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HEALTH MATTERS, PATIENTS AND DOCTORS
THROUGH THE LENS OF MEDICAL ANTHROPOLOGY.
INTRODUCTION

DANUTA PENKALA-GAWECKA

THEMATIC EDITOR
INSTITUTE OF ETHNOLOGY AND CULTURAL ANTHROPOLOGY
ADAM MICKIEWICZ UNIVERSITY IN POZNAN

The articles included in this thematic section of “Ethnologia Polona” are written
mainly by Polish anthropologists whose work has made medical anthropology an
important and well visible sub-discipline of socio-cultural anthropology in Poland. In
addition, we have invited two medical anthropologists from abroad (working in Saint
Petersburg and Oslo) to submit their papers which complement the topics raised in
this issue.

The emergence of medical anthropology in Poland was a slow process, because, for
a long time it was largely folk medicine or its “remnants” that attracted researchers.
Pioneering studies which paved the way for medical anthropology were conducted
in the 1970s and 1980s at the University of Wroclaw, where ethnologists™ interest
concentrated on ethnobotany and new approaches to studying folk medicine, and at
Adam Mickiewicz University in Poznan, with the focus on complementary medicine
and medical pluralism’. However, until the beginning of this century only a few
Polish scholars had developed an interest in medical anthropology. The situation has
significantly changed in recent decades, which was perhaps precipitated by earlier
publications aimed at popularisation of this anthropological sub-discipline in Poland
(e.g. Penkala-Gawecka 1983, 1994), and then by well attended conferences and semi-
nars. Among these events, a workshop organised in Poznari in 2009 gathered a group
of young Polish anthropologists who had started their studies on health, illness and
medicine, and a conference in Bedlewo, in 2011, was attended by anthropologists and

1 Fora comprehensive overview of the sources and paths to medical anthropology in Poland see Penkala-
Gawecka 1995; for an outline of its further development see Bartoszko and Penkala-Gawecka 2011.
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scholars representing related disciplines®. Other important, international conferences
took place in Warsaw: MAYS (Young Scholars Medical Anthropology) meeting in 2011
and the 374 HIT (Health in Transition) Conference in 2013

Scholars working in medical anthropology conduct research both at home and
abroad; outside Poland, most researched areas are Central Asia (e.g. Penkala-Gawecka
2006, 2016) and Latin America (e.g. Wadotowska 2010; Kujawska 2016; Kujawska and
Pardo de Santayana 2015), as well as Ukraine (e.g. Kotodziejska-Degérska 2016). In
addition to more traditional topics of research, such as medical pluralism or comple-
mentary and alternative medicine, Polish anthropologists study, among other issues,
people’s health-seeking strategies in diverse socio-cultural settings (Penkala-Gawecka
2016; Main 2018), new reproductive technologies and women’s experience of in vitro
fertilisation (Radkowska-Walkowicz 2013), the medical choices of Jehovah’s Wit-
ness patients in Germany (Rajtar 2013), experiences of people suffering from cancer
(Wiercinski 2015), or rare diseases in Poland and Finland (Rajtar 2017). In recent years,
there has also been increased interest in Poland in studying various aspects of biomedi-
cine (Radkowska-Walkowicz and Wierciriski eds. 2014) and psychiatric anthropology,
popularised and developed by Anna Witeska-Mlynarczyk (ed. 2018, 2019) and Andrzej
Perzanowski (2018).

The development of Polish medical anthropology is also connected with the activi-
ties of the Interdisciplinary Research Team for Childhood Studies at the University
of Warsaw. As a result of studies conducted by the members of this team, a number
of valuable works have been published, including volumes on children and health
(Radkowska-Walkowicz and Reimann eds. 2018), the perceptions of “in vitro children”
and their own experiences (Krawczak, Maciejewska-Mroczek, Radkowska-Walkowicz
eds. 2018), child and adolescent psychiatry (Witeska-Mlynarczyk ed. 2018; 2019) and,
recently, on Turner Syndrome (Maciejewska-Mroczek, Radkowska-Walkowicz, Rei-
mann eds. 2019). The activities of this group provide evidence of the advantages of
collaboration between medical anthropologists and representatives of other social
sciences, humanities and natural sciences.

The observed proliferation of research output — including articles and special issues
in leading journals (Speier, Smidovi, Wierciriski eds. 2014; Penkala-Gawecka and Rajtar
eds. 2016), participation in international conferences and seminars, invited lectures at
home and abroad, and cooperation of medical anthropologists with foreign institutions
and international organisations, interdisciplinary collaboration, as well as courses in

2 As a result of these meetings, two edited volumes were published: Penkala-Gawecka (ed.) 2010;
Penkala-Gawecka, Main, Witeska-Mlynarczyk (eds.) 2011.

3 Articles based on the presentations from the latter conference were published in Czech Sociological
Review (Speier, Smidov4, Wierciriski eds. 2014).
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medical anthropology at some Polish universities — may be regarded as visible signs of
the current strength of this subdiscipline of anthropology in Poland®.

This special issue provides an insight into the ways medical anthropology is currently
developing in the country, though, of course, it cannot present the whole panorama
of these studies. In the articles contained in this issue, we can trace the intersections
of various research areas, topics and concepts, such as childhood, reproduction, bio-
medicine, biotechnologies, medicalisation, institutionalisation, commercialisation,
standardisation, normalisation, guidelines, agency, ethics, disability, addiction, patients,
biomedical practitioners, healers, complementary medicine, indigenous medicine, etc.
While referring to anthropological theories and concepts, the authors all ground their
studies in thorough ethnographic research.

Several articles offer anthropological analyses of diverse biomedical technologies
used in the diagnosis or treatment of children’s health problems, and/or examine the
children’s own views on such interventions, as well as opinions and attitudes of parents
and other actors. These texts show the complex “social work” of such technologies,
whose impact goes far beyond biological action.

Magdalena Radkowska-Walkowicz discusses Turner Syndrome, treated not only as
a biological phenomenon, but a “multidimensional cultural fact”. She focuses on the
growth hormone used in the treatment of girls with TS, and examines it, on the one
hand, as a kind of flexible biotechnology, and on the other hand, as “the hormone of
hope”, a substance which gives a person the prospect of achieving “normality” and
avoiding stigmatisation. The specificity of this hormone also raises questions regarding
biomedicalisation, bioethics and body enhancement.

The article of Ewa Maciejewska-Mroczek deals with another kind of technology —
assisted reproduction, and more specifically in vitro fertilisation (IVF) — and presents
a wide ideological, political and legal context of assisted reproductive technologies
(ARTs) in Poland. Of particular value is how she reveals how a silent subject, an “IVF
child” is being created in the anti-IVF discourse, and gives special attention to the voices
of these children. The author highlights children’s active role in building their own
meanings of in vitro, but also the ways in which negative discourses of ARTs permeate
into the worlds of children, and she argues strongly for considering their attitudes.

Anna Klepikova’s research is based on interviews with parents of children with
developmental — mainly intellectual — disabilities and autism. She shows that a medi-
calised, professional approach to disabilities, which dominates in Russia, is also shared
by the majority of parents. In her article, Klepikova examines popular biomedical and

4 Today, the main university centres of medical anthropology in Poland are the Institute of Ethnology
and Cultural Anthropology at Adam Mickiewicz University in Poznan, with the Research Group
“Medical Anthropology”, and the Institute of Ethnology and Cultural Anthropology at the University
of Warsaw, with the Unit of Medical Anthropology and Corporeality.
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alternative methods of treatment and rehabilitation adopted for children with dis-
abilities, and argues that parents” assessments of their outcomes can be analysed with
the use of the placebo effect theory. From this perspective, such factors as the price,
prestige, foreign origin, exclusiveness and popularity of treatment enhance the placebo
effect, which, in turn, fosters the commercialisation of disability rehabilitation sphere
and proliferation of its institutions.

Anna Witeska-Mtynarczyk focuses on practices of diagnosing ADHD among school
children in Poland and analyses a new tool used for identifying this disorder. The
author emphasises the biomedicalisation of ADHD and the development of “diagnostic
cultures”, clearly seen in the example of the ADHD scanner, as a new instrument of
neurotechnology. She comments on the process of commercialisation of such tools and
reveals how screening programmes of this kind create a special category of “patients-
in-waiting” — those with the liminal status, waiting for the final diagnosis.

Malgorzata Rajtar, in turn, shows the process of normalisation of eating and con-
structing dietary guidelines for “healthy” people, and compare them with dietary
regimens regarded as suitable for persons with a rare metabolic disease — LCHAD
deficiency. According to her argument — grounded in fieldwork conducted in Poland
and Finland — while healthy individuals are required to know the guidelines and make
informed choices about their eating habits, this model is also extended to people with
rare diseases, including LCHAD deficiency. However, as the author stresses, in this
case there are no universal standards of proper nutrition and dieticians’ recommenda-
tions may significantly vary; in addition, they are further appropriated by parents and
patients themselves.

Some of the articles presented above tackle ethical issues connected with the use
of biotechnologies, especially in the case of children. In another text, Aleksandra
Rzepkowska deals with the dilemmas and problems of fieldwork among people with
autism, including the ethics of this type of research. On the basis of her in-depth
study, the author highlights the unique nature of work with autistic people, applied
methods, and questions of responsibility and empathy, and concludes with a claim
of the importance of traditionally understood fieldwork, in spite of difficulties and
ambivalence of this particular field project.

Two further articles focus on drug addiction and the agency of drug users/addicted
patients. Aleksandra Bartoszko describes patients’ participation in a Norwegian heroin-
addiction treatment programme and thoroughly examines the complex issue of their
agency. She shows how patient agencies are made, and how patients and clinicians
negotiate and expand them in practice inside and outside the clinic, which demands
navigation between policies, treatment protocols and legal regulations. In her paper,
Zuzanna Sadowska discusses the problem of drug users’ agency. Based on fieldwork con-
ducted in Warsaw, she problematises current dominant approaches to drug addiction,
arguing that regular users are not deprived of agency. The author describes diversified
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and changing trajectories of people’s drug use and analyses the processes of negotiating
agency between the user and the substance.

Biomedical professionals, working during a period of intense healthcare system
reforms, are at the centre of the next two articles. Hubert Wiercinski examines the roles
of Polish primary care doctors and focuses on their activities as social entrepreneurs.
However, his aim is to show how this role influences encounters between doctors and
patients, creating the space for deeper interactions and cooperation with patients,
although — as the author argues — these opportunities have been undermined by an
increasing bureaucratisation of healthcare system. In the next paper, Danuta Penkala-
Gawgcka presents specific features of Soviet and post-Soviet mental healthcare in
Kyrgyzstan, including the current efforts by representatives of “new psychiatry”, who
strive to implement globally approved standards of community-based and culturally
sensitive treatment of mentally ill people. The author shows how these directives have
been adapted to the local environment, where psychiatrists have recognised the value
of traditional Kyrgyz healers” interventions and have started cooperating with them,
despite radical differences in their ontologies and cognitive principles.

The issue of differences between ontologies of biomedicine and traditional medicine,
and their possible reconciling is also tackled in the last article of this special section.
Monika Kujawska underlines the complexity of the medical landscape of the Ashaninka
people from the Peruvian Amazon and examines the coexistence of biomedicine and
indigenous medicine within the area of women’s reproductive health. Her analysis
presents the Ashaninka as a resilient society that preserve their traditional practices
connected with childbirth and birth control and at the same time adopt elements of
biomedical knowledge.

This collection is intended to give the readers an insight into the main subjects and
areas of research for Polish medical anthropologists, which are compatible with the
contemporary studies of world medical anthropology. At the same time, it attests to
the development of this anthropological sub-discipline in our country.
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THE HORMONE OF GROWTH AND HOPE.
THE CASE OF TURNER SYNDROME

MAGDALENA RADKOWSKA-WALKOWICZ

INSTITUTE OF ETHNOLOGY AND CULTURAL ANTHROPOLOGY
UNIVERSITY OF WARSAW

Turner Syndrome (TS) is a condition that affects only girls and women and involves a partial or complete
absence of the X chromosome. It is a well recognized medical condition and a multidimensional cultural
fact that has appeared in specific historical, social and geographical contexts. TS is characterized by, among
others, short stature, and ovarian failure. Girls with TS are put on estrogen replacement therapy and
growth hormone treatment, which means a daily injection, starting at around s years of age or later and
usually continuing until around 15. Without this treatment, girls suffering from it would be on average
20 cms shorter than women unaffected by it. In this text, I intend to look at the biosocial work of the
growth hormone. I examine the purpose of it, and describe the work of hope being carried out in refer-
ence to hormone treatment. It is a technology, which is adaptable and flexible and from my perspective,
hormones are “fluid objects”. I present both the daily regimes and the regular biomedical controls taking
place regarding GH treatment, describe the private and public histories of growth hormone therapy, and
analyse an experience of the materiality of hormones, focusing on a pen injector device.

* %k

Zespdt Turnera (TS) jest stanem, kedry dotyka jedynie dziewczynki i kobiety i obejmuje czgsciowy lub
catkowity brak chromosomu X. Jest to uznana jednostka medyczna oraz réwnoczesnie wielowymiarowy
fake kulturowy, ktéry pojawia si¢ w specyficznym kontekscie historycznym, spolecznym i geograficznym.
TS charakteryzuje si¢ migdzy innymi niskim wzrostem i niewydolnoscia jajnikéw. Dziewczeta z TS sa
poddawane estrogenowej terapii zastgpczej i leczeniu hormonem wzrostu, co oznacza codzienng iniekgje,
poczawszy od okoto piatego roku zycia lub nieco pézniej, zwykle kontynuowane jest do okolo pigtnastego
roku zycia. Bez tego leczenia dziewczynki z TS bytyby $rednio o 20 cm nizsze, niz kobiety bez TS.

W niniejszym artykule badam biosocjalng prace hormonu wzrostu i jego cel. Prezentuj¢ dziatanie nadziei
zwiazane z leczeniem hormonami. Jest to rodzaj technologii, ktéra mozna elastycznie dostosowywac.
Z mojej perspektywy hormony sa ,obicktami ptynnymi”. Przedstawiam codzienne rezimy i regularne
kontrole biomedyczne podyktowane leczeniem hormonem wzrostu, opisuj¢ prywatne i publiczne historie
terapii tym hormonem oraz analizuj¢ dos§wiadczenie istotnosci hormonéw, koncentrujac si¢ na urzadzeniu
do wstrzykiwania.

Keywords: growth hormone, Turner Syndrome, technology, materiality
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TURNER SYNDROME, AN INTRODUCTION

Turner Syndrome (hereinafter referred to as TS) is a condition that affects only
women and involves a partial or complete absence of the X chromosome. It is estimated
that 1 in 2,000-2,500 people are born with TS in a population (Gawlik ez al. 2013),
which means that there are approximately 10,000 women and girls with this genetic
disorder living in Poland. These data are only estimates as no national register of persons
with TS exists in Poland.

Physical- trait- characteristics of TS include most often short stature (without
hormonal therapy women with TS are on average 20 cm less in stature than those
without TS?), low set ears, low posterior hairline, small fingernails as well as the pos-
session of a flat, broad chest (Gravholt, ed. 2009; Kucharska 2019). From Wikipedia?
and other websites from which many persons with TS have easy access to, it can be
ascertained that women with TS can also have lymphedema (swelling) of the hands
and feet as if a newborn, gonadal streak (underdeveloped gonadal structures that later
become fibrotic), increased weight, obesity, shortened fourth metacarpal bone, small
fingernails, characteristic facial features, a webbed neck from cystic hygroma in infancy,
aortic valve stenosis, coarctation of the aorta, bicuspid aortic valve (most common in
cardiac problems), a horseshoe kidney, visual impairments, ear infections and hearing
loss, high waist-to-hip ratio (the hips are not much bigger than the waist), attention
deficit hyperactivity disorder, nonverbal learning disabilities (problems with maths,
social skills, and spatial relations) and pigmented moles®. The majority of girls with
TS will not have all of these symptoms but they and their families will be exposed
to this information on popular websites. Therefore, over the course of diagnosis and
therapy, people will not only have to face particular physical and psychological problems
(Skuse 2009, Lagrou et al. 2006) but also something I would like to call — the effect
of monsterization (see Radkowska-Walkowicz 2012 in the context of IVF children).
Based on information and illustrations available online in regards to TS, the image
which emerges is that of a disfigured, aesthetically non-normative person which is
ungrounded in reality. In my research?, on which more below, I have met with many

1 'The first randomized research from 2005 demonstrated that the final height of girls treated with the
growth hormone over a period of 5.7 years was 7.3 (5.7 years was 7.3 cms)cm more than those from
the control group (Gawlik ez a/. 2013, 59).

2 Wikipedia is not given here as a source of my knowledge about TS. The reference to this worldwide
used encyclopedia indicates which TS image is being built through the most popular sources of
knowledge, to which also persons with TS have access.

3 See: https://en.wikipedia.org/wiki/Turner_syndrome. Access: 10.02.2019.

4 Acknowledgment: I would like to thank Malgorzata Rajtar, Anna Krawczak, Ewa Maciejewska-
Mroczek, and Maria Reimann for inspiring discussions, mutual support, and collaboration on the
project. I am particularly grateful to all girls and women with TS, their families, and physicians who
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girls and women with TS who were not physically disfigured. They were just like the
rest of us — women who do not bear the stigma of a genetic disorder. In fact, many of
them were taller than me.

One of the most stiking symptoms of TS is gonadal dysgenesis, in which supple-
mentation of the female sex hormone is needed. Estrogen therapy is usually introduced
around the age of 12 (Gawlik ez /. 2013). To minimize the unfavorable effects of estro-
gen on long bone-growth, growth hormone therapy is simultaneously undertaken,
beginning as early as just a few years of age, providing the patient was diagnosed early
enough. One of the major problems for women with TS and their families, which
has become apparent through conversations with people affected by the syndrome
(affected directly or through the illness of their daughter), is infertility (Sutton ez al.
2005; Swiqtkiewicz—Mos’ny 2010).

It is important to note that TS does not affect intellectual capabilities and only
a small fraction of people with TS have some intellectual dysfunctions or learning dis-
abilities (Kastrup 2009; Teilmann ez al. 2009; Skuse 2009; Hong ez al. 2009). However,
psychologists have pointed out some psychological characteristics typical of people
with TS, although they do not necessarily affect everyone (Skuse 2009). These include:
ADHD or ADD in childhood and behaviour on the autism spectrum in adolescence
and adulthood. Katrien Lagrou (2017) also speaks of low self-esteem as well as some
emotional and social immaturity.

TS became undoubtedly a multidimensional cultural fact that has appeared in
specific historical, social and geographical contexts. It manifests itself in bodies that
become entangled in certain social concepts concerning issues such as gender, body,
biology and ways of moving and expressing oneself. It is as much a biological phe-
nomenon as a cultural one. Moreover, TS can be seen as a lens, through which one can
look at various social phenomena, such as education, womanhood, medicalization etc.
TS also challenges anthropology and its key dichotomies, including nature-culture,
essentialism-constructivism, nature-nurture, and body-mind.

METHODS

In this article, I would like to look at the biosocial work of the growth hormone,
one of the most important actors in the lives of TS girls and their parents. My main
research questions are: What is the purpose of the action and giving of growth hor-
mone? What is its social role?

agreed to participate in this project. The research is funded by the Polish Ministry of Science and
Higher Education/National Program for the Development of Humanities (grant No.: 2bH 15 0137 83).
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The research presented here is conducted as part of a Turner Syndrome research
project: Socialization patterns and the management of the embodiment in chronic dis-
ease. An interdisciplinary approach’ by scholars associated with the Childhood Studies
Interdisciplinary Research Team, University of Warsaw. Our research includes TS
women as well as their families and specialists who work with them, such as nurses
and doctors as well as activists involved in TS support groups. The main tools that
were used are classical anthropological methods which include in-depth interviews
and participant observation. In situations where our subjects are children (girls with
TS), depending on the interviewee’s age methods that were more age-appropriate
were used (see Maciejewska-Mroczek 2018). Additionally, we participated in summer
camps and other activities organized for girls with TS. Our research is based on multi-
sited ethnography (Marcus 1995), in which we not only examine the phenomenon
as a complex network of dependencies, but also try to see its connections with other
phenomena. Discourse in regards to TS was analyzed, all the while observing Marcus’
postulate to be mindful of where a subject may take the researcher and be ready to
follow. Analysis was also conducted of websites related to TS, press articles about TS
as well as mentions of it on TV and in film.

In reference to this article, particular significance must be attributed to the in-depth
ethnographic interviews with 21 people with TS, 10 physicians working with people
with TS and 19 TS girls’ parents which were conducted. Participant observations were
made during training sessions for TS girls and their parents on the administration of
the growth hormone, meetings of the Coordinating Team supervising the use of the
growth hormone (which decides when to induct a patient into hormone therapy), as
well as three summer camps organized by the Warsaw office of the Turner Syndrome
Patients Support Society for girls with T'S.

As many researchers were involved in the project, investigator triangulation was
used (Denzin 2006). This did not mean only a division of labour, but rather a sys-
tematic comparison of the findings and results of research, and exploring how dif-
frent researchers influenced the field. All collected materials were shared among the
research team members. Our findings were presented and discussed during team
seminars, organized every week. Data from different sources — including in-depth
interviews, semi-structured interviews, participant observation, and discourse analysis
— was triangulated.

5 The research is funded by the Polish Ministry of Science and Higher Education/National Program
for the Development of Humanities (grant No.: 2bH 15 0137 83). The research is conducted by
M. Radkowska-Walkowicz (PI), A. Krawczak, E. Maciejewska-Mroczek, M. Rajtar, M. Reimann.
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THEORETICAL BACKGROUND

The starting point of my research is constructionist theory indicating the social
dimension of illness and corporeality. From this perspective, hormones are constructed
in social relations, and in discursive acts. As social actors, hormones affect the girls with
TS in indirect ways, via language and social constructions. However, in my research, the
biological and medical dimensions of hormones’ work are very important, too. Thus,
while still appreciating the value of social constructionism as a theoretical orientation,
I propose to perceive TS and hormones in accordance with the paradigm of new stud-
ies on materiality (e.g. Barad 2007, Coole and Frost 2010), which emphasize the role
of objects in the social structure of the world. They state the need to address objects,
including human bodies as well as parts or substances belonging to them, as important
actors, thus moving away from a language-centric perception of reality. It is not all
about naively returning to deterministic concepts of existence. As Sari Irni indicates:

“According to the new materialists, what is needed is a new account of biology, which understands
it as actively producing variations in society, instead of merely linking it to the notion and critique
of biological determinism” (Irni 2013, 41—42).

In this context, TS becomes a multidimensional experience of the body and lan-
guage, an action of hormones and the gazes of other people. It is a chromosomal,
hormonal and social phenomenon. Although I emphasize the social nature of disability,
illness, and bodily condition, I underline the biological significance. Thus, it can be seen
that TS is a bodily-social phenomenon and a biopsychosocial realicy. However, I am
not set on treating biology solely as an external fact but rather as a certain entangle-
ment in social processes. What is social can provoke the biological and the biological,
in turn, affects social positions (Irni 2013; Roberts 2007).

ON HORMONES

The concept of hormones as a substance regulating physiological processes was
developed at the beginning of the 20™® century (Tata 2005). It was fundamental in
changing the way of thinking about human beings and the way their bodies function
(Medvei 1982). In the 1920s, hormones became the fundamental chemical signaling
agent, and endocrinology became an important scientific field. Hormones, as such,
have had quite a successful career in the 20t century. In fact, [lana Lowy calls the
1920s, 30s and 40s “the age of hormones” (2019) and compares their significance to
that of genes at the beginning of the 21°¢ century. It is my belief that along with genes,
hormones can be considered the most significant biosocial agent that has decisive
power over our bodies, social relations, our place in the world and happiness. What is
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more, from an anthropological point of view, hormones are far more interesting than
genes. Although genes are perceived as a solid determinant, they are unchangeable
and non negotiable (Le Breton 2004) whereas hormones are “fluid objects” (Sanabria
2016; de Laet and Mol 2000) that allow human interference. Genes are stable while
hormones have incredible mobility. They are responsible for sex differences (Roberts
2007), for mood and behaviour. They exceed the boundaries of body where they
behave in a particular manner and for example find their way into the water supply.
They induce particular actions and moral panic connected with the levels of estrogen
in the water supply, which is said to decrease sperm quality. But hormones are also the
world’s resident boogeyman. Chicken meat is full of hormones, which is supposed to
accelerate puberty — leading to another moral panic connected with premature puberty
serving as another proof of hormones’ fluidity, their unbridled and “excessive” behavior
(Roberts 2015). Hormones are thus complicated and complex biosocial elements where
they are a material and discursive component of the biosocial universe (Barad 2007).

There are many mentions of sex hormones in literature, particularly in feminist
literature. Researchers have noted their role in gender differentiation. Celia Roberts has
dubbed them the “messengers of sex” (Roberts 2007). This is very apparent in Turner
Syndrome when femininity becomes questioned — one X chromosome is missing
and estrogen is required to supplement it. The aim is to turn girls into women and
induce a monthly blood flow out of childish, unformed and gender unspecified bodies
(Radkowska-Walkowicz 2019).

We can definitely read less about the growth hormone (hereinafter GH), whose
journey and mobility follow different paths than those of sex hormones. From being
prescribed to short statured girls and boys hormones have found their way to body-
builders who, today, are the main customers in the GH trade. But in either case they
operate in the field of aesthetic perceptions. They serve notions of beauty and wellbeing
which may be subjective but have become prescriptive in culture to varying degrees.

RECOMBINANT HUMAN GROWTH HORMONE. A HISTORY

Human GH therapy began in the late 1950s. At first, the hormone was obtained
through autopsies from a cadaver’s pituitary glands. It turned out however that this
process carried the risk of Creutzfeldt-Jakob disease and a search for new solutions
ensued. In the early 1990s, the production of the recombinant human growth hormone
(RhGH) began in laboratories employing genetic engineering methods (Ayyar 201r1).
The availability of using growth hormone therapy has helped patients with variying
short stature problems, including girls with TS. According to our research, those, who
due to time or economic restraints, were not able to benefit from GH therapy, believe
that their lives could have been different had they received the hormone. They attribute
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many of their failures to short stature. Ewa, who was interviewed by Maria Reimann,
one of the researchers on our team, is certain that her height has caused discrimination
at work and is preventing her from living a happy life:

“Short height, I am 136 cm tall and a friend of mine is about the same, 140 cm max, this is the average
if you don't receive GH treatments. And well... that’s how it is... we don’t get a disability benefit,
you need to work, to make a living, employers stare at you from the beginning... even if they don't
say anything it’s obvious what’s going on and they don’t want to hire us. Or then the things they say.
I’ll never forget, I haven't even entered the room properly yet and they go “but you're too short, if
we had known how short you were we would’ve never called (...) so it’s obvious we won't hire a little
person. We'll take someone taller. Why hire someone little when you can take someone... prettier,
no, taller. And that’s how it is”.

Short stature becomes crucial in how people define themselves. It is a cause for
stigmatization and self-stigmatization. Maria Swiqtkiewicz—Mos’ny was right (2010)
when she wrote about stigmatized identity in this context.

The beginning of GH therapy often changes the lives of people with TS a lot.
According to the mother of an adult woman with TS, receiving GH was:

“You know, like a trip to the moon, a trip to the moon. You can’t describe it in any other terms, it
was simply a trip to the moon”.

Starting GH therapy can become a turning point in people’spersonal history. In
most cases, it is a positive event and although the first shots may come with a variety
of fears such as the fear of side effects as well as fear of the skin being punctured along
with a child’s or caregiver’s fear of pain; they are also accompanied by hope. In addi-
tion, this marks the beginning of something that in the individual’s private history of
the disease can be considered as the onset of treatment of TS (which of course cannot
be cured, as it is a genetic disorder).

The growth hormone, like most medical technologies, is a tool of hope. It allows
people to believe that what is commonly referred to as “normality” (see Rajtar 2019)
is within reach — although, as it turns oug, it is not the only factor. At the same time it
denotes another success story in the history of medicine. This means of hope makes
it harder to deal with the costs that may arise during therapy. This is what happened
in Marta’s® story according to her mom:

“Well, then it started (...) our daughter wasn’t diagnosed with TS until she was 12. And that’s when
the whole procedure started and she was given that growth hormone (...) And it was such a shock to
the system, I mean she started developing very quickly, when she transformed from a gitl’s body into
awoman’s body, developed curves, breasts, everything. She transformed from a little girl into a woman,
although I think it was some kind of a shock to her body. I just don’t know, a dose of estrogen and
the growth hormone — in that year Marta’s grades just plummeted. Not that she stopped studying,

6 All names have been changed.
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it’s just that her potential... It’s as though she was unable to take anything in. Psychological changes
also appeared, she developed (...) an obsessive-compulsive disorder (...) it was as though I was unable
to reach her. [...] and Marta ended up in hospital for 10 months of therapy”.

Personal stories are always immersed in economic and historical-political contexts.
Maria’s mother told Ewa Maciejewska-Mroczek from my research team about her
search for a therapy for her daughter which became interestingly intertwined with the
process of political transformation:

“Just imagine, we were after transformation [after the fall of communism] and pharmaceutical com-
panies were rushing into Poland and one of these aforementioned pharmaceutical companies was
giving away GH for four patients with TS”.

At first, she managed to get her daughter into a yearly GH treatment program.
When that supply ended, she got lucky again as there were a tiny number of cases
of mushroom-consumption related poisoning among children for whom there was
a reserve of GH — as she told us — and there was enough GH for her daughter for
another six months. When it seemed that the therapy would have to come to an end,
the family received support from a German foundation. Working in the West, Maria’s
mom was able to earn money for more growth hormone injections.

“I did not get the hormone but a promise of money, as it was possible to buy GH at the Children’s
Health Memorial Institute. I received 300 million Polish zloty. I packed it into a plastic bag, took my
then-partner as security and said‘let’s go’. I withdrew the money from the cash desk at the embassy
and we went to the Institute to make the payment. And of course there was a little cashier window
with a female cashier and I just pushed the bag towards her and said: ‘here you go, that’s 300 million
for the growth hormone’. She licked her finger and started counting. Everything was in order. That
was back when a cashier would take a pencil and write out ‘deposit accepted’ on a small strip of paper
and she wrote down that she accepted 300 million Polish zloty because I needed to have proof that
the money went where it was supposed to go”.

A turning point occurred in 2000 when the Ministry of Health began to reimburse
growth hormone therapy for girls with Turner Syndrome in Poland who fulfilled clearly
defined clinical criteria (Swiqtkiewicz—Mos’ny 2010).

THE MATERIALITY OF THE RECOMBINANT HUMAN GROWTH HORMONE

A plastic bag filled with money serves to demonstrate that the success of GH can
be attributed to many agents, human and non-human. Apart from people who work
in labs, there are also the mothers, their bodies and the finance involved. Nowadays
the therapy is reimbursed, someone else is busy carrying bags filled with money and
the very existence of these bags is questionable today. Other forms of tangible objects
are important today, such as the stack of papers and documents that need to be
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handed in to the Coordinating Team Committee on Growth Hormone Treatment at
the Children’s Health Memorial Institute in Warsaw. Details which need to include
personal contact information, precise biomedical measurements, family history and
pregnancy history, all which need to be supplied in a standardized request form sub-
mitted to the committee:

“Applications that do not at least contain a karyotype description, TSH, fT4, and IGF-I levels, carbo-
hydrate metabolism evaluation, as well as x-rays for bone age assessment, cardiovascular, abdominal
and pelvic imaging and growth charts will not be considered™.

However, when the requirements put forth by the Commission for the future ben-
eficiaries of the GH are met, a daily routine begins, marked by regular injections into
various body parts. GH must be stored in a fridge and injected every night in a very
specific manner which is taught at the hospital. Every three months the patient reports
for follow-up visits where the doctors take precise body measurements, particularly
height. Hormone levels are verified and most importantly, empty GH ampoules will
be counted and a new dose will be issued for the following months. In order for the
therapy to continue, the body must be responding to the hormone (it needs to grow).

Each shot for our respondents and their parents represents hope for additional mil-
limetres in height. And it would seem that every millimetre is of utmost importance.
Despite the absence of unambiguous indications that it can be of therapeutic signifi-
cance, some parents keep their daughters at home from school trips, even two-day ones,
if there is the slightest doubt that the administration of the hormone could become
a problem. Others try special diets. The parents that we met during our research were
much more detailed in carrying ou the therapy than the doctors, although doctor
informed us about many patients who did not follow their recommendations. Perhaps,
that is why a doctor who was instructing a daughter and her mother in one of the
hospitals emphasized the possibility of stopping the injections for a short period of
time. In a note from another observed training I wrote:

“It seems that doctor gives a little less information about side effects, but some still are noticed.
Everything is OK. There’s mention of school trips but Dr. X is focusing on saying that it’s worth
considering if they ought to be missed. Sometimes people need to consider if going somewhere is
more important socially than hormone injections. But it can’t happen too often. It is important to
take the doses. The doctor isn’t talking much about access to a fridge and the things which can be
organized. According to the doctor it all boils down to either injecting or going on a trip”.

Some of our respondents never went anywhere. Others always did. Teenager Mariola,
who could never imagine missing a dose, went on school trips but hid the fact that

7 'The application is available here: http://hormonwzrostu.czd.pl/index.php?option=com_content&vi
ew=article&id=99&Itemid=79. Access: 10.09.2019.
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she needed to take injections from her peers. She did not reveal her illness. In another
case, described below, the opposite happened where the illness was hidden by being
in plain sight. Nonetheless, today the hormone is far less visible as its tangibility and
bio-medical origin are hidden away in an injection pen. Ewa Maciejewska-Mroczek
wrote in a note from a summer camp:

“We are talking to Ewa about heating the pen, something I heard about from Justyna, Iga’s mother, in
that it should be removed from the fridge sometime before the injection. Ewa says this is one of the
new myths about administering GH, which wasn’t around back in her days. She talks about ‘her days’
a little and how she started out with normal syringes with a long needle, then a shorter needle. She
recalled that for some time there was an awkward needle free device that pushed the hormone through
the skin using high pressure (it caused nothing but problems and she failed to administer properly
a dose three times). Lastly she had an injection pen, much like the ones being used on this trip”.

The transition from a thick-needle and a syringe to a delicate injection pen, just as in
the case of other medical technologies, can be described as a process of miniaturization,
normalization, obscuring/concealing® and blurring the boundaries between technology
and the body and its everyday reality. Something crass and bulky (emphasized by Maria’s
mom in her story about a plastic bag and thick needles) transforms into something
more delicate. A wad of cash has turned into a transfer of information and medical
documents. From obtaining the hormone from pituitary glands of cadavers we have
moved on to recombinant DNA in a lab employing specialised genetic engineering.

Pen injector case (photo: E. Maciejewska-Mroczek)

8  Of course not always does the shift occur from the visible to invisible: estrogen tablets are increasingly
frequently replaced with patches and therefore a great example that sometimes the opposite happens.
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A thick needle has been replaced with a thin needle. A syringe has been replaced with
an injection pen that hides the fact that it represents medical technology at all.

The young patients that we have met during our research, are following the intui-
tion of pen and growth hormone producers, who know that daily entanglement in
medical procedures should be habituated. Hence, injection covers are decorated in
pink unicorns, hearts and cats (see photo 1). Technology, according to the cover of
a well-known book Care in Practice: On Tinkering in Clinics, Homes and Farms (Mol
at al. 2010), is not the opposite of care. It “is not cast as a functional tool, easy to
control — it is shifting, changing, surprising and adaptable”.

HEIGHT

Growth is a key issue in Turner Syndrome, which in itself is incredibly interesting.
Some other symptoms of the syndrome become socially invisible, while others play no
significant role in the personal and public stories of the patients. The issue of height
and growth hormone therapy in nearly all forms of communication — be it Wikipedia,
medical textbooks or personal stories — is key and appears centre stage. Nowadays
somatotropin therapy is able to provide girls with a height that is often close to aver-
age. Nonetheless “low” height is still prevalent and is perceived as the main problem
of people with TS. One of our interlocutors said:

“It was apparent that at first the only thing I really knew about the Syndrome was that I will be
short! And that I will need to take growth hormones. That was the knowledge I started out with. My
parents explained something about it by stating that there was something wrong with my genes”.

Anna Krawczak, from my research team writes:

“Interestingly, despite these fundamental clinical and social variables, the theme of height in their
narratives remains just as important as in conversations with women with short stature. The danger of
short height — actual or internalised is the fear of a prophecy that may come true — which constantly
appears in the girls’ narratives (...). Getting the girls and teens accustomed to the issue of short stature
is a significant part of pamphlets and studies by patient support organizations although since 2000
supplementary therapy covers each short statured girl with TS. The parents of girls who receive GH
supplementation raise concerns about their daughters’ short stature and their future in the context
of physical dissimilarity” (Krawczak, forthcoming).

People with TS are often perceived as out of place to some degree. Too short, too
small, initially too fast, then — during puberty — too slow. One of the mothers told us
about her now adult daughter:

“She has these little legs and weaker muscles. Aside from that, her legs are so short. Her body is not
entirely proportional. She has long arms, a long body and quite short legs”.
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Some of our interlocutors find this peculiarity difficult to identify. It is not always
apparent whether this peculiarity really pertains to differences in the behavior of TS
girls and women or whether it is a reflection of complicated relations where family,
biomedicine, school and social expectations towards women’s bodies all meet.

Matgorzata Rajtar has noted:

“It turns out that the use of GH serves not only as an improvement on the metric scale but is rather
a strategy for reaching a state of ‘normalcy’ which would allow for equality of treatment in social and
professional relations and in effect, for instance, would increase people’schances of landing a job that
matches their qualifications and to establish peer and romantic relations” (Rajtar 2019).

The main tool that supports the notion that it is necessary to grow is the growth
chart. It is the dream tool of modern biopolitics and Foucauldian power-knowledge. It
is a tool for disciplining parents and children alike and a way of controlling the human
body through “unhuman biomedicine”. Mothers are particularly disciplined in this case.
They are trained to do this from the moment of childbirth — it is clearly visible when
analysing the discourse and practices concerning the feeding of newborns (see Sachs
et al. 2006; Radkowska-Walkowicz 2014). A child’s weight and height projected onto
a relevant chart have become an indicator of good or not good enough motherhood.

SECRETS AND UNDERSTATEMENTS

And yet, the growth hormone which is supposed to satisfy the requirements of
a growth chart can also be used for other purposes. Anna Krawczak (forthcoming) points
out that this focus on growth is only part of broader processes concerning TS girls con-
nected with infantilization and socialising to disability. In my opinion, another function
of measuring height and the GH itself is more important in covering other problems.
This is perfectly evident when we examine TS from the perspective of secrecy and furtive-
ness®. Gitls are usually informed they have a genetic disorder called Turner Syndrome
once they begin their growth hormone therapy. That is what happened in Klara’s case:

“[B:] Klara, do you remember how it happened? Did you even know what was happening then or
were you too young?
[Rr:] Not really because no one wanted to tell me.
[B:] Aha. Maybe at first your parents were protecting you a little from this information, no?
[R:] Maybe yes, she didn’t ask much, we didn’t tell her much, there was no...
[Rr:] Tonly knew that I had to take some kind of shots and thats all T knew”
(interview with an 18 year old and her mother).

9 Iam referring here to an idea of Ewa Maciejewska-Mroczek, which was presented during a conference
Secrets, half-truths, understatements. What is said and what is left unsaid around children?, Warsaw 2018.
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At one of the summer camps, our researchers were observing relations between

Justyna and Iga. The mother admitted about her five year old daughter:

“Right now she sort of knows that something is going on but she doesn't really know what it’s about,
she doesn’t know at all. She knows she’s taking a hormone”.

In her research journal Anna Krawczak describes the following situation:

» Iga, tell the lady what your biggest problem is’. I was surprised because from our conversation it
transpired in no way am I interested in ‘problems’ or that I perceive TS as a problem. [...] Iga became
embarrassed and hugged her mom and the question was repeated, again without the child reacting.
Then the mother said ‘Iga’s biggest problem is her short height”.

The question of what to tell children with TS and when to tell them the truth about the
illness is a recurring topic in our interviews. TS girls and women agree unequivocally that
children should be informed as early as possible. Also, psychological research demonstrates
that not informing children about their TS may have negative effects on their psychological
development (Lagrou 2017). Still many parents choose to delay sharing this information.
Paradoxically the growth hormone is an ally in this secrecy. Children find out they have to visit
doctors and that they have to take shots due to their short stature. The problem of infertility and
other possible setbacks resulting from TS as well as the fact that we are dealing with a genetic
disorder are delayed in time by parental concerns. I agree with Anna Krawczak who writes:

“The growth hormone helps to deal with the main visible distinguishing feature of this condition,
while, at the same time, it does not require the use of dangerous terms such as: Turner syndrome,
genetic syndrome or illness, disorder. However, this does have side effects. Together with the growth
hormone, the girls’ bodies are injected with fear of otherness and the conceptualization of this other-
ness, as symbolised by short stature”.

But looking at how GH works in a social space, one also has to note that it changes
daily habits and rituals. This daily regime includes the right injection time, the right
injection location, correct storage of the hormone and ofempty ampoules. It is inter-
esting that the responsibility is discreetly shifted onto the patient (or her mother)
which is not surprising in the context of modern medical practices and the culture of
individualism (Nowakowski 2015, 103—112; Jacyno 2007). I saw it clearly during growth
hormone injection training.

“A lot depends on you, girl — the doctor says convincingly. How much you'll benefit from it, is
entirely up to you. The next two years are key, well the next year actually. You need to take this every
day, before going to sleep. (...) I can tell from your mom’s face that it won't be easy. I know, says
the doctor, homework, etc. Yes, the mom confirms. But it is important. And she needs to fall asleep
at 9:30 pm at the latest, explains the doctor. It’s not just about the certain amount of hours of sleep
required but also about going to sleep early and getting up late. It’s important to be sound asleep
before midnight. “You grow when you sleep — it’s been proven’. Period”.
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Therefore the final result depends on a person’s response to what advanced medi-
cal technology has to offer. This technology, the growth hormone, is not external to
the patient and her family. Positived results arise when accompanied by good care
(Mol et al. 2010) and some self-discipline. In many contexts, the existence of this
technology may also have negative social results, such as strengthening the belief in
non-normality or even in the disability of short statured people (Murray 2008) as well
as rare side effects the body experiences, something that is mentioned to the parents of
children who are starting GH therapy and also during GH injection training. However,
appropriate synchronization of technology and embodied person, technology and care
leaves no space for discussion on the point of GH treatment as a body enhancement
technology. As Linda E Hogle points out:

“Enhancements exist in a nexus of complex social, political, and historical relations, media representa-
tions, and medical and legal definitions of disorder and well-being.” (Hogle 2005, 696; see Rajtar 2019).

Malgorzata Rajtar notes:

“In striving for additional centimeters, which in fact represent an opportunity (perhaps an uncertain
one) to live a fuller and more dignified life, ethical considerations, such as the inability of the little
girls who undergo GH therapy to provide informed consent (...) and questioning the point of the
therapy itself due to its duration and costs (Murray 2008) get pushed aside” (Rajtar 2019).

CONCLUSION

What then is the purpose of the growth hormone and what is its social role? It helps
in the growing process, in positively responding to the requirements of growth charts
and in meeting subjective perceived beauty standards. It can thus help in achieving
what is subjectively defined as “normal”. It also helps in avoiding discussing Turner
Syndrome and redirecting everyone’s attention to the issue of height. It also changes
everyday habits, rituals and through the necessity of regular checkups it becomes
a longer lasting presence in TS women’s relationship with biomedicine. The growth
hormone defines another success in the history of medicine and provides bio-ethicists
with incentives to ask questions about the ethical side of therapy and body enhance-
ment, while providing ethnographers with incentives to ignore it.

The growth hormone is the promise of a better future. It is also a tangible product
that belongs to the body but has to be delivered from the outside. It is a fluid, mobile
object, supporting various discourses and aspirations.
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SILENT SUBJECT: THE CHILD IN THE DEBATE
ON ASSISTED REPRODUCTION IN POLAND

EWA MACIEJEWSKA-MROCZEK

DEPARTMENT OF ETHNOLOGY AND CULTURAL ANTHROPOLOGY
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This article explores the social construction of the “IVF child” in Poland. In this country where Catholi-
cism is the dominant religion, attitudes towards in vitro fertilisation (IVF) and, more generally, assisted
reproductive technologies (ARTs) are clearly mirroring and reproducing the nation’s values. Based on
official church teachings, the “IVF child” is a new subject of concern. Research conducted with children
who were conceived in this manner proves that they are important actors, whose voices need to be
included into the anthropological analysis of ARTs. The ways in which they articulate their understanding
of ARTs shows both the pervasiveness of anti-IVF voices and the active roles children play in producing
their own meanings.

*x k%

Artykutl dotyczy spotecznego konstruktu ,dziecka z in vitro” w Polsce. W kraju, gdzie katolicyzm jest
dominujacy religia, stosunek do zaplodnienia in vitro (IVF) i, szerzej, technologii wspomaganego roz-
rodu (ART), odwoluje si¢ do warto$ci narodowych i reprodukuje je. W oficjalnym nauczaniu Kosciota
stworzony zostaje nowy podmiot, ,dziecko z in vitro”. Badania z dzie¢mi, kedrych przyjscie na swiat byto
mozliwe dzigki pomocy medycyny, dowodza, ze sa one waznymi aktorami, ktérych glosy powinny by¢
brane pod uwagg w antropologicznych analizach ART. Sposoby, w jakie artykutuja one swoje rozumienie
ART, pokazuja z jednej strony site gloséw przeciwnikéw IVE a z drugiej — aktywna rolg dzieci, ktore
tworza wlasne znaczenia w tym obszarze.

Keywords: IVE assisted reproduction, children, Poland

INTRODUCTION

Children take centre stage in regards to Polish debates on assisted reproduction.
In public discourse, their existence is discussed, health scrutinised, best interest pro-
tected, and dignity respected. Social reality and the lives of children, however, are being
neglected. The figure of “IVF child” is a juxtaposition of the way it is presented in
Polish public debate and the way these children who come from families with histories
of infertility, understand and negotiate their experiences.
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In this article, I examine how the social image of the “IVF child” is constructed,
contextualised and used in Poland. In addition, I unpack the set of values, norms and
beliefs that are attributed to both Assisted Reproductive Technologies (hereinafter ARTs)
and children and present how they are instrumentalised in public debate within a society
that is predominantly Catholic. The number of Poles who attend religious services has
consistently been decreasing, but 91,9% of Poles still declare themselves to be Catholic
(Zycie religijne w Polsce 2018). Moreover, 92.8% of all newborn children in Poland were
baptised as Catholic (Mariadski 2010). This means that membership of the Catholic
Church is culturally significant, allowing this church to fill a very forceful position in
Polish society. The power of the Church is also based on its institutional and material
resources and connections with politicians at different governmental levels (Hall 2012).

In my efforts to understand the cultural forces shaping the current status of ARTs,
I examine the main controversies fuelled by the official Catholic stance on reproduc-
tive technologies and the strong position of Catholic actors on the local political scene.
I show how Catholic discourses have created the “IVF child” as a subject, which is both
politically powerful as a concept and weak, muted (Ardener 2007) as a representative
of a certain group.

Based on interviews and participatory research, I examine how discourses on IVF are
negotiated and re-interpreted by the children themselves. Research with these children, who
are rarely recognised as being among the main actors in the literature concerning ART; adds
a new perspective to the anthropological understandings of assisted reproduction®. Includ-
ing children’s voices confirms how powerful the dominant discourses are, but also sheds
light on the active roles being pursued by the young in their efforts to produce their own
meanings. By exploring the connection between public discourse and children’s narratives,
this paper presents how Polish society’s values are performed and reproduced (Weiner 1980).

CHILDREN IN ETHNOGRAPHY

This article is based on a larger multi-sited ethnographic project (Marcus 1995)
entitled, “New Reproductive Technologies — a perspective of childhood studies™. The
ethnographic material for this part of the analysis comes from two types of sources.

1 With the development of ARTs, a new subject has emerged on the stage: a person who was born as
a consequence of an embryo or gamete donation. However, donor-conceived child is analysed mainly in
relation to third-party reproduction and its consequences for meanings of identity, kinship, etc. Although
the subject of this paper may seem similar, my main focus is on those who are “IVF babies” in the national
and religious context where assisted reproduction as a whole is widely debated and opposed.

2 This work was supported by the National Centre of Science in Poland under Grant No. UMO-
2012/07/E/ HS3/01024. I thank my colleagues from the Interdisciplinary Childhood Studies Research
Team for their comments and revisions.
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Firstly, texts from mainstream Polish media: newspapers, magazines and popular Inter-
net portals are used. The main focus is on publications from the years 2007—2015.
The second type of material comes from interviews with children and young people
that were conducted in Poland between 2014 and 2016. The participants came from
families who experienced infertility at some point, and most of them were conceived
through ARTs. Participants were informed of the research aims using leaflets and web
page information addressed to the children, as well as to the parents. Most of the
interlocutors were from middle class families who had the financial wherewithal to
afford expensive infertility treatment.

In this project, 29 children and young people (aged 5—28) from families who had
experienced infertility took part. Participants were recruited mostly with the help of the
Polish patients’ organization, The Society for Fertility Treatment and Adoption Support
"Our StorK’, along with assistance from personal contacts. Focus group discussions were
organized in child-friendly spaces, suitable for private discussions. These were either
children’s homes, or a workshop space provided by a non-governmental organization
in Warsaw. An ethics- committee permit was not required in regards of this research,
but the researchers were extremely aware of the ethical dimensions involved and thus
worked under a psychologist’s supervision and adhered to the ethical rules as outlined
in the Code of Good Practice in Social Research Involving Children (Maciejewska-
Mroczek and Reimann 2017).

As we recruited children participants for our project, the research team’s members
encountered some methodological and ethical problems. We met criticism concerning
the essentialisation of children who were conceived with IVE ostensibly a reiteration of
strategies used by IVF opponents in Poland. The contention was that these children are
no different from others, who were not conceived without the help of IVE However,
comparison was by no means a focus of this study.

The research was conducted either in individual interviews, or, in most cases, group
discussions. The latter method gave the participants an opportunity to share their expe-
rience with others with similar family histories. The presence of others, as methodologi-
cal research suggests, facilitates the verbalisation of some problems through the process
of sharing and moving from the personal to a more abstract level (Hennesy and Heary
2005; Hunleth 2011; Morgan et a/l. 2002). I was inspired by a broad body of literature
in interdisciplinary childhood studies, especially by the view of children as active
social actors, both in the research and in a broader social life (see for example Mayall
2008; Vaele 2005; O’Kane 2008; Gallacher and Gallagher 2008; on anthropological
research with children Hardman 2001; James 2007). I was also influenced by feminist
participatory research, with its “openness, reciprocity, mutual disclosure” (Reinharz
1992, 181). The idea of the research grew out of the concern that current anthropology
is entitled and in a way obliged to give voice to the voiceless and marginalised, which
obviously is the case for children, especially those who were intended participants.
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This approach was inspired by the adamant stance taken by Nancy Shepher-Hughes
(2004), who shows how this perspective is important especially in research conducted
within the area of medicine.

In my research, children became not objects, but subjects of inquiry and their
experiences and viewpoints produced valuable knowledge. According to Nick Lee
(2005), most data about children’s well-being comes from majoritarian knowledge,
and insights from children, who have experiences differing from those of adults, are
seen as pathological. In this context, it is important to acknowledge children as a social
group which as a whole can be treated as a minority group (James, Jenks and Prout
1998), deprived of the position of active social participants (Jans 2004).

Of special concern was the methodology. Although anthropology has never limited
its sources of knowledge to the verbal or discursive, research with children needs some
new methodological approaches, shifting the focus from “what was said” to various
modes of non-verbal expression. This is due to children’s specific characteristics of
interaction, related to their narrative skills, their position in society, and their special
competencies, which are not equal to those of adults (Alderson and Morrow 2011;
Christensen and James 2008; Emond 2005). Thus methods employed in the research
were designed in a manner that would facilitate communication, such as making use
of drawings, collages, playing with Lego figures, photography, and film-making.

Children’s input into the social construction of debate on IVF is not recognised
in Poland. Their voices may, however, throw a new light on the relationship between
moral and religious concepts, revealed through the formation of the “IVF child” in
the public debate Analysis of what they know and how they talk, draw or play about
assisted reproduction (which is a part of their family history) may unveil the power of
certain discourses and show how they are embraced, opposed or negotiated.

IVE AND CHILDREN IN POLAND: HISTORICAL, POLITICAL AND LEGAL ASPECTS

In order to better understand how the subject of the “IVF child” is produced and
used in Polish debate, this concept needs to be embedded in the wider historical,
political and legal context of ARTs in Poland (see Radkowska-Walkowicz 2014; Mishtal
2015). As Magdalena Radkowska-Walkowicz notes,

“To understand the current debate on IVF in Poland it is necessary to place it in the wider context of
Polish transition after 1989. And in turn, to understand the Polish transition to democracy it is help-
ful to follow the Polish debate on reproductive rights and health” (Radkowska-Walkowicz 2014, 2).

The roots of contemporary Polish debates on IVF can be traced back further than
the transformation of 1989. According to Andrzej Leder (2014), it was in the late
communist era, the late 1970’s and 1980’s, when a conservative-liberal alliance was
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established. Because of extensive support for anti-communist movements given by
the Catholic Church, the victory of the anti-communist opposition in 1989 can also
be seen as a victory for the Church, which took an active role in shaping the young
state’s political agenda. As Leder writes, the “cultural capitulation” of the left took
place, which opened the way for a situation in which the Catholic thought gained
a quasi-monopoly in the naming major moral dilemmas (Leder 2014, 187).

One of key issues in the country was assisted reproduction. In the first years of the
new political order, assisted reproduction was not discussed in the same manner as
other reproductive rights. Controversies appeared in the public arena gradually, with
a significant rise in 2007, when the Minister of Health proposed funding for in vitro
fertilisations, which are not included in the national health insurance system. ARTs
were available for and used by those who could afford the very costly treatment. The
situation changed when the Ministry of Health introduced a special program for the
years 2013—16, in which three IVF procedures were funded by the state for couples that
fulfilled a number of specific social and medical requirements. In 2014, another special
program, for the funding of medicines used in ART procedures, was introduced. State-
funded procedures were realised in both private and public clinics until 2016. The new
conservative government, which came to power in 2015, withdrew state funding for
ARTs. Presently, some local municipalities provide IVF funding, but the scope of this
support is very limited. Funding is only one of the areas, in which the state intervenes
in the domain of ARTs. Another key involvement of the state is in the regulation of
the law concerning ART.

The medical procedures of ARTs usually precede their legal regulation (Pashigian
2012). Regulations are created in accordance with local values and institutional pro-
cesses (Banchoff 2011). This also holds true for Poland, but in a specific way. Unlike
the situation in many other countries, for almost thirty years fertility treatment proce-
dures were performed with no regulations concerning ARTs being in place. There was
conflict over ARTs, which led to deadlock between the opposing sides. This eventually
led to a situation where all assisted reproduction procedures were allowed without any
external control or limitations.

In July 2015, the first law regulating assisted reproduction in Poland, the Fertility
Treatment Act, was enacted. In its first article it states that the main goal of the Act
is the protection of embryos. Its main organising principles are the primary position
of the embryo with the state being a guarantor of order pertaining to all aspects of
ARTs, the secrecy and anonymity of third party reproduction, the primacy of hetero-
sexual couple over other forms of parenthood, and no recognition of infertility based
on social grounds. Embryos are allowed to be cryopreserved and stored for 20 years.
Their “right to life” is so primary that, if not used in this time, they must be donated
to other couples. They are therefore attributed with personhood and viewed as vulner-
able. Embryos are presented in this scenario as weak citizens in need of protection by
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the state, and the order of articles in the act suggests the primacy of embryo protec-
tion over protection of the patient, which is characteristic of countries where there
is a strong Catholic influence on the law-making process (see Zanini 2011). In this
respect the creation of an unborn is similar to that adopted in Polish abortion law,
where a new type of “foetal personhood” of the “purest democrat” was created. This
refers to a phenomenon widely present in the literature: a “construction of foetus as
a privileged legal, medical, and cultural subject, and consequential disfranchisement,
disembodiment, and marginalization of women” (Holc 2004, 758).

Under the Polish Fertility Treatment Act, only anonymous gamete/embryo donation
is allowed, and very limited data on donors are collected; no extended profiles of donors
are made available for the recipients. Also gamete donations between family members
are not allowed. The new law imposes an obligation on the doctor to choose donors
on the basis of phenotypical similarities to the receivers. The Act does not recognise
in any way a child’s right to information or the future parents’ right to participate in
the process of choosing gametes/embryos. The process of third-party reproduction is
framed as a purely medical issue.

The legal framework for assisted reproduction in Poland is still unsettled. For many
decades it was unregulated by the law, which led to the strengthening of ART ser-
vice-providers, who could freely decide which procedures were acceptable and to be
applied, and which were not. However, some provisions of a more general character
were applicable to fertility treatment (for example the Patients’ Bill of Rights and the
Patients’ Ombudsman Act). At the same time, a lively debate in the media on IVF was
taking place, which had an influence on the legislative process. Representatives of the
Catholic Church took part in this process, formally, through bioethical commissions
and informally, through sermons, articles in the press, religion lessons at schools, and
private connections. It also used its institutional power (Mishtal 2015). The final shape
of the Fertility Treatment Act was presented in the media as being “liberal” or “far-
reaching”, with regard to the above-mentioned circumstances. However, the presidential
and parliamentary elections of 2015 brought the Law and Justice Party (a conservative-
nationalist party) to power, who declared some restrictions on IVF in their campaign.
This situation shows the fragility of the status of ARTs in Polish law.

Another important dimension of the picture of the IVF child in Poland is social
acceptance for fertility treatment. Large-scale national surveys have been conducted
on Poles since 1995, which show that IVF has gained broad social approval: in 2015, 76
percent of people accepted in vitro fertilisation for married couples, while 62 percent
did so for heterosexual unmarried couples (Opinie o dopuszczalnosci. .. 2015). The least
accepted model was in vitro for single unmarried women, which gained the approval
of 44 percent. These numbers were similar to previous editions of the survey and they
are meaningful because they reveal certain inconsistencies. The rates of acceptance
are relatively high, given the fact that Poland is a country where Catholicism is the
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dominant religion, the Catholic Church openly opposes IVE and Catholic clergy and
journalists hold great sway in public debate. At the same time, these figures reveal the
upholding of traditional attitudes of Poles towards the model of family. The major-
ity of Poles believe that children should be born into traditional families, formed by
heterosexual couples, preferably married. The acceptance of IVF correlates negatively
with attendance of religious services. Those who attend church several times a week
are the only group in which a majority (57 percent) does not accept IVF even for mar-
ried couples. But among those who attend church every week, only 20 percent oppose
IVE The model of the IVF child is then shaped in relation to two contradicting social
phenomena: the widely known opposition to IVF of the Catholic Church and its broad
approval by ordinary citizens (of whom most are also Catholic).

CONTESTING IVE CONSTRUCTING A SILENT SUBJECT:
THE CATHOLIC POSITION IN THE POLISH CONTEXT

A very strong Catholic position towards ARTs and the “IVF child” in Poland is
to be found in the teachings of the Catholic Church and in the activities of its local
representatives. It is based on official documents released by the Congregation of the
Doctrine of the Faith and is rooted in Catholic tradition and theology. Its main line
can be traced back to the debate over abortion that took place in the early 1970s. In
1974, the Congregation issued a Declaration on Procured Abortion, where it was directly
stated that personhood is attributable as early as when the ovum is fertilized.

“From the time that the ovum is fertilized, a life is begun which is neither that of the father nor of
the mother, it is rather the life of a new human being with his own growth. It would never be made
human if it were not human already”3.

The notion of personhood and the dignity of an embryo, posed clearly in the context
of abortion, was continued and reinforced when Catholic authorities were forced to
react to the fast-developing reproductive technologies.

The basic document which expresses the Catholic stance on IVF is Donum Vitae,
The Instruction on Respect for Human Life in Its Origin and on the Dignity of Procrea-
tion, issued in 1987 by the Congregation for the Doctrine of the Faith (Donum Vitae. ..
1987). In this document, in vitro fertilisation is compared to abortion, and presented
as an outcome of “civilization of death”, thus assisted reproduction is enmeshed into
a broader range of problems with modernity. As written in Donum Vitae:

3 http://www.vatican.va/roman_curia/congregations/cfaith/documents/rc_con_cfaith_doc_19741118_
declaration-abortion_en.html. Access: 15.09.2015.
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“The facts recorded and the cold logic which links them must be taken into consideration for a moral
judgment on IVF and ET (in vitro fertilization and embryo transfer): the abortion-mentality which
has made this procedure possible thus leads, whether one wants it or not, to man’s domination over
the life and death of his fellow human beings and can lead to a system of radical eugenics” (Donum
Vitae. .. 1987).

The parallel between abortion and assisted reproduction is, however, not confined
to Catholic theology, but may also be seen as a pattern that is employed in different
social, national and religious contexts (Banchoff 2011). In the case of Poland, however,
this parallel results in the creation of a silent subject, the IVF child — innocent survivor
of the Holocaust of embryos and at the same time a threat to the social order.

The ideological basis for all judgments of ARTs is the idea of marriage being the
sole space for the creation of new life, and sexual intercourse within marriage as the
only legitimate way to conceive. In Catholic bioethical discourse, the separation of
conception from a physical “conjugal union” is defined as the “pathology of family
life”, caused by “false prompts coming from the field of science” (Wojaczek 2011).
Unlike in some other socio-religious contexts (see for example Kahn 2000, on Juda-
ism, or Garmaroudi Naef 2012, on Shia Islam), Catholic thought understands sexual
intercourse as essential in the process of family-making, and its lack thereof is a crucial
argument against the permissibility of assisted reproduction. Concerned about the
violation of this rule, IVF is presented not as an act of creation, but of destruction.
Being an act against God’s and nature’s laws, it destroys family ties. This is defined in
terms of children’s rights. As the authors of Donum Vitae claim,

“The child has the right to be conceived, carried in the womb, brought into the world and brought
up within marriage: it is through the secure and recognized relationship to his own parents that the
child can discover his own identity and achieve his own proper human development. The parents
find in their child a confirmation and completion of their reciprocal self-giving: the child is the living
image of their love, the permanent sign of their conjugal union, the living and indissoluble concrete
expression of their paternity and maternity. By reason of the vocation and social responsibilities of
the person, the good of the children and of the parents contributes to the good of civil society; the
vitality and stability of society require that children come into the world within a family and that
the family be firmly based on marriage” (Donum Vitae... 1987).

Thus, according to this document, the appropriate model of conception is through
sexual intercourse in a married couple, because this is the only model that allows for the
child to be a sign of “reciprocal self-giving” of the couple. Alternatives of this model alleg-
edly pose a serious threat to the social order. In the case of “IVF children”, the category
of best interest is used: if IVF is destructive, it is considered in the best interest of the
child not to be born with the help of ARTs. This implies yet another paradox, which is
it is in the best interest of the child not to be born at all. This shows the vagueness of the
notion of a child’s best interest, which is socially constructed in such a manner allowing
different actors to use the term to suit their own purposes (Monk 2008; Stainton Rogers
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2008). ARTs are therefore presented as posing a risk to one of the most important of
modern values: the protection and well-being of the child. Allison James and Adrian
James show that the notion of risk, when defined as natural in relation to a certain group
(for example young people), allows control to be exercised over this group (James and
James 2008). In the aforementioned context this concept is well applicable, as defining
in vitro fertilisation as a “natural” risk to a family, is an endeavour to exercise control
over modern people in society where traditional family patterns are collapsing.

The conceptualisations expressed throughout Donum Vitae and other official Vatican
documents are in force for Catholics worldwide. What seems unique in the Polish
context is the fact that a substantial number of politicians support anti-ARTs views. It is
Catholic-affiliated politicians in Poland’s aim to enforce the implementation of bioethi-
cal regulations with the ultimate goal of either banning IVF in its entirety, or restrict-
ing access to ARTs. Paradoxically, despite the strong acceptance of IVF in Poland, the
anti-IVF side is very influential in public debate. The bishops of the Catholic Church
are very powerful actors, and regularly raise assisted reproduction. This mechanism is
in line with an overall model of Polish Catholicism. Despite a high rate of affiliation,
a substantial portion of Poles is not religious in terms of practices and worldviews. This
is why, in order to exercise control over reproduction and families, Polish Catholic
authorities concentrate their efforts on trying to influence policymaking from the top
down, including shaping the public discourse on ARTs. Although there are excep-
tions in this language of disapproval for ARTs, the message from the local Catholic
authorities against assisted reproduction is clear. This message finds further realisation
in conservative journalism, in Internet communication, and anti-IVF activism.

OF BARRELS AND DEWAR FLASKS:
A “TEST-TUBE CHILD” IN THE ANTI-IVF DISCOURSE

The Polish debate on IVF in recent years has become more and more heated. It has
also gained rising attention in scholarship (Radkowska-Walkowicz 2012, 2013; Krawc-
zak 2014; Korolczuk 2011; Mishtal 2015). I focus here on the “IVF child”, who in my
opinion is created as distinct, but muted subject. In accordance with other scholars,
I regard this process as part of a broader political project, pursued by conservative
politicians and supported by high-ranking clergy. In order to gain the political goal,
that is maintaining the Polish nation’s attachment to “traditional” values, various strate-
gies are being employed in shaping the public debate. Most of them are believed to be
workable because they are embedded in the nation’s moral agenda.

A somehow dramatic passage, written by Tomasz Terlikowski, an influential Cath-
olic-affiliated journalist, recounts the story of a woman who was born from a donated
embryo:
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“She’s aware of the fact that she, unlike thousands of children, who still are kept in barrels, was given
a chance to survive and she’s aware of the fact that she, unlike her genetic siblings, was given the
opportunity to live her life. (...) It is worth noting that the girl was saved by her parents from the
big barrels with liquid nitrogen, to which she was sentenced to un-death and un-life by her genetic
parents and doctors. Her parents decided to rescue her and give her love and acceptance, but still she
feels she’s been rejected” (Terlikowski 2014).

According to the author, the woman has undergone some serious psychological
problems, related to the history of her conception, as she feels rejected by her genetic
parents. The emotional and powerful language found in this text is a good example of
how the debate on assisted reproduction is being shaped nowadays in Poland.

To understand the actual meaning of the above-cited fragment, it is necessary to
know about a case that happened in Poland in 2012. In a small village, the Police found
the bodies of six dead newborns. Further investigation proved that the perpetrator of the
crime was their mother, then a 41-year old woman, who hid the bodies in plastic barrels.
She was described in the press as an uneducated alcoholic, with poor moral standards and
diagnosed as having a psychopathic personality. “Children in barrels” became a symbol
of the harm caused to innocent children, adult moral deprivation and degradation, as
well as the weakness of the state (the family was allegedly under the supervision of social
services). This symbol soon started to be used as a widely recognised idiom.

The history of this case throws new light on the story about frozen embryos evoked
by Terlikowski, which were also kept in barrels. In fertility clinics, embryos are cryo-
preserved in dewar flasks which are barrel-shaped containers with liquid nitrogen. In
Terlikowski’s narrative, no distinction is made between embryo and child, therefore
embryos are also “babies in barrels”. This rhetorical trick creates an association between
notions of degradation and deprivation from “babies in barrels” to cryopreserved
embryos in dewar flasks. It also shows them as innocent and vulnerable, needing of
rescue, which is the typical conceptualisation of an embryo used in Polish conserva-
tive discourse (Krawczak 2014). The representation of “babies in barrels” is used in
relation to IVF embryos, thus attributes to the latter characteristics of being innocent
and deprived human beings.

Another strategy employed by IVF opponents is their dehumanisation of IVF chil-
dren and their parents by equating them to animals, especially cattle, and comparing
the procedure to veterinarian ones. The fact that embryology is rooted in veterinarian
medicine is a widely used argument against IVF in Poland. This concept finds further
development on the internet: one popular meme presents a cow, photographed from
the back, with the inscription: “I have had a child from in vitro. A cow-specialist
insemination did it”. The word “did” is used here and in many other anti-IVF narra-
tives in order to strengthen the concept of the dehumanisation of the process.

In relation to parents, anti-consumerist language is used, in which infertile cou-
ples are depicted as consumers, who shop for a child, similar to the way they would
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purchase goods in a supermarket. This reification views IVF children as products to be
bought and sold. A good case in point is a widely cited and broadly discussed interview
conducted with one of the key bishops in Poland, Tadeusz Pieronek, who deemed IVF
to be an exclusively mercantile transaction: “love is not expressed at the counter of
a shop”. This and other similar statements relate to anxieties evoked by the separation
of sexual and reproductive activities, as well as adding a mercantile aspect to the process
of procreation (Kahn 2000). The shape of these anxieties manifests itself in blaming
parents for improper way of conceiving, which is against the dignity of the child.

When this side of the debate employs biomedical language, it does so in order to
portray IVF children as monster-like. Possible malformations are mentioned as the
probable outcomes of assisted reproduction, and are presented in an exaggerated,
“monstrous” way. Bishop Pieronek made a famous statement: “What is the literary
representation of Frankenstein, a creature brought to life against nature, if not a pro-
totype of in vitro?” (Pierwowzorem. .. 2009). This, as Radkowska-Walkowicz notes, is
in line with the role of monsters in culture in general. They are seen as the result of
sin or a bad omen. She sees the figure of Frankenstein as

“a reference point in today’s debate over biotechnology, especially new reproductive technology. So it
is not without reason that Frankenstein’s creature appears in debates on IVF in Poland. It is invoked
to express fears of biotechnology and support the argumentation of its opponents” (Radkowska-
Walkowicz 2012, 31).

The creation of surplus embryos and the fact that not all of them will be used is
compared, following Donum Vitae, to abortion or even murder. During a debate in
the Polish parliament, one parliamentary member, representing a conservative party,
addressed his words directly to children who were conceived with the help of IVE
saying that their existence was paid for by the lives of their “brothers and sisters” (the
other embryos that were not transferred). Assisted reproduction is also compared
to the Holocaust: in both cases millions of innocent beings were murdered. Such
a comparison is exceptionally powerful in Poland, where the Nazis located their big-
gest concentration camp, Auschwitz, and where the population of Jewish citizens was
almost entirely exterminated. Moreover, those who manage to be born, are said to suffer
from a “survivor syndrome” — a term used mainly in the context of the Holocaust. The
previously cited conservative Catholic journalist Terlikowski, analysing the situation
of a child who was born as a result of assisted reproduction through gamete donation,
says: “I am not a psychologist, but it is hard to not recognize in her words a survivor
syndrome” (Terlikowski 2014). Therefore, statistics of failures in IVF procedures are
being presented as statistics of the innocent lives that were sacrificed in the name of
other people’s desire for reproduction.

Conferring the characteristics of children on embryos is not limited to Catholic-ori-
ented discourses (Banchoff 2011). In Poland, however, in public debate this continuum
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is being employed in order to transfer it to a political subject, and to achieve the goal of
banning IVE In 2009, the prominent politician and parliamentary member, Jarostaw
Gowin, stated in a similar manner in a widely-discussed interview: “I almost hear the
screams of despair of those tens of thousands of frozen embryos and I feel their distress.
In my eyes, they are children abandoned by their parents” (Aborcja zarodka... 2009).
The personification of embryos and their attribution with the traits of an innocent
child has found its way into mainstream debate through such powerful politicians. It
is also observable in political mobilisation. In 2014, over 28,000 people signed a peti-
tion given to the Polish government, opposing the introduction of a law regulating
fertility treatment. They appealed in words such as: “thousands of children are asking
for help! Help us to save their lives and battle for their dignity!” (7ak dla leczenia
nieplodnosci. .. 2014). On 8®" March 2015, on the streets of Warsaw the annual Manifa
feminist march was held. As every year, it was surrounded by opponents representing
various conservative groups. One of them, Pro Prawo do Zycia (Pro Right to Life),
showcased a large banner, which asked: “What is being done to in vitro children?”.
And the answer was: “Frozen in barrels, abandoned when ill, killed when defects are
revealed. Only 5% have the chance for a life and family”. The text was illustrated by
the pictures of: dewar flasks, a crying newborn and a fetus post abortion. This banner
sums up most of the radical views of IVF children, who are presented as the victims
of an “abortion mentality”, unloved, treated as instruments and with cruelty by those
who dare to play God.

All above-mentioned ethnographic examples reveal the specific construction of
the “IVF child” in the Polish anti-IVF discourse. It is created and called into exist-
ence by these discourses. It is, however, silent subject, who is not allowed a voice.
All the possible arguments have been expressed in this matter, but the children, the
final “outcome” of IVE, remain unheard. The powerful use IVF children as discursive
arguments, but neglect the very existence of them as real human beings, because it is
counterproductive for them to do so. In the next section I will show how the children
themselves construct their own meanings.

HOSPITALS AND CAMERAS

My approach in this research with children derives from an understanding of the
category of embodied memories, which relates to the phenomenological concept of
embodiment as espoused in current re-readings of Maurice Merleau-Ponty. Body, in
this perspective, is a source of cognition and unique subjectivity, and family memory
is preserved and revealed not only through narratives, but also through its members’
bodies (Diasio 2013). Therefore, in families with a history of infertility treatment,
a child’s body represents the private, intimate history of the family. Children who hear



SILENT SUBJECT: THE CHILD IN THE DEBATE ON ASSISTED REPRODUCTION IN POLAND 41

family stories, often told several times, incorporate them and make them elements of
their personal identity. As I will show later on, sometimes this identity can be built on
a bodily matter, dating back as far as to the embryonic phase of existence.

The children whom I interviewed paid little attention to the hardships pertaining
to the history of infertility treatment, of its emotional, medical, or financial character.
The whole process was viewed in a positive light. The participants said that they were
“awaited” and that their parents were “happy” to have them. They probably were not
very aware of the difficulties surrounding infertility and assisted reproduction, as their
parents did not stress this aspect in family narratives. Positive connotations of assisted
reproduction in family histories may be also related to the very negative presentation
of IVF in public debate and may be seen as a way of balancing the possible detri-
mental comments that children may encounter. The children I interviewed therefore
have a different perspective to what is recounted in numerous studies of infertile
adults: a history of a painful, often silenced experience (see for example Becker 2000;
Radkowska-Walkowicz 2012).

Some focal points of the discussion over IVF children were raised by the children
who took part in the study, but again, with no reference to, and probably no aware-
ness of, their controversial character in the public debate. A case in point being the
cryopreservation aspect, which may be related to the children as a personal life story,
without the notion of humiliation or degradation to be found in anti-IVF discourses.
For example, a girl, aged 10, asked about the history of her family, says:

“I know I was for over three years in a hospital or somewhere, because... first I was supposed to...
I might have been the same age as my brother, but my parents couldn’t straightaway, my mom, give
birth to me, at the same time”.

Unlike in the public debate, cryopreservation is free from controversy and viewed as
simply a fact in a family story. What is interesting is the extension of identity as far as to
the embryonic phase, although children do not explicitly use the term “embryo”. This
form of awareness of being “oneself” would not be possible without the development
of assisted reproduction. The “identity link” here is based on a continuity of matter
and on an embodied understanding of self. In literature, the status of an embryo is
widely discussed and shows that due to the development of new diagnostic techniques
(ultrasonography) and assisted reproduction, the embryo has become a new kind of
entity of ambiguous status and thus a new player in the social debate (see for example
Dubow 2011; Steinbock 2011; Banchoff 2011). The notion of liminality is used in order
to grasp the vague and fragile status of embryos (Merill Squier 2004). This perspec-
tive — of a child who is aware of her “embryonic past” and who includes this phase
into her personal history — throws new light onto the debate. Embryonic heritage,
inseparable from life course as a whole, strengthens and at the same time changes the
meaning of the first stage of human development. It becomes something meaningful
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personally, thus an embryo becomes not only a political actor in the public discourse,
or the personal “treasure” of parents, but also a cornerstone of individual identity. This
can be only recognised when the perspective of a person who was conceived in this
manner is taken into account.

When children from families who have experienced assisted reproduction are given
space to express their views on their family and its history, they prove that it is neither
negated, nor overemphasized. A girl, who told me previously that she and her brother
are “from in vitro”, when asked what this means, says (with another joining in to
further explaining the subject to the researcher):

“lgitl 1] They as if couldn’t immediately...
[girl 2] ...from a laboratory.
[researcher] A laboratory?
[girl 2] Asif [...]
[girl 1] Mom and dad wanted to have children but couldn’t do it normally, so they had to do
it in another way, because [...] ...cause those little sperms from dad didn’t want to
merge with that something from mum”.

The children had some knowledge about some basics of IVE such as the role of
science/medicine (represented by “as if laboratory”) and the difference between sponta-
neous (“immediate”) conception and assisted reproduction. The sounds of adult voices
can obviously be heard in these narratives, but children actively construct their own
meanings, such as by merging the language of science with the personal. And, again,
assisted reproduction is presented as part of their family history.

Children also build their own understanding of in vitro, based on elements from
family talks and the public debate they encounter. A 10 year-old boy, who is the son
of an activist from the patients” organization, told us:

“There are priests who want to close a hospital called in vitro, and my parents are fighting along with
others so that it’s not closed”.

This quote proves that there is awareness by some children (especially the older
ones) of the negativity in some circles about IVF in Poland, and is yet another example
of their active construction of meanings. Knowledge taken from the adult world is
actively merged with the child’s efforts to understand and define the reality of assisted
reproduction.

Here a rather lengthy fragment of research with a group of four children, aged
10-12, is given which illustrates the moment when the participants were asked to play
scenes with Lego blocks and figures, showing how they came into the world. It shows
the children’s understanding of and response to the debate in the public sphere. As
the discussants are older children, they have an awareness of the main positions held
and the participants in the debate.
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“[child 1] A new series should be released: Lego Duplo Children or Lego Duplo In Vitro
[laugh].

[researcher 1] Lego Duplo In Vitro, I wonder what would be there.

[child 1] There would be such... A priest, who’s yelling.

[child 2] Yes, there would be the figurine of a priest, there would be a syringe and a sperm

with a... with a kind of string, attached. And a ball, it would be fun. (...)

[researcher 1]  Yes, brilliant concept for a toy. And is this priest an important part of this set, T.?

[child 1] Oh yes. (...) Could be a priest yelling in front of camera [laugh].

[child 2] Exactly, a camera could be there.
[researcher 2]  So if there were figurines, there would be the figurine of a priest. What about

other figurines?
] Children.

[rescarcher 2]  Children. What other figurines would be in the Lego Duplo In Vitro set?

[child 1] Probably us.

[child 2] Probably a woman and a man, but a woman should be a little naked, not entirely,
I mean... [laugh]. ...because doing in vitro completely dressed..., she should
have, I don’t know, panties?
A kind of shirt. Hospital shirt.

[child 1

[researcher 2

[child 2

[researcher 2

Right, a midwife should be there.
That’s kind of an idea. Maybe one should write to the Lego company [laugh]

]
[child 2] Hospital shirt and there should be a little syringe.
[rescarcher 2] What other figurines? Who would be there?
[child 1] A father.
[child 2] A doctor.
[researcher 2]  So there is a man, a woman, a priest, a child, a doctor.
]
]

»

Children themselves proposed the course of this discussion. What is striking in this
fragment, is the discrepancy between the atmosphere of freedom, laughter, openness
and play, and the serious subject of the discussion. It shows that children have inte-
riorised some elements from various sides of the discourse. From the medical aspect
they took some props (syringe), medical terms (sperm), and an awareness of the actors
involved (doctor, midwife, parents, children). But the “anti-IVF” part of the debate
provided them with other props (a camera), actor (a priest who is yelling), and the
overall notion that there is something wrong with the method that helped them (or
their siblings) to be born. This fragment clearly shows the way in which discourses
present in the world of adults permeate into the worlds of children and are interpreted
by them. Cryopreservation, discussed in Polish anti-IVF discourses as relating to dig-
nity, may be understood as a purely private fact of a child’s own history. Meanwhile,
Catholic-driven controversies may be well observed, defined and actively transformed
through the mediums of humour and play.
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CONCLUSION

A child who was born as a result of IVF is a crucial figure in the Polish debate on
assisted reproduction. Her or his existence would not be possible without the develop-
ment of science, which by some is interpreted as a blessing but by others as a curse. His
or her position is, however, limited to being representative of some well-established
discursive arguments. Caught in the crossfire of medicine and religion, their actual
existence and experiences are neglected.

Children’s voices are generally barely heard in the public sphere and their low
participation in the public debate is connected to their social exclusion (Kay e al.
2008). While the debate on ARTs in Poland is shaped to a great extent by conservative
Catholic viewpoints, and the “test-tube child” is made an important subject of it, IVF
children are subjected to multiple exclusion. They are talked about, but not talked to, as
one of our interlocutors said. They are muted. This group is also very directly affected
by reproductive technologies; maybe more so than any other actors in the process
of ARTs and thus, this group may be interpreted as radical examples of what Susan
Merill Squirer calls “liminal ourselves”: those who are living in and affected by the era
of ongoing biomedical negotiations and interventions (2004). This intervention has
marked their very existence and how they understand and interpret this intervention
is an important indication of the new power relations produced by the proliferation
of biomedical technologies and religious discourses pertaining to the changing repro-
ductive constellations. The research conducted with these children shows that ART
discourse can reach their world, and that they grasp some of its elements. The creative
ways in which children conceptualize and refer to the debate on assisted reproduction
mean it is crucial that their voices be listened to.
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CURING DISABILITY IN CONTEMPORARY RUSSIA:
REHABILITATION PRACTICES AND
THE PLACEBO EFFECT
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The paper is based on the materials of an ethnographic research project involving interviews with parents
of children with developmental disabilities, primarily intellectual disabilities, multiple disabilities, and
autism. Though in contemporary humanistic pedagogy and psychology developmental disabilities are
viewed in terms of difference and diversity, Russian public and professional discourse on disability is
dominated by a medicalised approach and the majority of parents adhere to this view. This article analyses
the patterns of rehabilitation and treatment of children with disabilities in the family context. It views
the effectiveness of various popular therapies offered to children with disabilities through the lenses of the
placebo effect theory. It shows that the assessment of both biomedical and alternative treatment outcomes
by parents of children with disabilities are subject to the placebo effect, and this effect is maximized by
various symbolic elements of treatment, such as price, prestige, or popularity of a certain drug, method
or institution. The placebo effect, together with other factors, accounts for the commercialization of the
disability services sphere.

* * *

Artykut powstat na podstawie materialéw zgromadzonych w trakcie realizacji projektu badawczego,
w ramach ktérego prowadzono wywiady z rodzicami dzieci z niepetnosprawnosciami rozwojowymi,
szczegdlnie intelektualnymi, wielorakimi oraz autyzmem. Mimo ze we wspélczesnej pedagogice i psycho-
logii humanistycznej niepetnosprawnosci rozwojowe postrzegane sa w terminach réznic i réznorodnosci,
rosyjski dyskurs publiczny i profesjonalny o niepetnosprawnosci jest zdominowany przez zmedykalizowane
podejscie, podzielane przez wigkszo$¢ rodzicéw. Artykut analizuje wzorce rehabilitacji i leczenia dzieci
z niepetnosprawnosciami w kontekscie rodzinnym. Rozpatruje skutecznos¢ réznych popularnych terapii
dzieci z niepetnosprawnosciami poprzez pryzmat teorii efektu placebo. Pokazuje, ze ocena rezultatéw
leczenia, tak biomedycznego, jak i alternatywnego, dokonywana przez rodzicéw dzieci z niepetnospraw-
no$ciami, podporzadkowana jest efektowi placebo, a efekt ten poteguja rézne symboliczne elementy
terapii, takie jak cena, prestiz badZ popularno$¢ danego leku, metody czy instytucji. Efeke placebo, wraz
z innymi czynnikami, przyczynia si¢ do komercjalizacji sfery pomocy osobom niepetnosprawnym.

Keywords: disability, developmental disabilities, autism, medicalisation, biomedicine, alternative
medicine, placebo effect
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INTRODUCTION

This paper analyses the practices of rehabilitation targeted at children with intel-
lectual disabilities, multiple disabilities and autism in present-day urban Russia com-
monly used by their parents in order to treat them. It aims at viewing the effectiveness
of various therapies, rehabilitation methods and curative procedures, as perceived by
the parents, through the lenses of the placebo effect theory!.

The introductory part the article will discuss the connections of the placebo effect
theory to anthropology. Afterwards it will describe the current approaches to and dis-
courses on disabilities in Russia, highlighting medicalisation trends, and then, based
on the ethnographic material, analyse the popular therapeutic strategies and methods
applied to children with developmental disabilities. It will discuss the role of the level
of trust for certain institutions in parents’ choice of therapies and the commercializa-
tion of the disability rehabilitation sphere. This article lies within the framework of
medical anthropology, and does not touch upon pedagogical methods of rehabilitation,
focusing on the use of official biomedicine and non-biomedical or alternative medicine
methods. It also leaves aside the topic of physical rehabilitation.

In the narrow medical sense, the placebo effect is understood as the non-specific
effects of biomedical therapies, usually treated as something to be controlled and
minimized in clinical research (Thompson ez al. 2009). In the 19" and the beginning
of the 20™ century the word “placebo” itself was used as a pejorative term referring
to an inert and inactive drug or substance. The medical interest towards the placebo
effect started to grow in the 1920-1930s accompanied by the development of pharma-
cology. It was then that it became clear that the results of clinical trials depended on
the participants’ awareness of whether the patients were receiving an active drug or
a placebo, and the first double-blind experiments were then conducted (Shapiro and
Shapiro 1997b, 28-174).

The far-reaching consequences of placebos were first demonstrated by Henry
Beecher in his well-known paper “The Powerful Placebo” (Beecher 1955). He showed
that placebos could produce powerful therapeutic effects, and they are especially high
in the treatment of pain (see also Morris 1997). They can also bring about side effects
analogous to the supposed side effects of an active drug. Papers cited by Beecher, as
well as later research, have shown that numerous medical conditions, among them
nausea, cough, “common cold”, headache, blood pressure, asthma, gastritis, ulcers,
nervous and psychiatric disorders, and others, are subject to therapeutic placebo effect.

1 The research and publication are supported by “Stupeni” and “Vykhod” foundations (research pro-
ject “Children and Adults with Intellectual Disability: Study of a Social Construction of Disability
in Family Settings and Community Care Rehabilitation Centers”, 2016—2017) and RHSF grant N¢
16-01-00145, project “Representations of People with Disabilities”, 2016—2018.
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Beecher, as well as other researchers (for example, Lasagna ez a/. 1954), then suggested
that the psychological constitution of the patient played the key role in the manifesta-
tion of placebo effect. However, later it became clear that such psychological factors
were not as relevant.

Further research demonstrated that the very context of treatment and its social
characteristics contributed to the effect. Patients’ sex, age, diagnosis, clinical records,
or psychological constitution were not as important here as the levels of belief they
exercised towards the treatment, which in turn depended on the doctor’s commu-
nicative style, enthusiasm, and persuasiveness. The doctor-patient relationship and
interaction, on the whole, influence the results of therapy tremendously. One of the
placebo effect theories suggests that the effect is due to attributing natural positive
changes, or changes that are due to any other factors, to certain medication or medi-
cal procedures (Shapiro 1969; Frank and Frank 1973; Gibbons and Horhmuth 1981;
Ross and Olson 1981).

Thus, through an anthropological perspective the placebo effect can be perceived
as a broader phenomenon than the therapeutic effect of saline solution, sugar pills, or
sham surgery. It involves the effect produced by any therapeutic interactions and the
symbolic elements of treatment. As Daniel Moerman puts it, “participating in any
healing process, regardless of its content, can lead to healing” (Moerman 2000, 52).
The effectiveness of therapeutic methods used within religious healing and rituals,
ethnomedicine and other medical systems alternative to biomedicine are believed to
be mostly built on the placebo effect. As Arthur and Elaine Shapiro claim, the history
of medicine, prior to modern evidence-based biomedicine, involving the Hippocratic-
Galenic theory or animal magnetism with its methods of theriac, blood-letting and
dehydration, or fat of puppy dogs, is largely the history of placebo effect (Shapiro and
Shapiro 1997a, 2). However, the results of biomedical treatment can also be highly
related to the placebo effect.

The words and actions of a shaman or healer are infused with symbols and meaning.
As Claude Levi-Strauss has shown in his classic essays “The Effectiveness of Symbols”
and “The Sorcerer and His Magic” (Levi-Strauss 1963), the effect of a shaman’s ritual
is to a large extent rooted in its performative elements, including the performative
linguistic elements of the text he pronounces. Sham surgery or laying on of hands
show effective results due to the performativity, but the same happens in the modern
biomedical clinic. The white coat, the organization of a medical room or a hospital,
the order of actions and interaction in the medical room are interpreted as strong
symbolic elements in the framework of the modern urban culture. The doctor’s prog-
nostic speech acts and her verbal instructions to a large extent determine the patient’s
expectations and behaviour, and thus the results of the treatment, because the results
are largely mediated by a patient’s beliefs and expectations. For a patient who does
not belong to modern urban culture and usually goes to a healer when she is ill the
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symbolism of the biomedical clinic might not be as effective (see Hahn and Kleinman
1983; Thompson ez al. 2009).

Apart from the doctor’s role, her status, reputation and authority, various other
symbolic elements might be important in the therapeutic process. Placebo trials have
shown that the colour and size of a pill, the price of the medication or the popularity of
the brand played the role in the outcome of treatment. Thus, during the experiments,
the placebo branded as a famous aspirin brand resulted more effective than unbranded
placebo aspirin (Moerman 2002, 47—48; Moerman and Jonas 2002)2.

Any medical system is a symbolic system (see Kleinman 1973) that affects an
individual’s state of bodily or mental health not only through particular medica-
tions, but through the cultural meanings embedded in the healing encounters
and processes. Medical practices, healing methods and the effectiveness of these
methods are rooted in the cultural ideologies and are related to the cultural ideas
on body, mind and self, social organization, religious and moral notions, rituals
and mythology, and so on. Thus treatment is aimed not just at particular individual
and her body, but rather at the social system an individual is incorporated into
(see Scheper-Hughes and Lock 1983). Our own materials, presented further, are
illustrative in regard to these theoretical points.

It is worth mentioning that anthropologists first described a phenomenon polar to
placebo effect. It was called the nocebo effect and referred to the facts of death or illness
induced by social suggestion (Mauss 1926; Cannon 1942). This effect also includes the
phenomenon of mass hysterias, pseudo-epidemics, and self-diagnosis based on folklore
symptoms (see, for instance, Hahn 1997, Justman 2015 for an extensive exploration of
the nocebo effect). The nocebo effect, as well as the placebo effect, are directly related
to the subject of this paper, particularly to the epidemiology of autism.

Thus, autism as a diagnostic category was included into the International Classifica-
tion of Diseases and came into medical practice in the 1980s. It can still be considered
a “new” diagnosis, in comparison with, for example, “mental retardation”, which in
medical classifications had been distinguished from “acquired” mental disorders like
schizophrenia since the first half of the XIX century. Children who were previously
mostly diagnosed with learning disabilities or “childhood schizophrenia” in many
cases now tend to receive the diagnosis of autism. These diagnostic trends have partly
determined the statistical growth in autism among the child population in recent years,
which in turn triggers the mood of panic among the parents’ community. Accord-
ing to the popular folk data that can be easily found in the social media, by 2025
every second child will be diagnosed with autism. The wide-spread reflections about
the causes of autism often entail eschatological narratives on vaccination, toxic food,

2 More interdisciplinary research on placebo phenomenon can be found in Harrington 1997.
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or environmental pollution. Together with another popular diagnoses like ADHD,
autism thus falls into the category of modern epidemics, partly brought forward by
the nocebo effect.

The situation in Russia partly reflects these trends. On the other hand, autism,
according to psychiatrists, neurologists and other expert informants, is highly under-
diagnosed in Russia, as community psychiatrists remain hugely unaware of its symp-
toms and manifestations. At the same time, it is gradually becoming a “fashionable”,
“romantic” and more desired diagnosis in comparison to highly stigmatized “mental
retardation”. According to some experts, autism in Russia is sometimes overdiagnosed
because parents talk the psychiatrists into diagnosing their child with autism instead of
mental retardation. Self-diagnosis, which in this case refers to when parents diagnose
their child with autism, plays an important role here.

MEDICALISING DEVELOPMENTAL DISABILITIES

This paper is based on a year-long ethnographic research conducted in three major
Russian cities, during which we collected approximately 100 interviews with parents
of children with developmental disabilities (most of them were biological parents, but
we included several adoptive families t00), as well as 40 interviews with specialists
and experts who work with children with disabilities or their parents (special educa-
tion teachers, psychologists, psychiatrists, and others). Our study focused on families
with children or adolescents and adults diagnosed with learning disabilities, Down
syndrome, cerebral palsy and autism, mostly accompanied by intellectual disabilities,
and severe multiple disabilities. We mostly reached the families through NGOs and
rehabilitation centres that provided support for people with disabilities and their par-
ents, which of course meant that the selection was rather specific: thus, we could not
reach families who lead a more isolated life, minimizing their contact with public or
private disability services.

Such diagnoses are chronic conditions that usually imply and lead to disability sta-
tus. From the point of view of modern humanistic approaches to children and people
with disabilities, such conditions cannot be cured or “corrected”, though various edu-
cational methods and environmental adjustments can improve a person’s functionality.
The humanistic approach suggests that such disabilities should be perceived and treated
in terms of differences, rather than deviations from the norm, and appreciation of
diversity. It claims that disability is an essential, integral part of a person’s identity, that
should be rather subject to social adaptation and inclusion, than to medical rehabilita-
tion. In Russia such ideology is shared and promoted by a number of professionals
who work with people with disabilities, including some psychiatrists and neurologists,
disability activists and self-advocates. Contemporary activist discourse in Russia, in
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line with the international trends, follows the diversity model approach to disability
and tends to view developmental disabilities as permanent conditions that are related
to a person’s selthood.

In parents’ narratives, however, a child’s disability is primarily constructed as illness,
a diagnostic category that needs to be established and cured. With some exceptions,
a parent’s story is usually a story of struggle for appropriate or desirable diagnosis,
dodging between different specialists and rehabilitation methods, and searching for “the
magic pill” that will eliminate the disease once and for all. The fact that their child is
not capable of fulfilling expected life scenarios and thus does not correspond to social
norms is a source of extreme stress for parents and extended family. The situation is
exacerbated by quite high levels of stigmatization experienced by children with dis-
abilities and their families, absence of any systematic psychological or informational
support for families raising children with disabilities in Russia, and a lack of possibilities
for integration and inclusion for people with disabilities, especially in the spheres of
education and employment. Thus, rehabilitating the child up to the point that they
become “normal” is the idea that underlies the help-seeking strategies of many parents.

According to anthropological theory, knowledge and notions about the causes of
disease or disability have a crucial impact on how the disease or disability is conceptu-
alised, constructed and cured. It has something to do with the levels of stigmatization
and exclusion a person and their family suffer, because the causal theories can be related
to the ideas of blame, sin and moral punishment (Foster 1976; Kleinman 1980, 71-118;
Kleinman 1988; Whyte 1995). Thus, the idea that a child could be “corrected back to the
norm” is more characteristic of parents who have children with cerebral palsy or autism,
than with Down syndrome or other diagnoses with a known and clearly established
reason, which is a chromosome mutation in this case. Cerebral palsy is often viewed
as a pathology that developed as a result of birth trauma or medical error, while the
reasons for autism are still unclear, a single gene or mutation, responsible for it, has
not been discovered, and the fact that it usually starts to clearly manifest itself when
a child is around three years old provides fertile ground for various causal theories to
proliferate. In both cases parents often presume that a child has experienced a period
of normative development, at least prenatally, as with cerebral palsy, which gives rise
to the idea that the child could be reset to “the norm” again.

A medicalised approach to disability is also characteristic of medical professionals,
naturally, system of special education, various disability services and Russian society at
large. Contemporary Russian society offers children with disabilities and their families
a variety of medical and rehabilitation practices, proliferating the point of view that
disability might be repaired and fixed, and further reconstructing it as a medical, rather
than a social, problem. This paper will further discuss several institutions popular
among parents that offer rehabilitation and therapies for children with developmental
disabilities.
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REHABILITATION PRACTICES AND INSTITUTIONS

When family learn that there is something wrong with the child, either they have
some obvious impairments, or vague behavioural deviation from the conventional
norm, they tread upon the rehabilitation road by visiting a variety of different specialists
who could, as they hope, could clarify the nature of the impairments and determine the
“correct” diagnosis. The long chains of specialists who propose or disprove diagnoses
may include paediatricians, special education teachers, psychologists, speech therapists,
massage therapists, and they never fail to include psychiatrists and neurologists.

Psychiatrists and neurologists usually tend to immediately prescribe children with
intellectual and behavioural problems biomedical drugs, such as, on the one hand,
antipsychotics, tranquilizers and antidepressants, and nootropics on the other. The first
group of drugs are aimed at alleviation of symptoms, such as agitation, hyperactivity or
“stimming”?, that are usually seen as socially disturbing, or aggression or self-aggression
that, apart from being perceived as a violation of social norms, might be dangerous or
harmful. The aim and effect of nootropic drugs is usually described as “boosting the
neurons”, “nourishing the vessels”, “stimulate the brain cells”, and so on. Both groups
of drugs are described by psychiatrists or neurologists as remedies to prompt speech,
improve attention and concentration and “pull the child together”.

One of our experts is a private psychiatrist and a representative of humanistic
psychiatry and distances himself from the current trends in mass psychiatry, that are
partly determined by the Soviet legacy. He comments that using the abovementioned
popular explanations of drug effects psychiatrists and neurologists are enacting,

“the quasi-medical, pseudo-scientific rhetoric. There are dozens of nootropic drugs, it’s an extensive
drug class, and the only thing that they actually have in common is that they don’t work at all”.

Our expert claims that metaphors and “mythological notions” that are used by
doctors to explicate how the drug works have a prognostic effect, and the drugs are
in fact placebos.

The same expert, as well as other experts interviewed, including one high-level rep-
resentative of public psychiatry, also object to “ubiquitous” prescription of antipsychotic
drugs to small children. These drugs, as they claim, are meant to help adult people
with acquired mental disorders like schizophrenia. They demonstrate numerous side-
effects and can hinder a child’s intellectual development and have a detrimental impact
on their personality. Their administration might be efficient or inevitable to a small
percentage of children with disabilities who experience severe psychotic behaviour.
However, community psychiatrists in Russia, according to our experts, demonstrate

3 Auto-communicative self-stimulation using movements and gestures that look “strange” and socially
inacceptable, but is thought to be a means of self-comfort for a child with autism.
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negligence towards these nuances, tend to over-medicalise children with developmen-
tal disabilities and remain hugely unaware of educational methods of rehabilitation.

Some parents, however, link positive changes in child’s development with the intake
of antipsychotics, stating something like “Risperidone* has boosted speech at once”.
Many notice the effects linked to nootropics intake:

“He got injections [of nootropics]. The active ingredient was of high purification degree. The drugs
were from Italy or the USA. [...] Professor prescribes himself! He’s an active member of the New-York
Academy of Science, a citizen of honour in the Maryland state. He’s got patents everywhere! But
this guy he works in Yoshkar-Ola’ [...] We were sceptical at first. But the child started to progress.
He became more independent, more active. Like he didn’t eat with a spoon himself, and now he does,
actively! The self-care skills get rolling!” (Eugenia®, mother of a child with autism).

As the highlighted phrases illustrate, the effectiveness of an antipsychotic or
nootropic drug is usually recognized when it is prescribed by a “famous”, high-status
or foreign doctor, or when the drug itself is foreign or exclusive (compare with branded
aspirin mentioned in the introduction). Further progress in a child’s development are
seen as the results of such treatment.

More often, however, in case of antipsychotics, tranquilizers, anticonvulsants and
the like the story of drug intake is told as a story of never-ending, interlacing side-
effects, of chaotic administration of medication by the doctor, of restless experimenta-
tion with dosage regimen. The motivation behind the administration of this or that
drug or dosage by the doctor remains vague for parents, prescriptions often seen as
unreasonable. It often leads to a situation where parents completely refuse to give their
child any drugs or improvise with dosages without consulting with any representa-
tives of biomedical professionals, thus invoking the self-treatment practices. In case
of self-administration or self-cancellation of drugs by parents the effect is viewed as
immediate and maximized.

The parents’ stories are usually built on the criticism of Russian psychiatry and neu-
rology, and medical services at large. Thus, the administration of antipsychotic drugs
is in many cases seen as useless and harmful, ruining a child’s “normal” intellectual
development or even the supernatural abilities they are claimed to have possessed.

As a rule, all parents of children with disabilities pass through a period of trust towards
official psychiatry and biomedicine, and follow all the instructions and prescriptions. How-
ever, when their child fails to show expected improvements, when various undesired symp-
toms, interpreted as medical side-effects, start to manifest themselves, and when doctors
fail to explain to parents what is going on, what logics stands behind the treatment, what

4 Popular atypical antipsychotic
s A town with a population of about 200 000 people in the central part of Russia.
6 All names used are pseudonyms.
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consequences to expect, a period of doubt and hesitation sets in. Parents start to distrust
official biomedicine and psychiatry, as well as biomedical treatment, or refuse it completely
and turn to alternative methods of rehabilitation.

Usually parents learn about the alternative methods of rehabilitation and healing by
surfing through the internet, mostly at specialised parents’ forums or Facebook pages.
The discussions at such forums often look like a flow of advice that list a whole spec-
trum of doctors or institutions, including centres, offering non-biomedical therapies.
However, it is not uncommon that some such methods are advised by representatives of
official medicine, like paediatricians or neurologists, and it is relatively often that they
are also recommended by special education teachers. Such popular methods include
the Tomatis procedure, “bioacoustic correction” of the brain and dolphin therapy.

The Tomatis procedure is a type of sound or music therapy that has become popular
across the world as a method for improving speech and language skills by stimulating
the connection between the middle ear and the brain. Bioacoustic correction is a simi-
lar method, it can be called a cultural variation of Tomatis, developed and popular
mostly in Russia, Ukraine, Belarus and other post-soviet countries. The description
of this method states that the electroencephalogram activity of human brain can be
transformed into sound, and thus during the procedure a patient is made to listen to
“the music of her own brain”, which leads to the “involuntary self-regulation” of the
central nervous system’. As we see, the rhetoric, explaining how the procedure works
is very close to the description of the nootropics’ effect. It is presented and described
by its proponents as a “scientific” method, while the “evidence-based” research claim
such methods are unreliable. One of our experts, a representative of official public
psychiatry, comments:

“What about Tomatis? It’s very popular in our region. It’s intoxicating the whole country! The prob-
lem is that we can’t control private services. There are now laws that would allow us to enter these
organizations with check-ups. The laws must be changed, the very therapeutic approaches must be
changed. People suffer!”

Thus the official psychiatry tries not only to establish control over the “unreliable”
methods and organizations, but to retain and bring back the patients it has lost as
a result of low level of trust towards the institution. Centres offering such services,
have recently started to offer special education classes, speech therapy, and massage
to avoid criticism and attract more clients with more “verified” methods. Parents,
however, tend not to claim they “suffered from” or felt disappointed after bioacoustic
correction, Tomatis or similar procedures.

7 See for instance: http://www.logopedprofi.ru/bak (accessed 20.06.2019) in Russian, https://impulss.
eu/en/methods/bac in English (accessed 20.06.2019).
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Even if simultaneously with Tomatis and bioacoustic correction a child attends
numerous other institutions and specialists, their progress would be attributed to the
effect of these new and fashionable procedures, rather than to the efforts of special
education teacher or to naturally occurring development. According to popular belief,
one the best devices for procedures like these are located in St. Petersburg, the second
largest and second most important city in Russia. Usually parents have to invest a lot
of money and overcome a substantial distance to visit St. Petersburg, so that their child
could attend a month-long course of therapy. The perceived effects of the procedures
are maximized when one has to invest more money or effort to obtain the service, or
when it is offered by a prestigious institution.

Animal-assisted therapies are said to boost a child’s physical and intellectual develop-
ment because they involve physical exercise and trigger positive emotions. The dolphin
therapy, however, stands out in this category, because on top of these elements that it is
claimed to have a healing effect due to the “natural ultrasound” the dolphins produce.
This is a typical dialogue recorded during a focus-group with mothers of children with
Down syndrome:

“[Vera:] We mustn’t take anything but dolphins now, doctors say!

[Sofia:] Dolphins are no go, I hear, because this therapy...
[Victoria:] It’s the same bioacoustics!

[Sofia:] TI've read somewhere, that hippotherapy or dolphins don't have therapeutic effect...
[Victoria:] Reading is one thing, but you should see your child citing the Boldly Buzzing Fly
Poem® just ten days after the ten days’ course! It’s not just swimming! Dolphins talk
with each other through ultrasound, and this ultrasound heals all organs. Dolphins
have biolocation glands, and they are the natural source of ultrasound, not electronic,
nothing like that. It’s natural stimulation of brain cells”.

The “natural” source of ultrasound is of value to parents, and it is often, at least
at the level of discourse, preferred to “artificially constructed machines”, as another
respondent says, like the bioacoustic correction machine. “Natural” automatically
means “safe” and “harmless”, which makes the procedure especially desired in the
eyes of the parents. The best dolphin therapy centre, according to parents’ opinion, is
located in one of the Russian resorts at the Black Sea coast, and the dolphins there are
said to be “former military dolphins”, who emit “unique” ultrasound.

The price of a month-long course of dolphin therapy reaches 2000—4000 Euro for one
child, which is at least ten times more than an average monthly wage in Russia. The costs of
stay at the resort city are also high. However, though some parents doubt the effectiveness
of the therapy, as we see in the quotation above, many of them try to save money so that
their child could take the course at this Black Sea centre, and any progress, for example,
the emergence of speech a month later, is attributed to dolphin therapy.

8 A famous Russian poem for children.
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The majority of professionals, who support the evidence-based paradigm, deny the
possibility that the dolphins™ ultrasound can have an effect on speech development.
Some, however, take on a more holistic and agnostic approach, saying that the emotions
and sensations a child experiences during the therapy might serve as a developmental
trigger, because, according to the words of one of our experts, a psychologist, “even
if we're all for evidence-based methods, we cant be sure what finally worked, when
a parents do this and that and that”.

Another popular type of alternative therapy, that also exploits the rhetoric of natural-
ity and toxicity, is based on various dietary theories. These alternative methods include,
for instance, “chelation” and “biocorrection” methods that are meant to remove heavy
metals like arsenic, mercury or lead from the organism, other detoxifying diets, gluten-
free and casein-free diets, and naturopathy.

The idea behind these methods is that certain toxic substances have penetrated
into a child’s organism with contaminated food or vaccines, and poison their brain.
The wide-spread notion underpinning this idea is that the functioning of the bowels
directly influences the functioning of the brain, as one of our respondents, a mother
of a boy with autism, formulated: “Bowels are the leading edge of the brain”.

The normalisation of the digestive system and the elimination of poisonous sub-
stances are often seen as a prerequisite for restoring the brain cells, which in turn will
lead to recovery. These notions spread partly due to the efforts of various centres and
organisations of alternative medicine that sell detoxifying medication or offer expensive
courses of treatment, sometimes online. For instance, the idea that autism was a dis-
order caused by external toxins and certain foods in combination with low immune
response was once popularized by the “Defeat Autism Now” project launched by the
Autism Research Institute in the USA. The project has been closed down, but there are
still numerous web-sites, claiming that they adhere to this movement and advertising
medication for chelation and detox. As one of such website states:

“The central nervous system is not an isolated system. Its activity is based on three other systems:
immune system, digestion system and detox system. It is in the bowels that food, and all necessary
vitamins and minerals are absorbed, it is in the bowels that the hormones regulating the central
nervous system, are produced”.

This kind of body image or body / psyche interaction model is also sometimes dis-
seminated by the representatives of official biomedicine:

“Our gastroenterologist said that his bowels are in a very bad state. And the bowels are directly con-
nected with the brain, so it would pay to take diet. [...] The bowels, the gut flora are underdeveloped,
and the gluten absorption is upset. The ferments are insufficient, and gluten poisons the brain”
(Natalia, mother of a child with autism).

9  htep://www.autmedic.com/ (accessed 20.06.2019).
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Similar arguments can be easily found in numerous tabloid articles on the Internet,
and parents eagerly adopt them and disseminate them to various forums and discussions
in social network communities. Sometimes parents themselves are involved in the mar-
keting of dietary, detoxifying or naturopathic medication. At their personal web-pages
they usually advertise certain drugs through telling the story of their child’s “miracle
recovery”. An outsider might not notice the traces of recovery, like in the case of one of
our respondents, who advertises the bee product medication “Tentorium” through the
story of treating her daughter'®. Her adolescent daughter remains completely socially
and physically maladapted, spending all of her time at home, in an outdated wheel-chair
by her mother’s side. For the parents themselves, however, the effects of taking the drugs
are obvious. The marketing strategies usually use the rhetoric of eschatology narratives
and conspiracy theories, manipulating people’s fears of environmental pollution and
ecological catastrophe or risks of protein over-eating,.

Some commercial centres, or clinics as they call themselves, specialise in con-
ducting tests on detecting casein (milk protein) and gluten (protein found in grains)
intolerance, as due to the causal theories described above, gluten and casein intol-
erance is not just a sensitivity for certain foods, but a trigger for autism or other
developmental disabilities:

“At first, we had taken the gluten and casein intolerance test here, in Russian, in In-vitro labs, and
they didn’t show anything bad, both were within the norm. And then we found a woman, from
a Defeat Autism Now clinic, we chatted on Skype with her. She said we'd rather send Mike’s pee to
France, to the Phillip Augustus clinic, and it would show with a hundred percent accuracy if there
was gluten or casein intolerance. We sent his pee, and the tests proved Mike had both gluten and
casein intolerance” (Anastasia, mother of a child with autism).

The medical test offered by the alternative medicine representative and taken in
the “Phillip Augustus clinic” in France, whether it exists or not, should look more
convincing for parents, then a test in a biomedical lab in Russia, and the aim of it is
to sell the service, or later on dietary goods, to parents. In a similar clinic Mike was
diagnosed with “candida” disease, and to stop its growth he was prescribed a strict diet
and certain medication. According to Anastasia, the doctors claimed that the autism
symptoms, like stimming or stereotypical behaviours, would decline with the decline
of “candida”.

Anastasia set Mike on a casein-free and gluten-free diet, and she noticed improve-
ments in both the functioning of her son’s digestion and the normalisation of his
behaviour. When Mike managed to steal some prohibited pastry from the kitchen, she
found him stimming more and laughing nervously, due to gluten. Many parents see

10 See http://www.dcp-recovery.ru, in Russian (accessed 20.06.2019).
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connection between the casein- and gluten-free diet or a certain ferment intake with
positive behavioural changes and developmental progress as absolute.

Such therapy offered by numerous commercial alternative medicine organizations
resonates with parents” hopes for finding the magic pill after investing time and effort
into visiting various biomedical specialists. The way the alternative medicine special-
ists or web-sites elaborately explain how the therapy works, which is usually not the
case with the representatives of biomedicine, is also attractive and looks trustworthy.

Anastasia, however, managed to keep Mike on a diet for a year only, though she
found the therapy successful. She admitted that soon she felt tired of constantly baking
gluten-free bread, and it was impossible to guarantee that Mike would not eat the same
products as other family members. It is usually the case that family routines finally
fail to be organised in such a way as to incorporate strict dietary schemes. Besides,
many parents take their child off the diet because their negative emotional reactions
to the restriction of habitual or delicious foods override the positive effect of the diet
that parents notice.

In the case of Anastasia and some other parents, the fact that they turn to numerous
and diverse specialists, including dubious online services, might be due not so much
to their belief that therapy would work. It is rather a result of the desire to fulfil the
role of good and responsible parents, who do everything possible to rehabilitate their
child, and in this manner to try to make up for the blame they feel for their child’s
non-normative development.

It should be said that children with developmental disabilities, autism in particular,
often have problems with digestion, which is sometimes due to the limited assortment
of foods they choose to eat, and problems with digestion, like in any children, may
cause mood changes. Children with developmental disabilities might have gluten and
casein intolerance or any other food allergies, as often as other people might have them,
and keeping casein-, gluten-, lactose-, and-so-on-free diets might be necessary for them.
There are also certain diseases that are caused by metabolic problems, where special diet
is the only therapy. For instance, in the case of phenylketonuria such problems might
lead to central nervous system damage and cause intellectual disability. Our experts,
the representatives of biomedical evidence-based science, deny the same scheme in case
of autism and other popular developmental disabilities. Families with children with
disabilities form a whole market for the manufacturers of dietary products supported
by the mythology around certain foods.

Though these cases demonstrate that rehabilitation of a child with disabilities usually
blends various approaches and methods belonging to different systems of knowledge,
the divergence of the biomedical doctors’ and parents” points of view and medical
systems they adhere to, sometimes lead to conflicting interpretations of children’s
behaviour. Thus in our materials there is an illustrative case. Christina, mother of Nina,
interprets her unruly behaviour as, in the first place, the side-effects of antipsychotic
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drugs, prescribed by a public psychiatrist, and in the second place, a result of violations
of gluten- and casein-free diet, that she administered to her daughter herself. The public
psychiatrist, who is in charge of Nina’s treatment, claims that her psychotic attacks
are a direct result of a restrictive diet, imposed by her mother, when Nina became
deprived of her favourite food. Christina is also experimenting with the dose regimen
of antipsychotic drugs because she does not trust the public psychiatrist’s prescriptions
and she is critical of the public psychiatry at large. Such cases of self-prescription and
self-medication, according to Sylvie Fainzang, are socially meaningful, rooted in certain
cultural ideologies and can be interpreted as political acts (Fainzang 2013).

DISCUSSION AND CONCLUSION

In his blog, targeted, among others, at parents of children with disabilities, Russian
child psychiatrist Elisey Osin (Osin 2012) reviews several research papers describing
autism placebo trials related to secretin (for English see, for instance, Sandler ez al.
1999; Sandler, Bodfish 2000; Esch, Carr 2004). At the end of the 1990s there was a big
buzz around the new medication that helps to cure autism. Secretin, a hormone that
regulates secretion in the digestive system, was noticed to instantly improve a child’s
behaviour and boost their progress. Clinical trials were organized.

The medical personnel, scientists, and parents were all agitated and nervous,
families were sharing their expectations and hopes, and everyone had the feeling
that something very extraordinary was going on because the long-hoped treatment
for autism was finally about to be discovered. The atmosphere of the experiment
was solemn, the drug was slowly injected into children veins, one after another, the
liquid with the new magical drug was flowing through the tubes, and for the par-
ents it was more than just a liquid, but a promise that their child would be cured.
Consequently, parents were asked several times to assess the children’s behaviour
and progress, and thirty percent of the families who participated in the experiment
noticed positive physical and psychological changes, as well as improvement in mood
and communication skills. However, all those changes could not be explained by
the effect of secretin, because in fact children were injected with saline solution.
The results the parents recorded were due to placebo effect. Their aspirations and
belief in the new miracle drug, the expectation of physicians, the atmosphere of the
experiment and the buzz around secretin determined the results. Parents started to
notice naturally occurring behaviour and progress, and perhaps they began to pay
more attention to children, and the children were emotionally responsive to their
positive stance. This is also an example of the work of the symbolism of the modern
biomedical clinic, which is similar to the effectiveness of shaman’s symbols in the
famous Levi-Strauss essay.
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The results of the therapies described in this paper are in many cases also due to
the work of the placebo effect, and the nocebo effect, when parents notice negative
changes in child’s behaviour, like in examples of breaking the diet. The example of
parents and children with disabilities undergoing therapy illustrate that placebo is in
the first place a social, and socially distributed, rather than a psychological effect. In
a similar way the ritual healing of the cattle is effective because its target is the owner,
rather than the animal itself.

The placebo effect is maximised when the therapy is expensive, fashionable, or
offered by a prestigious specialist or organisation, especially foreign, or residing far
away. The more money or effort the parents invest, the more obstacles they overcome,
the more effect they see. The performative elements of the therapy and detailed expla-
nations of how it works might also be relevant. Like with secretin, parents tend to
attribute the natural progress in their child’s development and positive changes that
might have been triggered by pedagogical intervention or other factors, to the work
of the therapies, specialists or institutions they trust most, and the trust is to a large
extent based on price, status, exclusiveness and popularity.

The existence of the placebo effect is a condition for the existence and proliferation
of numerous institutions around disabilities, and popular psychiatric and neurological
diagnoses in children, autism among them, seem to create a whole industry of services,
resulting in the disability rehabilitation sphere becoming highly commercialized.
In the context of the lives of families raising children with disabilities in present-
day Russia disability becomes a means of making commercial profit, rather than an
object of care and support, as presented in the public social policy and prevailing
paternalistic discourse.

The materials presented in this paper also show that in everyday practice the bound-
aries between biomedicine and alternative medicine are blurred. Thus, a paediatrician
might advise a parent that her child should take up the bioacoustic correction proce-
dure, while the typical neurologist would prescribe a nootropic drug to a child with
autism or Down syndrome, though there is not enough evidence that it is effective in
these cases, and would use the same patterns and metaphors to explain how the drug
works, as web-sites selling the bioacoustic correction service. This is not to say that
the work of biomedicine and its symbolism are equally bound to the placebo effect.
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In a public primary school in a middle sized Polish town, research was conducted in which a number
of children were diagnosed with a new tool for identifying ADHD. This situation serves as the point
of departure for an ethnographic reflection devoted to contemporary practices of diagnosing children’s
mental health. The screening programs, which are more frequently permeating Polish schools, generate
a category of “patients-in-waiting”, who can be defined as children, who remain in an intermediate posi-
tion between illness and normalcy. It is they who are the potential recipients of further diagnostic acts
and therapies and they co-constitute a dynamically developing area of neuroeconomy.

* * *

W jednej z publicznych szkét podstawowych w $redniej wielkosci polskim miescie przeprowadzono bada-
nia dzieci przy uzyciu nowego narzedzia stuzacego do diagnostyki ADHD. Sytuacja ta stala si¢ punktem
wyjscia dla refleksji etnograficznej na temat wspétczesnych prakeyk diagnozowania zdrowia psychicznego
dzieci. Programy wezesnego wykrywania zaburzer, ktére coraz czesciej wkraczaja do przestrzeni szkolnych,
generuja kategorie ,pacjentéw-w-oczekiwaniu” — oséb, ktdre przez dtuzszy czas znajduja si¢ w pozydji
liminalnej pomiedzy choroba a normalnoscia. Sa to potencjalni odbiorcy dalszych dziatai diagnostycznych
i terapii, wspétkonstytuujacy dynamicznie rozwijajacy si¢ obszar ,neuroekonomii”.

Keywords: ADHD, neurotechnology, diagnosis, medicalisation, Poland, patients-in-waiting,
neuroeconomy

“Scientific objects may not be invented, but they grow more richly real as they become entangled
in webs of cultural significance, material practices, and theoretical derivations” (Daston 2000, 13)

1 This research was financed by the Polish National Science Centre (Narodowe Centrum Nauki — NCN)
under the FUGA scheme (grant number: 2015/16/S/HS3/00150).
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This paper? is about ADHD?, and a diagnostic tool, namely an ADHD scanner
that was used in a local school in Poland to preliminary diagnose children. The ADS-
can system was initiated in Germany as a result of cooperation between a commercial
company and academic institutions with the common aim of creating a tool for an
objective diagnosis of ADHD. The diagnostic process requires space of a particular
dimension, a chair, a measuring apparatus, analysis software, as well as a person to
diagnose and one to be diagnosed. The diagnosis comprises two steps. The first part
includes a Continuous Performance Test (CPT) used to assess attention processes,
impulsivity and reaction time. A child, following instructions, is required to press a but-
ton on a sphere which he or she holds in his/her hand when specified symbols appear
on a small device placed in front of him or her. The second part of the test employs
Doppler radar technology which measures the frequency and intensity of a child’s
bodily movements. The child is expected to obey the instruction to sit still until the
diagnostician announces the end of the test. The collected data is then analysed by
software called an ADScananlyzer which produces both graphic and numerical repre-
sentations of the data. This is then compared with a short questionnaire filled out either
by a parent or by a teacher based on the Diagnostic Statistical Manual* — psychiatric
technology widely used in the medical diagnosis of ADHD. A diagnostic summary is
eventually written by the person who conducted the test.

What will follow here is an ethnographic description of the materiality and the
practices that stabilize ADHD through the application of this particular diagnostic tool
in one Polish school. This study hints at the gradual appearance of standard regimes
that enable the circulation of biomedical and neuroscientific knowledge and capital
in the Polish schooling system (see Lakoff 2005), turning increasingly exposed to
medical knowledge and practice, Polish families into potent consumers of diagnostic
and therapeutic practices and situating school personnel as active agents in diagnostic
processes. Relating the ethnographic story of introducing the scanner into a local school
in Poland, I take a closer look at the ways ADHD is being embedded in a local context,

2 Acknowledgements: I would like to thank the editors of this issue, in particular Danuta Penkala-
Gawecka for her guidance and kindness. I would also like to thank the anonymous reviewer of my
article for his/her insights and suggested changes.

3 ADHD stands for Attention Deficit Hyperactivity Disorder. It is a psychiatric diagnostic category
which describes a neurodevelopmental disorder diagnosable in childhood involving symptoms of
hyperactivity, inattention and impulsivity. ADHD is included in such diagnostic manuals as the
International Classification of Diseases (ICD) and the Diagnostic Statistical Manual (DSM) issued by
the American Psychiatric Association. A standard therapy involves cognitive-behavioural programmes
and pharmacotherapy.

4 The information is taken from the Biomed website, a Polish company which uses this technol-
ogy for conducting preliminary ADHD diagnoses in children (https://www.biomed.org.pl/adscan.
heml#breadcrumb; access 5.03.2019).
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material and practical networks and support systems, among others, through the usage
of specific equipment and procedures (Latour 2000). As noted by Lorraine Daston:

“The persistence of scientific objects depends on the institutionalization of practices and an impressive
array of apparatus” (Daston 2000, 12).

The tool I wish to talk about is just one example of a newly institutionalized practice
intersecting commercial and academic interests, as well as the bureaucratic machine
that embeds ADHD in the Polish educational system.

Interpretation of my ethnographic material will take place in relation to recent
discussions concerning;: the medicalization of child development, the encroachment of
diagnostic cultures into schools, the influence of neuroscientific discoveries on contem-
porary society and models of normal child development advances in self-diagnosis, the
infiltration of neurodevelopmental expertise by various actors representing divergent
economic and non-economic interests, as well as the commodification of diagnostic
and therapeutic technologies and services. Finally, light will be shed on the uncertainty
and disorientation generated by the usage of the scanner in primary schools in the
town where I conducted my fieldwork.

ETHNOGRAPHIC FRAGMENT 1

In the winter of 2016, the local Department of Education in Malden® organised
a conference entitled “Diagnosing and preventing psychiatric problems among school
children”. A number of experts were invited to give lectures to an audience composed
of school personnel, mainly psychologists and pedagogues. One of the contributors
was Professor John Markovit