting the individual with the social; the
structural discrimination against people with disabilities that exists, although tacit, in
Colombian society, with the habitual practice of aborting foetuses with chromosomal
variations that may suppose cognitive variations.
In the preceding chapters I have shown that biological, medical, and social categories
are mutually constitutive. This was done by exploring the connections that exist between
amniocentesis, selective abortion de-penalisation, and selective abortion practices as they
happen in the current Colombian context. I was able to show that practices and social
imaginaries are intertwined and articulated via the category of ‘conditions that make life
unviable’, also known as ‘incompatibilities with life’, a category that refers not only to life in
biological terms, but also in terms of social life (and even lifestyles). Thus, selective abortion
de-penalisation not only made discrimination legal, but also made it legal to choose one’s
offspring in relation to a life plan.
Selective abortion de-penalisation contributes to the endeavour to achieve a desirable
nation at various levels. The religious injunction against abortion has been challenged in
ways that overlapped but did not displace segmented views and practices regarding the
notion of the modern state as respectful of human rights, working to improve indicators of
public health, and mindful of women’s right to reproductive choice. The particularities of
de-penalisation, allowing abortion in certain cases, for example when the foetus has a
condition ‘incompatible with life’ or ‘that makes life unviable’, fits the ideal of a modern,
respectful nation in which women are able to make reproductive decisions, and also where
women are not subjected to cruel and inhuman treatments and torture – such as giving birth to
and raising a child different form the norm is supposed to be – as stated in de-penalisation
Sentence C355/06.
Similarly, given the widespread use and interpretation of amniocentesis as a tool for
identifying foetuses with chromosomal variations, in order that they may be aborted, this
technology can be seen as helping to achieve a particular sense of the ‘desirable nation’.
Amniocentesis responds to, whilst also providing elements for, a Colombian anthropological
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ideal of individuals, families, and citizens that has roots deep in Colombian history. It is an
ideal inflected by notions of race, a key element in building an imagined community. But
this ideal has folded into it a social imaginary of people with disabilities as unproductive,
degenerate, and unworthy of community membership. In Colombia, amniocentesis has
become embedded in a socio-cultural context in which people with conditions (of the type
that the technology can identify) have been seen as barriers to the realisation of this
nationalistic ideal. It is an ideal in which only able and productive people who will
contribute to modernising the country have a place.
The way in which amniocentesis performs and is performed today, in combination
with the practice and de-penalisation of abortion of foetuses catalogued as having
conditions ‘incompatible with life’ (and the very flexibility and malleability of the category
‘incompatibilities with life’) helps bring the Colombian eugenic ideal of a desirable nation
within reach. It does so in at least 4 senses. Firstly, by the way in which amniocentesis
performs and is performed, by the categories it enables, and by the functions attached to it, it
responds and contributes to the perpetuation of the imaginary that people with cognitive
differences are undesirable, burdensome, worthless people, to individual families and
society alike. Secondly, there is a widespread perception that Colombia is a country that
takes inadequate care of its citizens and fails to distribute public funds properly, thus
perpetuating structural violence and inequality. These perceptions also reinforce the idea
that the country and the nation would be better off without people deemed as useless and
expensive. This latter point relates to the third issue, which is a generalised understanding of
Colombia as a country that needs to develop, progress, and modernise, in order to meet
international standards of progress and modernity. As seen in Chapter 4, people with
cognitive differences – as well as black and indigenous people – are perceived as hampering
the possibility of progress and development. Finally, what makes the practice of
amniocentesis – in relation to the practice and de-penalisation of selective abortion as it
happens today – profoundly Colombian and eugenic is that all the abovementioned
conceptions, perceptions, and practices remain at the level of medico-social prescription. The
imaginary of people with cognitive differences, and the abortion of foetuses with conditions
that may lead to such, are deep rooted and well established ideals and practices amongst the
Colombian population. Though just as with early eugenic thought, and the practices that in
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the Colombian context derived from it, there have been no explicitly eugenic public policies.
That is, eugenic thought and practices are not exercised from above. Rather, they are
integrated within, and perpetuated and distributed by, the medical profession and its
heterogeneous practice towards patients and the population (c.f. Foucault 1976).
Abortion de-penalisation in the cases analysed in this research contributes to
perpetuating such practices and attitudes. But just as there was no pressure to enact eugenic
legislation in Colombia in the early and mid 1900s, so today no one demands governmental
policy that would encourage the abortion of foetuses with chromosomal or morphological
variations. The decision to abort, however socially and culturally informed, is left within the
private sphere of women and couples. And yet, despite the apparent individuality of
abortion decisions, these decisions have profound socio-cultural consequences. Collectively
they are shaping the makeup of society today. In Rapp’s (2000: 3) words, women confronted
with amniocentesis are being made into moral pioneers who choose who is good enough to
enter the human community.
In this particular context, medical professionals such as obstetricians, gynaecologists,
specialists in maternal-foetal medicine, geneticists, and public health specialists are an
instrumental part of the realisation of the aforementioned population ideal. Antenatal
technologies such as amniocentesis, obstetric ultrasound, and cordocentesis, to mention a
few, are doubly valuable for these medical professionals. On the one hand such technologies
attest to modern, up to date practice that can hold up its head internationally. On the other
hand, such technologies enable medical professionals to better discharge their
responsibilities to the collective through the help they offer in achieving a desirable
imagined community.
But technologies and the categories they produce – like amniocentesis and
‘incompatibilities with life’ – are not fixed or neutral in their uses and functions. The context
in which actors and practices are embedded (and which they produce) shapes and is shaped
by the deployment of and meanings attached to technologies. Similarly, as I have showed in
this text, the category of conditions ‘incompatible with life’ is plastic and multiple (Mol
2002), subject to many interpretations and many realities depending on the different
situations in and actors by which such a category is enacted.
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Uses, enactments, and interpretations of amniocentesis results are shaped by the
structure of the health care system, and by physicians’ understandings of their roles,
responsibilities, status, and professional ethics. Firstly, amniocentesis is a technology that is
assumed to lead to what is considered to be the exercise of a woman’s right to reproductive
choice. However, the health care system in Colombia is marked by unequal access to the
exam, enabling only those able to pay for it to exercise their human and women’s rights.
Secondly, given physicians’ roles and status, they see in amniocentesis a valuable tool for
their patients, hence they expect women to want the test, especially those clustered in
medically defined risk groups. However, their views on abortion, disabilities, and
‘incompatibilities with life’ are also complex and varied. This is visible in the way in which
physicians cope, in practice, with the different patients they deal with (women and
foetuses). Yet, as shown in Chapter 5, physicians exhibit a visible failure to understand what
the diagnostic process itself means for women, and how, when a foetal condition is
diagnosed, women, once backgrounded in the antenatal scenario, are then made into the
main decision makers regarding the future of their pregnancy.
When it comes to women and families it is necessary to state that different attitudes
to the tests and to the possible implications of a positive result cannot simply be divided
between ‘pro-choice’ and ‘pro-life’. Attitudes and stances towards amniocentesis and
selective abortion are far more complex than that, for they are influenced by previous
experiences, life circumstances, and life trajectories. Thus when confronted with
amniocentesis and its positive result, women and families bring their own (very broad)
understandings of ‘incompatibilities with life’ to bear in their interactions with physicians.
In addition, as shown in Chapter 6, women and families want to fashion their individual
lives as they wish, and believe themselves able to do so, either by choosing to not have a
particular child, by wanting to prepare themselves for the arrival of a child with disabilities,
or by choosing not to have an amniocentesis at all.
In the context of amniocentesis and abortion decision making, the notion of
‘incompatibilities with life’, as articulated in practice, is the result of negotiations between
women (and couples) and professionals, in which each draw (differently) on their inherited
understandings, and on current notions of rights, choice, and reproduction. The outcomes of
such negotiations are thus, in part, a result of the plasticity of two things – a technology that
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promises normality, and the crucial concept of ‘incompatibilities with life’ – and have as an
aggregated outcome the further devaluation of people with disabilities, particularly those
with cognitive differences.
Nonetheless, following the rhetoric of estimating people in terms of the burden and
costs that they suppose for a country like Colombia – a society stricken by structural
violence; with ingrained discrimination not only against people with cognitive or
morphological differences, but also based on class and ethnicity; with unequal access to
education, health care, job opportunities; and with inherent governmental corruption – a
fundamental question remains. Would it not be better to strive for an inclusive and
respectful society that praises, and thus benefits from, the different abilities of its citizens,
with or without disabilities, with or without a chromosomal count of 23 evenly distributed
pairs? Would Colombia not be a more desirable nation if all its citizens could be included in
building it?
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Summary
This is a study of discrimination. I investigated the relationship between abortion depenalisation on the grounds of foetal morphological or chromosomal variations, on the one
hand, and the availability, use, functions, and meanings attached to amniocentesis in
Colombia on the other. The central research question addressed in this study is then: How
has the use and availability of antenatal technologies such as amniocentesis, in combination and
interaction with the practice and de-penalisation of selective abortion, helped articulate a Colombian
social imaginary of desirable citizens?
My core argument is that, in Colombia, the abovementioned definitions of the foetus,
changes to the legal status of abortion, the practice of selective abortion, and the desire to
know one’s foetus’ karyotype, are interrelated elements that respond to deep rooted
understandings of what a desirable citizen, family member, and human being should be.
These roots run across time and space. They have been discussed for more than one
hundred years, and they gain shape and meaning in different geographical and cultural
locations. In other words, the de-penalisation of abortion in Colombia grew out of a long
history of discrimination, in combination with the availability of antenatal testing
technologies, and constitutional changes designed to secularise the country. Similarly, the
practice of selective abortion and the use of amniocentesis as they are today (and have been
for many years), resonate with a socio-cultural context of which discrimination against
specific groups of people has long been a structural feature. Central to contemporary
discourse, and legislation, is the umbrella category of ‘conditions that make life non-viable’.
The ways in which practices and social imaginaries are intertwined become visible when
one looks carefully at this category, also referred to as ‘incompatibilities with life’. I argue
that such a category is multiple (Mol 2002), plastic, and ambiguous, referring not only to
‘biological life’, but also to ‘social life’ and lifestyles.
Within this framework, I find it important to approach amniocentesis as a social
phenomenon and not only as an individual matter. Such a technology provides information
upon which decisions regarding a population’s composition are made, whilst at the same
time significantly shaping law, family planning, and attitudes towards people with
disabilities (c.f. Shakespeare 1998; Rapp 2000). But it is also paramount to see amniocentesis
as a vehicle for exploring the category of normal. Where is it produced? What and whom
does it represent? How and why did it become so visible?
This study locates amniocentesis within the wider socio-cultural and historical
context of Colombia, starting from the understanding that the functions, uses, categories,
and repercussions attached to and produced by a particular technology depend on a given
time-space scenario (Latour 2002). This sheds light on how the individual practice of
amniocentesis, and the apparently individual concern of selective abortion, relates to,
informs, shapes, and is shaped by abortion de-penalisation.
In order to be able to conceptualise amniocentesis, the practice and de-penalisation of
abortion, and eugenics, I have relied on two theoretical concepts that help clarify the
connections between them. These theoretical concepts are the social imaginary (Gaonkar
2002), and biopower (Foucault 1976, 1980). Both concepts are useful theoretical and
methodological tools.
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The two aforementioned theoretical concepts provide a basis for approaching the
practices of amniocentesis for foetal karyotype, selective abortion, and abortion depenalisation, and structural discrimination in the form of eugenics. The concepts are
articulated through the use of insights from Medical Anthropology, Science and Technology
Studies, and Disability Studies. I also make use of some of the theoretical contributions of
the anthropology of law, especially for understanding penal changes in relation to the
practice of abortion.
The study is based on interpretative qualitative research, which relies on the
ethnographic methods of direct social observations, interviewing, and case studies (BonillaCastro & Rodriguez Shenk 1995; Hardon et al. 2001), as well as on discourse analysis
(Howarth 2000), and historical media and library archives.
In order to be able to understand the practice of amniocentesis as performed in
clinics as well as by individual families, and also to understand abortion de-penalisation in
cases of foetal conditions that ‘make life unviable’, it was necessary to engage in two
different fieldworks. Given that what interested me was the relationship between the two
seemingly different and separate topics, the methodology that best suited this fieldwork was
what Marcus (1995) called multi-sited ethnography.
In order to understand amniocentesis practice and use I conducted a seven month
long hospital ethnography in three locations within the Department of Maternal and Foetal
Medicine of one of the most prominent private health care providers in the country. In
combination with the direct social observations at the clinics, I also interviewed the chief
attending specialist, a senior specialist, students of the specialisation of maternal-foetal
medicine (at that time three men), and the attending psychologist. Furthermore, I held
multiple conversations with all staff members (specialists, fellows, residents, psychologist,
nurses, and secretaries) over the course of the fieldwork. In addition, I interviewed twenty
two women, and in some cases their partners. At the clinic I met nineteen women, sixteen of
whom underwent an amniocentesis and one cordocentesis, plus three women who decided
not to have the amniocentesis.
As important as the current practice of amniocentesis is, the history of amniocentesis
in the country is equally important for it reveals continuities and changes that help to
elucidate the complex dynamics of this technology. In order to reconstruct a history of
amniocentesis in Colombia, I interviewed the first Ob-Gyn practicing in Colombia to publish
on amniocentesis in Colombia.
There were two other sites for the ethnography. One was a permanent seminar,
organised jointly by the bioethics network of the National University and the Ministry for
Social Protection, with the intention of discussing the aftermath of abortion de-penalisation,
one year later. Once the permanent seminar had concluded, a National Forum was
organised in order to bring the discussion points addressed at the seminar to different parts
of the country.
I also used archival research. In order to account for the abortion debate and the
public image of amniocentesis I conducted archival research on media coverage of these
topics.
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Finally, and in order to be able to elucidate and understand the roots of
discrimination in Colombia I consulted library archives from the early 1900s, which contain
documents from the thinkers, educators, jurists, and physicians who formed the eugenics
movement in Colombia, as well as those who constructed and implemented the hygienist
movement, that was later to become ‘public health’.
Reading this book
The book is divided into two parts. The first accounts for the wider socio-cultural
and historical context, and thus addresses the abortion debate and de-penalisation, the
history of amniocentesis in Colombia, and the eugenics movement in the country. The
second deals with the actual experience and daily life of amniocentesis at the Department on
the one hand, and with the personal experience of the sample of twenty two women who
were in contact with amniocentesis on the other.
The chapters constituting Part I are as follows. Chapter 2 is an overview of the
development of the abortion debate, in which I pay careful attention to the lawsuits that
triggered a new version of the debate and made abortion de-penalisation possible. I analyse
and problematise the features of this debate, and also analyse Sentence C-355/06, by which
abortion was de-penalised. I focus on the case of ‘foetal malformation that makes life
unviable outside the uterus’ (Sentencia C-355/06: 287) and highlight the central role played
by antenatal technologies in achieving and articulating this case of abortion de-penalisation.
In Chapter 3 I analyse the permanent seminar and the National Forum as public nation
building scenarios, in the year after abortion had become de-penalised, and look at how
actors such as geneticists and specialists in maternal foetal medicine, involved with foetal
diagnosis, shape and are shaped by abortion de-penalisation.
Finally, Chapter 4 addresses two interrelated topics: the history of amniocentesis in
Colombia, and the history of the eugenics movement as it occurred in this country. By
focusing on the history of amniocentesis in Colombia, I am able to show how the technology
has changed over the years, as a result of technological innovation in the fields of obstetrics
and human genetics, while at the same time providing the means and the possibilities for
transforming such fields (c.f. Latour 2002). In highlighting the nature of the eugenics
movement in Colombia, a link between hygiene, eugenics, and obstetrics becomes evident.
This allows me to articulate today’s individual reproductive choices with deeply-rooted
national ideology, and socio-cultural discriminatory practices and attitudes towards specific
groups of people, or more precisely, towards people with intellectual and cognitive
differences.
Part II relates the actual practice of amniocentesis, and discusses individual
experiences of being confronted with the exam and with the possibility (or the reality) of
being faced with a positive amniocentesis result. Thus in Chapter 5 I start by accounting for
the current reality of amniocentesis. I focus on the problematisation of maternal-foetal
medicine as a practice in which the category of patient is mobilised in various ways and
attributed differently to the foetus and to women. The focus of the volatile category of
‘patient’, as performed at the Department, is twofold. Firstly, it highlights the secondary –
almost invisible – role of women in the larger process of foetal diagnosis, and secondly, it
elucidates the way in which disabilities are constructed within the medical environment as a
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family disruption and as a life mishap. Such a construction of disabilities and of people of
disabilities allows for a legal abortion in cases of chromosomal variation.
Finally, in Chapter 6 I address the individual experience of first deciding whether or
not to undergo an amniocentesis, and second, when relevant, of deciding whether or not to
bring the pregnancy to term after a positive amniocentesis result. Through individual
narratives I underscore that there exist distinctive socio-cultural attitudes towards
amniocentesis and selective abortion, and that the individual experience of a specific
pregnancy plays a major role in deciding which way to go. A consequence is that it becomes
difficult if not impossible to generalise about individual relationships with either practice. In
this chapter I therefore relativise both technological and socio-cultural determinism, to open
space for the individual experience as a dynamic constituent of the socio-cultural and
historical context.
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Samenvatting

Dit onderzoek gaat over discriminatie. Daarin heb ik de relatie tussen de legalisering
van abortus op grond van morfologische en chromosomale afwijkingen, en de
beschikbaarheid, het gebruik, de functies en betekenissen van vruchtwateronderzoek in
Colombia onderzoecht. De centrale vraag in dit onderzoek luidt dan ook: Hoe hebben het
gebruik en de beschikbaarheid van prenatale technologieën zoals vruchtwateronderzoek, in combinatie
en interactie met de praktijk en de legalisering van selectieve abortus, bijgedragen aan een “social
imaginary” over een Colombiaans ideale burgers?
Mijn hoofdargument is dat, in Colombia, definities van de foetus, veranderingen in
de legale status van abortus, de praktijk van selectieve abortus en de wens om het karyotype
van de foetus te kennen, met elkaar samenhangende elementen zijn die appelleren aan diep
gewortelde denkbeelden over de ideale burger, een familielid en een menselijk wezen. Deze
diep gewortelde denkbeelden ontmoeten elkaar in tijd en plaats. Ze staan al meer dan
honderd jaar ter discussie en krijgen vorm en betekenis in verschillende geografische en
culturele locaties. Met andere woorden, de legalisering van abortus in Colombia komt voort
uit een lange geschiedenis van discriminatie, gecombineerd met de beschikbaarheid van
prenatale testtechnologieën en grondwetswijzigingen, bedoeld om het land te seculariseren.
Op dezelfde wijze resoneren de mogelijkheid tot selectieve abortus en het gebruik van
vruchtwateronderzoek zoals deze vandaag de dag bestaan (en al jaren bestaan) met een
sociaal-culturele context waarbinnen discriminatie tegen bepaalde groeperingen reeds lang
een structureel kenmerk was. De alomvattende categorie conditions that make life non-viable
(condities die onverenigbaar met het leven zijn) staat centraal in het hedendaagse discours,
en de wetgeving. De manieren waarop praktijk en social imaginaries met elkaar vervlochten
zijn, worden zichtbaar wanneer men zorgvuldig kijkt naar deze categorie, ook wel
incompatibilities with life (onverenigbaarheden met het leven) genoemd. Ik beargumenteer dat
een dergelijke categorie multiple is (Mol 2002), vormbaar en ambigu. Het verwijst niet enkel
naar het ‘biologisch leven’, maar ook naar het ‘sociale leven’ en naar levensstijlen.
Binnen dit raamwerk vind ik het belangrijk om vruchtwateronderzoek als een sociaal
fenomeen te benaderen en niet slechts als een zaak van het individu. Een dergelijke
technologie geeft informatie op grond waarvan besluiten worden genomen over de
samenstelling van een bevolking, en tegelijkertijd geeft zij mede vorm aan de wet, aan
gezinsplanning en aan de houdingen ten opzichte van mensen met een beperking (c.f.
Shakespeare 1998; Rapp 2000). Maar het is ook belangrijk om vruchtwateronderzoek als een
vehicle (middel) te zien waarmee de categorie van het normale geëxploreerd kan worden.
Waar wordt deze geproduceerd? Wat en wie vertegenwoordigt het? Waarom en hoe is het
zo zichtbaar geworden?
Deze studie plaatst vruchtwateronderzoek binnen de bredere sociaal-culturele en
historische context van Colombia, en gaat uit van de notie dat de functies, het gebruik, de
categorieën en gevolgen verbonden aan en voortgebracht door een bepaalde technologie
afhankelijk zijn van een gegeven tijd-plaats scenario (Latour 2002). Dit geeft inzicht in hoe de
individuele praktijk van vruchtwateronderzoek en de ogenschijnlijk persoonlijke
aangelegenheid van selectieve abortus, zich verhoudt tot de legalisering van abortus en deze
informeert, en vormt maar er ook door gevormd worden.
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Om vruchtwateronderzoek, de praktijk en de legalisering van abortus en eugenetica
te kunnen conceptualiseren, heb ik gebruik gemaakt van twee theoretische concepten die
inzicht geven in de verbanden tussen deze onderwerpen. Deze theoretische concepten zijn
social imaginary (Gaonkar 2002) en biopower (Foucault 1976, 1980). Beide concepten geven
bruikbare theoretische en methodische handvatten.
Beide genoemde theoretische concepten verschaffen een basis voor het bestuderen
van de praktijk van vruchtwateronderzoek met betrekking tot het karyotype van de foetus,
selectieve abortus, de legalisatie van abortus en structurele discriminatie in de vorm van
eugenetica. De concepten zijn uiteengezet met behulp van inzichten uit de medische
antropologie, wetenschaps- en techniek studies, en Disability Studies. Ik maak ook gebruik
van een aantal theoretische inzichten uit de rechtsantropologie, vooral om wetswijzigingen
in relatie tot het ondergaan van abortus te begrijpen.
De studie is gebaseerd op interpretatief kwalitatief onderzoek, gebruikmakend van
etnografische methodes zoals directe sociale observaties, interviews en case studies (BonillaCastro & Rodriguez Shenk 1995; Hardon et al. 2001), als ook op discours analyse (Howarth
2000), en onderzoek in historische media en bibliotheek archieven.
Om de praktijk van vruchtwateronderzoek, zoals deze in klinieken wordt uitgevoerd
en door individuele gezinnen wordt ondergaan te begrijpen, en ook de legalisatie van
abortus in die gevallen waarin de conditie van de foetus als make life unviable bestempeld
wordt te begrijpen, was het nodig om op twee verschillende terreinen veldwerk te doen.
Aangezien ik geïnteresseerd was in de relatie tussen twee ogenschijnlijk heel verschillend
lijkende onderwerpen, paste de methodologie die Marcus (1995) multi-sited ethnography
noemt, het beste bij dit veldonderzoek.
Om de praktijk en het gebruik van vruchtwateronderzoek te begrijpen, heb ik een
zeven maanden durende hospital ethnography uitgevoerd op drie locaties binnen de Afdeling
Gynaecologie en Neonatologie van een van de meest vooraanstaande privé klinieken in het
land. Naast de observaties in de kliniek, heb ik de hoofdspecialist, een senior specialist,
studenten van de specialisatie gynaecologie en neonatologie (op dat moment drie mannen),
en de psycholoog van de kliniek geïnterviewd. Tevens heb ik gedurende het veldonderzoek
gesprekken gevoerd met alle staf medewerkers (medisch specialisten, specialisten in
opleiding, arts assistenten, psychologen, verpleegkundigen en afdelingssecretaresses).
Bovendien heb ik tweeëntwintig vrouwen geïnterviewd, en in sommige gevallen ook hun
partners. In de kliniek ontmoette ik negentien vrouwen, zestien van hen lieten
vruchtwateronderzoek uitvoeren en één cordocentesis, en drie vrouwen die besloten geen
vruchtwaterpunctie te laten doen.
Hoe belangrijk de hedendaagse praktijk van vruchtwateronderzoek ook is, de
geschiedenis van vruchtwateronderzoek in het land is net zo belangrijk omdat die
continuïteiten en veranderingen laat zien die de complexe dynamieken van deze technologie
helpen te verhelderen. Om de geschiedenis van vruchtwateronderzoek in Colombia te
reconstrueren, heb ik de Colombiaanse gynaecoloog geïnterviewd die als eerste over
vruchtwateronderzoek in Colombia gepubliceerd heeft.
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Er waren nog twee andere plekken waar ik etnografisch onderzoek uitgevoerd heb.
Een plek was een permanent seminar, georganiseerd door het bio-ethische netwerk van de
nationale universiteit in samenwerking met het ministerie van sociale veiligheid. Dit
seminar had als doel om, een jaar na de legalisatie van abortus de ontwikkelingen te
bediscussiëren. Toen het permanente seminar ten einde was, werd een nationaal forum
georganiseerd om de onderwerpen die besproken waren tijdens het seminar in het hele land
bekend te maken.
Ik heb ook gebruik gemaakt van archiefonderzoek. Om verslag te kunnen doen van
het debat over abortus en de publieke beeldvorming over vruchtwateronderzoek, heb ik
archiefonderzoek gedaan naar de wijze waarop deze onderwerpen in de media behandeld
werden.
Tenslotte heb ik, om de dieper liggende oorzaken van discriminatie in Colombia te
kunnen verduidelijken en begrijpen, archieven van rond de jaren 1900 in bibliotheken
bestudeerd. Deze archieven bevatten documenten van belangrijke denkers, docenten,
juristen en psychologen die de eugenetische beweging vormden in Colombia, als mede
documenten van hen die de hygiënistenbeweging opzetten en een praktijk tot stand
brachten dat later bekend werd als ‘volksgezondheid’.
Leeswijzer
Dit boek bestaat uit twee delen. In het eerste deel staat de brede sociaal-culturele en
historische context centraal, en worden het debat rondom en de legalisering van abortus, de
geschiedenis van vruchtwateronderzoek in Colombia en de eugenetische beweging in het
land behandeld. In het tweede deel van het boek staat enerzijds de ervaring met en de
dagelijkse praktijk rondom vruchtwateronderzoek in de kliniek centraal, en anderzijds de
persoonlijke ervaringen van de tweeëntwintig vrouwen die in aanraking kwamen met
vruchtwateronderzoek
Het eerste deel van het boek bestaat uit de volgende hoofdstukken. Hoofdstuk twee
geeft een overzicht van de ontwikkeling van het debat rondom abortus, waarbinnen ik
nauwgezet aandacht besteed aan de rechtszaken die een impuls gaven aan een vernieuwing
van het debat en die de legalisering van abortus mogelijk maakten. Ik analyseer en
problematiseer de kenmerken van het debat en analyseer ook vonnis C-355/06, waarlangs
abortus werd gelegaliseerd. Ik richt me hierbij op de casus foetal malformation that makes life
unviable outside the uterus (Sentencia C-355/06: 287) en benadruk de centrale rol van
antenatale technologieën bij het bereiken en bespreekbaar maken van dit geval van
legalisatie van abortus. In hoofdstuk 3 analyseer ik het doorlopende seminar en het
Nationaal Forum als public nation building scenarios, in het jaar nadat abortus gelegaliseerd
was, en bespreek hoe centrale actoren zoals genetici en specialisten in de foetale
geneeskunde, werkend op het terrein van foetale diagnostiek, de legalisatie van abortus
vormgaven en hier zelf ook door werden gevormd.
Tenslotte worden in hoofdstuk 4 twee met elkaar samenhangende onderwerpen
behandeld: de geschiedenis van vruchtwateronderzoek in Colombia en de geschiedenis van
de eugenetische beweging zoals deze heeft plaatsgevonden in dit land. Een focus op de
geschiedenis van vruchtwateronderzoek in Colombia, maakt het mogelijk om de
veranderingen van de technologie door de jaren heen, als gevolg van technologische
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ontwikkelingen op het gebied van verloskunde en humane genetica, in verband te brengen
met de wijze waarop diezelfde technologie in de middelen en mogelijkheden voorzag om
deze velden te transformeren (c.f. Latour 2002). Door de aard van de eugenetische beweging
in Colombia te belichten, wordt een verband tussen hygiëne, eugenetica en verloskunde
duidelijk. Dit geeft mij de mogelijkheid om de hedendaagse reproductieve keuzes van
individuen in verband te brengen met een diep gewortelde nationale ideologie en sociaalculturele discriminatoire praktijken en houdingen ten opzichte van bepaalde groepen
mensen, of meer specifiek, ten opzichte van mensen met intellectuele en cognitieve
beperkingen.
Het tweede deel van het boek laat de praktijk van vruchtwateronderzoek zien en
behandelt individuele ervaringen van confrontaties met dit onderzoek en de mogelijkheid
(of realiteit) geconfronteerd te worden met een positieve uitslag en in hoofdstuk 5 begin ik
met het uiteenzetten van de hedendaagse praktijk rondom vruchtwateronderzoek. Ik richt
mij op het problematiseren van foetale geneeskunde als een praktijk waarbinnen de
categorie patiënt op verschillende manieren wordt gemobiliseerd en andere vormen
aanneemt afhankelijk van of het aan de foetus en aan vrouwen wordt gekoppeld. De focus
op de volatile categorie van ‘patiënt’, zoals deze op de afdeling tot stand wordt gebracht was,
en is tweeledig. Allereerst benadrukt het de secundaire – bijna onzichtbare - rol van
vrouwen in het bredere proces van foetale diagnostiek, en ten tweede licht het de manier toe
waarop disabilities worden geconstrueerd binnen de medische omgeving; als een
ontwrichting van het gezin en als a life mishap. Een dergelijke constructie van beperkingen en
van mensen met een beperking maakt een legale abortus mogelijk in het geval van
chromosomale afwijkingen.
Tot slot behandel ik in hoofdstuk 6 de persoonlijke ervaringen van vrouwen en hun
partners rondom, ten eerste de besluitvorming over het wel of niet laten uitvoeren van een
vruchtwaterpunctie, en ten tweede, wanneer relevant, de besluitvorming om de
zwangerschap wel of niet te laten beëindigen na een positieve uitslag van het
vruchtwateronderzoek. Door persoonlijke verhalen weer te geven, onderstreep ik dat er
uiteenlopende sociaal-culturele opvattingen bestaan ten opzichte van vruchtwateronderzoek
en selectieve abortus en dat de individuele ervaring ten aanzien van een specifieke
zwangerschap een belangrijke rol speelt in de besluitvorming. Als gevolg hiervan is het
moeilijk, of zelfs onmogelijk, om te generaliseren over hoe individuen zich verhouden tot
beide praktijken. In dit hoofdstuk relativeer ik daarom zowel het technologisch als sociaalcultureel determinisme, om ruimte te maken voor de persoonlijke ervaring als een
dynamisch onderdeel van de sociaal-culturele en historische context.
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