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Introduction

Hope and Uncertainty in Health and Medicine

Bernhard Hadolt and Andrea Stöckl

This edited volume originates from theXIMedical Anthropology atHome (MAAH)Con-

ference “Transfigurations of Uncertainty inHealth andMedicine,” held at theUniver-

sity of Vienna and the Schüttkasten Geras, Austria, in October 2021.1Most chapters

assembled here have been discussed in a draft version at this four-dayworking con-

ference. True to the tradition of MAAH conferences, the conference was held at a

pleasant and somewhat remote venue, providing an ideal setting for intense schol-

arly work and collaboration.This event marked a significant moment, as it was the

first in-person international academic gathering formost participants after the dis-

ruptions caused by the COVID-19 pandemic, due to which it had to be postponed

twice.The palpable joy and relief of being able to meet and collaborate face-to-face

set the tone for the conference. Initially centred around the theme of transfigura-

tions of uncertainty, the communal rejuvenation and scholarly exchange inspired

the idea for this volume, bringing the theme of hope into a more prominent posi-

tion.

In our interconnected and polycentric world, certainty and uncertainty of

knowledge are central to how health and medicine are organised, experienced, and

practised.Despite the rapidly growing extension of evidence-based knowledge, this

very knowledge, its reliability, validity, and relevance, has become contested. Some-

times populism, scepticism, or plain hostility towards science, and “alternative

facts” and “fake news” replace informed debates.This crisis of knowledge-informed

practices becomes particularly relevant in contexts of suffering, illness, and dying

when the viability and well-being of oneself and those close to us are at stake. In

these moments, traditional ways of coping are called into question. As medical

1 We, the conference organisers, would like to thank the University of Vienna for its finan-

cial and organisational support for both the conference and this publication, and Clemens

Schmid for his valuable assistance in organising the conference and providing technical sup-

port. We would also like to express our gratitude to the staff at transcript, especially Dagmar

Buchwald and Katharina Kotschurin, for their dedicated and patient support with this publi-

cation.
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anthropologists have already long ago emphasised, the pursuit of certainty, but

also the value of uncertainty has been a defining feature in most medical practices,

as Van der Geest demonstrates in his contribution to this volume. This is the case

especially for diagnosis and subsequent treatment options (e.g., Jenkins et al. 2005;

Lupton 1995; Nissen and Risør 2018; Street 2014; Van Dongen 1998; Whyte 1997). In

this modality, this quest and the uncertainty that arises are inherent in medical

practice per se but also result from the interconnectedness of diverse heterogeneous

social domains and processes.These are linked to factors such as neoliberalism, the

leaping pace of technological innovation, and shifting political alliances, to count a

few (Andersen, this volume).

As an analytical tool, uncertainty can be conceptualised as a genuine epistemo-

logical crisis in current medical practice and an ontological state for patients and

practitioners immersed in the above-described nexus. What are the key modes of

current uncertainties in health andmedicine, andhowdo they emerge?Howdo they

shape and yieldmedical practices, discourses, and environments?Howcanwemake

sense of the dynamic interconnectivity that linksmedicinewithmany other societal

domains, such as policymaking, public administration, scientific research, the pri-

vate profit-making sector, humanitarianwork, themedia, religion, or law? Inwhich

ways are they generating forms of uncertainty? How can we comprehend health-

related phenomena and the implicated uncertainties as they manifest and change

over time—sometimes incrementally, sometimes abruptly—in different practices,

configurations, and atmospheres? Finally, how can wemake sense of the apprehen-

sions, concerns, hopes, imagined futures, and feelings of the people who affect and

are affected by such processes as they constitute themselves in their specific life-

world?These questions informed our conference in essential ways.

In health and medicine, imagining what the future holds is essential in pro-

pelling people into action.This is true not only at the level of individuals who envi-

sion and carry out everyday activities and long-term plans but also for institutional

practices framed by and unfolding within socio-political ecologies and transfigura-

tions (Adamset al. 2009;Kehr et al. 2019;Mattes et al. 2020; Taussig et al. 2013).Hope

and uncertainty, as key affective and knowledge-related modalities of such imagi-

nations, assume meanings in policing and managing health, illness, and wellbeing

(Novas 2006; Chattoo, this volume). Alongside “risk talk,” medical practice has al-

ways been underpinned by a discourse on hope and the potentiality for a better fu-

ture (Fainzang 2017; Good et al. 1990; Konrad 2005; Mattingly 2010).The proclaimed

medical revolutions, such as the definite cancer cure, have characterised medical

popular discourse and imagination ever since the significant technological revolu-

tionsof the 19th and20th centuries.Contemporary versionsof suchdiscourses focus

on the usages of synthetic biology, gene editing, and Big Data and artificial intelli-

gence (Kirksey 2021). The digitalisation of medicine and patients’ health care data

has informed public debates for the last twenty years. They gained new momen-
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tumwith the hype around powerful artificial intelligence tools like ChatGPT in 2023

(Ruckenstein and Schüll 2017; see also Heitger, this volume). Public health officials

often employ a discourse of the “technical fix” of medical problems (Layne 2000)

and of prevention and risk to tame uncertainty by framing questions of factuality

and potentiality in terms of probability (Stöckl 2010; Taussig et al. 2013; Modelhart,

this volume). In doing so, they contribute to a general climate of uncertainty, for ex-

ample, in debates about controlling epidemics and pandemics.This approach is in-

creasingly politicised, particularly concerning the future impact of climate change

on health and illness and what is referred to as planetary health (Singer et al. 2022;

Baer and Singer 2023).

When examining medical technologies, infrastructures, and materialities,

the technological advances of diagnostic and therapeutic medical procedures and

the—expected and unexpected—field of action that they afford have both facili-

tated and impeded innovation (Hogle 2005; Lock 2013; Mattes 2019; Reinsch, this

volume). This is partly due to the pace at which bureaucracy and the specific gov-

ernance of its application often lag. In the UK, for instance, policymakers allow for

the innovative use of ultrasound in the private sector for keepsake purposes but

prohibit its portable use for diagnostics in general practitioner surgeries (Smajdor

and Stöckl 2018). The increasing need for individual data protection has signifi-

cantly augmented bureaucratic burdens on researchers and medical practitioners,

leading to new professional roles such as data managers and artificial intelligence

specialists.These emerging professions deal with the spaces of uncertainty that Big

Data and its sophisticated processing produce (Hunt et al. 2017). Technologically

intensive medical procedures, such as remote surgery, alter the dynamics between

medical practitioners and patients as well as between different generations of prac-

titioners. Body parts and substances are being further decontextualized from real

humans and re-contextualised in newways than ever inmedical history (Landecker

2000; Waldby and Mitchell 2006; Hadolt, this volume). Tablet computers, mobile

phones, and various software applications are increasingly used in settings such

as psychotherapy (Stöckl, this volume). In rural areas of the Global South, medical

information, such as ultrasound images, is transmitted to specialised medical

centres for diagnostic purposes, creating an impression of diagnostic certainty

(Hunt et al. 2017; Lupton 2018; Oudshoorn 2011). While these technologies offer

an opportunity for improved diagnosis, they also contribute to the lack of funding

for rural areas. The relationship between the Global South and the Global North

affects how medical products and services are produced and distributed and how

ideas,materials, and people travel.This relationship also shapes research practices,

including clinical trials, stem cell research, and their associated ethical dilemmas

(Abdalla 2018; Cohen 2005; Müller-Rockstroh 2012; Sunder Rajan 2007).

The dual nature of uncertainty and hope is also evident in moral quandaries

and health policing. Ethical andmoral dilemmas inmedicine andmedical research
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practice have contributed to the development of new legal practices in some coun-

tries butnot in others, e.g., fosteringmedical tourismwithin andbeyond theEUdue

to these disparities (e.g., De Looze 2016; Inhorn 2003; Petryna et al. 2006; Wailoo

et al. 2010).The commodification of health, particularly in the case of personalized

medical devices such as self-tracking wearables and ultrasound keepsakes, has

furthered this trend. They introduce new means of quantifying and economizing

health and healthcare, including changes in health insurance regimes (Farrington

and Lynch 2018;Heitger, this volume).The advent of gene editing raisesmoral ques-

tions about accessibility and equity in its benefits (Kirksey 2021). Biorepositories,

while helping to identify trends in population health, often oversimplify individuals

into mere data points removed from their diverse life contexts. At the public health

level, various modes of moralities and new alliances, such as those between NGOs

and large corporations, e.g., in vaccination policies funded by big businesses, are

observed (Graham 2016). Unregulated technologies generate vast amounts of data,

which could potentially be used to shape public health policies in ways that might

favour stakeholders’ interests over the public good. There is a widespread demand

for certainty from the public, medical practitioners, researchers, and companies, a

demand that policymakers, legal courts, and public health, with their discourse on

probability, often struggle to fulfill.

The role of affectivities and social atmospheres must also be addressed when

examining hope and uncertainty in health and medicine. Emotions, affects, and

feelings not only play a part in how individuals make decisions about their care

for themselves and others (Hadolt 2018; Démolis, Buclin and Foley, this volume;

Hsu, this volume) but also significantly impact organisational practices and policy

making in public health (Martin 2007; Novas 2006; Fortin and Lessard, this vol-

ume; Risør and Nissen, this volume). As uncertainties proliferate, so do anxieties.

Policymakers often rely on psychological concepts such as resilience and coping

strategies rather than addressing anxieties. This fosters a trend toward expecting

populations to be more resilient, particularly in facing health challenges related to

aging, lifestyle choices, and climate change.The emphasis on self-optimization and

individual responsibility in policymaking contributes to new subjectivities of health

and illness, often creating a misleading sense of certainty based on quantifiable

data (Rose 2007). At the individual level, people frequently cope with these uncer-

tainties and responsibilities by turning to conspiracy theories andmisinformation,

such as the unfounded belief about vaccinations and refugees being responsible for

spreading diseases (Drążkiewicz 2023).

This volume is organised into four parts: (1) Pragmatics of hope and uncertainty ex-

plores the broader conceptual andmoral aspects of uncertainty and hope in health-

care, challenging traditional medical reasoning and underscoring the value of em-

bracing ambiguity in medical ethics and decision-making. (2)The techno-sphere in-

vestigates the role of emerging technologies inmedical and health-related practices
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and identities, examining the intertwining ofmedical uncertainty andpotential im-

plicated in medical advancements in self-knowing, therapeutic, and diagnostic de-

cision-making, andnovel understandings of bodily processes. (3)Healthmanagement

analyses the adaptation of health policies and practices in response to technological

and socio-material shifts, addressing issues like antimicrobial resistance, polyphar-

macy, and the development of tele-mental health. (4) Finally, the part on Individual

and socially distributed emotions focuses on the affective and social dimensions within

health contexts, discussing the interplay of affectivity and sociality in negotiations

aboutmedical diagnosis, the experience of (non)recovery in chronic conditions, and

socio-material practices surrounding fermented foods and their health benefits.

Pragmatics of hope and uncertainty

We enter the discourse with a section on pragmatics of hope and uncertainty. This

section explores the broader conceptual and moral implications of uncertainty in

meaning-making in health and medicine, opening the space for a nuanced balance

between embracing uncertainty and navigating ethical responsibilities in complex

medical scenarios.

Sjaak van der Geest invites us to ponder whether uncertainty might also be a

good thing and whether we should embrace it rather than try to eliminate it. He

takes us on a journey through debates from philosophy tomoral and spiritual guid-

ance to art and psychology, showing that the importance of accepting uncertainty

is increasingly debated as a standpoint.There is even “wisdom” and “courage”’ to be

found innot knowing,and “agnosticism” is gaining acknowledgment as the only “ra-

tional”position,not just in religious contexts.He reflectsupondebates inanthropol-

ogy, and here especially in medical anthropology, with the unease to conceptualize

the human person as a rational being or as a machine and argues that rationality

became rationalization in that we do things and produce a reason afterwards. In

his deliberation on the embrace of uncertainty, Van der Geest also reminds us that

being able to do so might be a privilege that not all social actors can embrace, e.g.,

doctors who must decide to treat someone regardless of whether the intervention

might work or not. Yet, he concludes, there is growing recognition that uncertainty

could be seen as a superior way of knowing and, contrary to what wemight believe,

is not a “destroyer of hope.”

Sylvie Fortin and Sabrina Lessard follow this introduction to the theme by

analysing fieldwork carried out in Paris and Montreal in paediatric intensive care

and haematology-oncology units as well as in geriatric hospital wards and long-

term care facilities. They explore how the evolving landscape of medical and phar-

maceutical advancements blurs the lines between disease-directed and palliative

care, especially as formerly fatal illnesses become chronic. This transformation
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alters the therapeutic project in cases of life-limiting illnesses or critical condi-

tions. Physicians are sometimes inclined towards a palliative approach, providing

active treatments that prolong life, whether briefly or for an extended period, while

prioritizing patient comfort. Alternatively, the promise of scientific research and

innovation can inspire a more proactive medical approach, fuelling a cycle of hope

and trust. Fortin and Lessard draw our attention to issues of timeliness: when

biomedicine is seen as supporting life, a trade-off between enduring never-ending

treatments now for potentially better times ahead becomes apparent. They show

how doctors and other healthcare providers grapple with this balance between

immediate quality of life and life extension, challenging traditional notions of care

and ethical responsibilities. In settings characterised by uncertainty, hope, and

trust, the moral roles of doctors and other healthcare providers as caregivers are

complex, sustaining action, even in the face of the likelihood of death.

The techno-sphere

The second part of the collection deals with the increasing impact of the techno-

sphere on our understanding of what it means to be human or, indeed, to become a

human being. It investigates how emerging (and old) health practices and technolo-

gies, including self-tracking and novel medical treatments, are reshaping medical

and health-related practices both inside and outside hospital settings, presenting

both challenges and opportunities for shifting policies, comprehension, and ways

of dealing with health problems.

Anna Heitger starts the discussion with a chapter that focuses on the practice

of self-tracking in health and fitness.Drawing on ethnographic research conducted

between 2017 and 2019 with users of self-tracking technologies and self-tracking

start-ups in Vienna and Berlin, she explores how self-tracking as a practice and

entrepreneurship intersects with the broader themes of health management, the

role of technology in personal wellbeing, and the quest for deeper self-knowledge

through data.Heitger argues that self-tracking practices, which lie at the fringes of

medical expertise, challenge the traditional boundaries between medical and non-

medical practices.They foster a new way of “doing health” by quantifying activities,

bodily states, and processes, making health a continuous individual responsibility.

It transforms health from being a state to an ongoing practice in which users nav-

igate their lives and well-being as informed, responsible citizen and consumers.

The self-tracked body, constantly objectified in its quantifiable aspects e.g., water

intake, heart rate, and sleep pattern, becomes the site of both concern and doing

health, where users attempt to take charge of their health-related behaviour.While

the past appears as fixed, represented by the recorded data that can be accessed

at any time, the potential for change lies in the openness of the very present and
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the ontological uncertainty of the body’s future state, opening possible pathways

to better future wellbeing and thus creating a sense of hope in a broad, more gen-

eral way. Heitger concludes that self-tracking technologies and their mobilisation

in “doing health” can be interpreted as part of an increasing individualization,

responsibilisation, and economization of health in general.

In her ethnography, based on fieldwork carried out between 2017 and 2019,

Sangeeta Chattoo takes us to another continent, namely India. She delves into the

experiences of patients and their carers dealing with thalassemia, a severe, poten-

tially life-threatening blood disorder, and their decision-making regarding the use

of thalidomide, a controversial treatment within clinical literature and practice.

Her chapter highlights the complexities and uncertainties inherent in choosing this

novel therapywithin the broader context of a “political economyof hope and caring,”

challenging conventional understandings of medical evidence.The ongoing debate

about thalidomide’s safety and effectiveness in treating thalassemia highlights

the intricate hierarchy in clinical practice that determines how evidence is used to

justify medical improvisation and change. Chattoo aims to understand the moti-

vations and therapeutic paths of those seeking new treatments amidst uncertainty

and financial burden. The analysis is framed theoretically around the concepts of

potentiality and precarity. It sheds light on the importance of the context in which

thematerial reality of the disease and the risks, uncertainties, and hopes associated

with new treatments unfold over time.This exploration into uncharted therapeutic

terrain blurs the lines between treatment and cure, shifting the focus to the ev-

eryday, often mundane aspects of ongoing care. This perspective challenges us to

consider the “ordinary, chronic and cruddy” nature of care in the face of chronic

illness.With her contribution,Chattoo also contributes to an understanding of how

novel therapies create new perspectives on timeliness.

Stefan Reinsch’s chapter further explores how novel technologies are changing

the perception and implementation of medical interventions in clinical practice.

Based on his ethnographic studies with German women, Reinsch describes how

since 2012 pregnant women in Germany have been able to opt for non-invasive pre-

natal testing (NIPT) for inherited genetic conditions.This test, which only requires

a blood sample from the mother, presents a safer alternative to amniocentesis,

which carries a risk of inducing miscarriage. He argues that in societies driven by

neoliberal and techno-scientific values, the “elimination of risk” and the “promise

of knowledge” are powerful cultural narratives. Using two detailed case studies of

women’s involvement in NIPT, Reinsch examines how the introduction of NIPT

affects the way prenatal genetic diagnostics are perceived and utilized. He notes

that while NIPT aids in normalizing prenatal genetic testing, it also brings with

it new uncertainties, particularly regarding potential disability and its impact on

family dynamics. He argues that women are not only succumbing to technology;

rather, some use NIPT pragmatically as a means of gaining knowledge, viewing it
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as a tool in the logic of testing and preventing disability. Conversely, other women

decide against NIPT, wary of its implicit demands and obligations. Instead, in

an alternative but complementary logic of caring, they prioritize the embodied

and experiential knowledge they gain from the natural course of pregnancy and

their developing bond with their unborn child. Reinsch’s work thus illuminates

the nuanced ways women navigate the evolving landscape of prenatal technology,

balancing the promises of scientific advancement with personal beliefs and values.

Bernhard Hadolt’s contribution, the last in this part of the book, also deals

with reproduction. Drawing on ethnographic fieldwork in Austrian fertility clinics,

Hadolt explores the complex interplay of hope, uncertainty, and temporality that

defines In-vitro fertilization (IVF) as social practice in important ways. In following

IVF users through the dramatic ups and downs of their quest for a baby, he high-

lights the situated and intentional nature of IVF users’ experiences, underscoring

their essentially pragmatic stance and the pivotal role of hope as a driving force in

navigating the uncertainties and challenges of the treatment process. This hope,

however, is not unbridled but is carefully modulated to balance the desire for a

successful outcome with the risk of potential failure. The author argues that hope,

in its relationally distributed form, is an integral part of the social practice of IVF,

organizing the actions and decisions of those involved and sustaining IVF treat-

ment. In this regard, Hadolt points to the unique temporal dynamics of IVF, where

the journey towards pregnancy is marked by distinct phases, each with its own

emotional and practical challenges. The cumulative nature of IVF, where each step

must be successfully mastered to maintain the possibility of pregnancy, creates a

temporal structure characterized by immediate, short-term goals juxtaposed with

the overarching goal of achieving pregnancy and parenthood. Hope resides in un-

certainty aboutwhat is,whatwill happen, and how best to deal with it. Using knowledge

as a tool to manage uncertainty can paradoxically increase it, as is evident in the

final phase of IVF treatment, embryo transfer, and implantation. Detailed medical

knowledge about what can “go wrong,” inconclusive pregnancy test results and

certain bodily feelings may lead to situations where being pregnant is not simply

binary but can be understood in gradations as being “a little bit pregnant” that

requires work to make the pregnancy “real.”

Health management

In the third part of the book, we look at how health management and governance

deal with the challenges brought about by the developments in the technosphere.

This section delves into how these developments, alongwith broader socio-material

issues related to ways of living and the pandemic crisis, reshape practices, policies,

and perceptions within the health sector.
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We first follow Rikke Sand Andersen’s analysis of the rise in solo living as a

global trend and its repercussions on the politics of care. Andersen explains that in

Denmark,where she conducted extensive ethnographic fieldwork on the topic from

2020 to 2021, solo living is supported by an egalitarian approach to caregiving and

is considered a conventional lifestyle choice. However, in many societies, solo living

intersects with the ongoing normalization of family and private homes as primary

settings for caregiving. Drawing on critical feminist care theory and discussions of

vulnerability to understand human subjectivity, Andersen embarks on a journey to

uncover the evolving landscape of the social organization of care work in Denmark.

Furthermore, she explores the vulnerabilities and social dynamics that become ap-

parent within these emerging contexts.Through a careful examination of two cases

of two cancer patients living alone, Andersen investigates how individuals living

alone navigate their daily lives within the realm of cancer care. Reminding us that

vulnerability is not an inherently personal trait but is instead shaped by structures

of power, privilege, and oppression, she identifies two key types of what she consid-

ers emerging vulnerabilities: relational vulnerabilities, which refer to the growing

social and moral tensions that surface when seeking access to care, and vulnerabil-

ities to the self, which Andersen defines as “the loss of abilities to engage in world-

making activities.” She argues that care politics itself is the “architect” of human

vulnerabilities, producing both relational vulnerabilities and vulnerabilities to the

self.The current interplay between caregiving and embodied existence in Denmark

makes solo living in severe disease possible yet extraordinarily challenging.

AntoniaModelhart’s chapter looks at antimicrobial resistance (AMR) in German

hospitals and the threat that AMR poses to both global health and the individ-

ual health of patients and those working there. Based on interviews Modelhart

conducted with hospital hygiene specialists who work in and outside of hospitals

in Hamburg, Germany (mainly nurses and physicians, but also researchers in

academia and patients), she describes how these professionals understand and deal

with the increasing challenge of bacterial resistance and the decreasing effective-

ness of antibiotics. Using the analytical lens of microbiopolitics and the intricate

dynamics and negotiations involved in managing microbial life, she examines the

vibrant interactions between humans and microbes as they manifest in hospital

hygiene policies and practices employed by hospital hygiene management teams.

Given the fundamental uncertainty concerning bacterial composition, patient re-

silience, the case-specific effectiveness of antimicrobial therapy, and the uncertain

future of antibiotics in general, these practices, among which risk-adapted screen-

ing of patients is critical, are characterised by a careful case-by-case and day-to-

day assessment and governance of microbe-human interactions that consider the

specific “microbiologies” at a place as they evolve. Modelhart argues that this ap-

proach to dealing with the risk of antimicrobial resistance echoes post-Pasteurian

biopolitical thinking. This promotes a more nuanced understanding of microbial
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life that acknowledges the ubiquitous and often beneficial presence of microbes

and their complex relationships with human health. It promotes hygiene strategies

that aim at managing bacterial compositions and preventing infection rather than

eliminating colonization.

In the next chapter in this section, Rachel Démolis, Thierry Buclin, and Rose-

Anna Foley discuss the complex and often overlooked issue of polypharmacy among

older people in Switzerland.The authors shed light on the paradoxical reality faced

by these polymedicated elderly patients,who find themselves in a dilemma between

the need to take multiple drugs for chronic conditions and the awareness of poten-

tial adverse effects and insufficient research on drug interactions. The authors ex-

plore the subjective experiences of these elderly patients and how they give mean-

ing to these experiences. They describe how they find strategies in dealing with ia-

trogenic risk and related uncertainty and perceive and interpret their illnesses and

healthcare practices. This exploration is framed within a larger socio-cultural con-

text, considering the impact of economic, institutional, cultural, and political fac-

tors on the patients’ narratives and healthcare experiences. Démolis, Buclin, and

Foley argue for an approach to understanding such health dynamics that moves be-

yond the conventional analysis of macro-social dimensions that determine health

behaviour. Instead, they emphasise amore fluid and interactiveprocess inwhich the

roles of health professionals, health insurance policies, and patients are not static;

they evolve concerning patients’ “lay vigilance” over their polypharmacy, highlight-

ing the importance of considering patient agency. Patients’ control over the tem-

porality in which they live, whether in terms of linear “chronos time” or “kairotic

moments” (as in medication accidents), is crucial here.

In the last chapter in the third section, Andrea Stöckl, a social-cultural anthro-

pologist and a psychotherapist by training, reflects on her experiences as a newly

qualified psychotherapist practicing in pandemic times in Austria. Using an auto-

ethnographic perspective and focussing on somatic attention, she analyses the im-

pact of delivering online therapy and the challenges of bringing together ethical and

legal regulations, technical knowledge, and the need for clients to remain in contact

when everything else seemed to fall apart. She sets her own experiences in the con-

text of the rapidly changing field of telemedicine and mental health. Clients have

actively driven this change because of the ever-growing demand for psychological

help in uncertain times. While the professional body of psychotherapists in Aus-

tria has viewed the delivery of mental health care via technology with scepticism

due to their stance that it is the direct interpersonal relationship between therapist

and client that drives the healing process, clients have welcomed the integration of

tools such as Skype, Zoom andWhatsApp because it allowed them to engage in the

therapy process from the comfort and safe space of their own home. Legal consid-

erations propose that therapists had no special training in online training,were not

awareof thepitfalls of dataprotection issues,and thuswouldfind it difficult to guar-
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antee the privacy of the treatment. Continuous professional training has caught up

with these issues in the meantime. Privacy is one of the cornerstones of successful

therapy.Thus, the notion of trust would have to be renegotiated to make an already

impossible professional relationship more certain and trustworthy. Stöckl looks at

some areas of the relationship between clients and therapists that might have to be

rewritten while using online therapy, one of them being the corporeal part of the

encounter.

Individual and socially distributed emotions

We have arrived at the book’s last section, which looks at individual and socially

distributed emotions. In this section, we take a journey from Norway to Spain and

France, and finally to Switzerland, exploring the affective and social dynamics of

health and illness related to diagnosis-making, fighting for recovery, and the culi-

nary art of producing and consuming fermented foods.

Mette Bech Risør and Nina Nissen examine the diagnostic processes surround-

ing chronic fatigue syndrome (CFS) as they take shape in Norway. They argue that

despite the perception of biomedical knowledge as indisputable, there is often

a significant level of epistemic uncertainty associated with these processes. This

uncertainty is particularly pronounced when symptoms do not conform to estab-

lished disease models. Drawing from their ethnographic fieldwork conducted at a

Norwegian university hospital, they show that this discrepancy frequently arises in

cases of chronic fatigue, leading to complex processes of diagnostic negotiations

in which, against the backdrop of various factors such as health agendas, bodily

experiences, and relational competences, the mutual and situational involvement

of the actors (doctors, psychologists, occupational therapists, patients) is central.

The authors emphasize that the affective aspects of the clinical encounter play a piv-

otal role in comprehending the diagnostic journey, showing that these encounters

are influenced by biomedical expertise, institutional routines, and the neoliberal

approach to healthcare, all of which contribute to a multifaceted web of concerns

and interests involving all participants. By drawing on the notions of affective

atmosphere and affective attunement, Risør and Nissen show how patients and

health professionals, and health professionals with each other, become affectively

aligned or synchronised in an intersubjective process of diagnostic assessment,

contributing to the potential for change,understanding, andmovement in the diag-

nostic and treatment processes. Highlighting the affinity between affect, hope, and

potential, the authors suggest that hope anticipates what has not yet materialized,

and the disposition of hopefulness can have a transformative effect on suffering

individuals; hope is an “ability to affect and be affected by the world”.
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Thesecond chapter in this section by LinaMasana takes us not only to Spain and

France but also on a journey through the lives of people who live with locked-in syn-

drome (LIS). LIS, which in most cases results from a stroke in the brainstem or in

connection with neurodegenerative disease, is characterised by the fact that those

affected are, to varying degrees, unable to move (quadriplegic) or speak (anarthric),

while remaining conscious, mentally alert, and able to see, hear, and feel, and most

importantly by its poor and highly uncertain prognosis. In her chapter, Masana ex-

plores LIS with a focus on the challenge of this rare medical condition to the notion

of recovery among healthcare professionals, patients, and their families. Based on

ethnographic research about people living with LIS carried out in France and Spain

from 2019 to 2021, she looks at the lived experience of LIS from the perspective of

those suffering from it as they “fight” for recovery.The author argues that livingwith

LIS and the prospects of recovery are marked by what she calls the “certain uncer-

tainty of LIS”: very fewmay fully recover from LIS, somemay not recover at all, and

many will experience varying degrees of partial recovery. Mapping the high vari-

ability of LIS in the illness trajectories of those affected,Masana shows that fighting

for recovery comes with significant financial, emotional, and moral burdens. It re-

quires access to technical aids and continuous, specialized professional care over

the years, coupledwith the persistence and personal commitment of those affected.

Nevertheless, some individuals dedicate themselves tirelessly to this process, while

others do not.The reasons include various factors such as personal health situation,

professional support, family backing, living conditions, andfinancial resources.Es-

sentially, the pursuit of recovery with LIS is an endeavour against uncertainty and

odds and a challenge to medical prognosis. It is,Masana says, about regaining con-

trol over their changed lives andbodies.She concludesbypointingout that “fighting”

for recovery in LIS is controversial because the notion assumes a medically created

certainty based on inherent uncertainties.

In the final chapter of this volume, Elisabeth Hsu takes us on a very real journey

through mountainous and rural parts of Switzerland. Her inquiry focuses on the

distinctive aspects of various culinary techniques that facilitate fermentation and

how these methods and the connected social practices foster socialities that have

potential health benefits. Drawing on various chance encounters that Hsu made

over the years during her visits to Switzerland, the empirical basis for her analy-

sis is detailed ethnographic snapshots rather than the outcome of a systematic re-

search project. She presents four vignettes that relate to the lived experience of peo-

ple involved in the various processes around the production and consumptionof fer-

mented food: wine and cheese-making in the Italian-speaking canton Ticino, gov-

ernment-supported community events involving the consumption of alcoholic bev-

erages during the Adventszeit (the period before Christmas) in villages at the French-

speakingborder in the regionof the Jura and theRomansch-speakingpart of theEn-

gadin respectively, and a baked cake in the German-speaking canton of Appenzell.
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Based on her delicately written descriptions of her encounters with the socialities

that form around fermentation, Hsu argues that they best be understood as “figu-

rations of fermentation”, emphasising affective processes and atmospheric changes

that also include alterations in the “body ecologic”. Despite the many uncertainties

inherent to processes of fermentation, fermentation as a socio-ecological figuration

is a way of place-making, “empotment” in Hsu’s terms. By forming and cultivating

connections and interspecies dependences with the local environment and its spe-

cificmateriality, fermentation as a “culinary art” both contributes to the specificma-

teriality of a particular place and fosters a sense of connectedness and belonging for

those humans “enskilled” in producing and consuming fermented foods.

In sum, this volume presents a rich tapestry of perspectives on hope and un-

certainty in health and medicine. It offers insights into how these phenomena are

experienced, navigated, and managed across various cultural, social, and institu-

tional contexts andhow they are entangledwith the infrastructure andmaterial cul-

ture within and beyondmedicine.The volume aims to deepen our understanding of

the complexities and dynamics at the intersection of health, hope, and uncertainty

through its diversity of contributions.
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Part I: Pragmatics of Hope and Uncertainty





1 Embracing Uncertainty

Sjaak van der Geest

Uncertainty has been an all-pervasive part ofmy biography.Needless to explain that

being brought up in a devoutChristian tradition that teaches absolute truth (in spite

of a famous biblical passage in which the protagonist rhetorically asks, “What is

truth?”), one is constantly in doubt about these unproven truths. Interestingly, that

very same epistemological not-knowing has been made the cornerstone of believ-

ing. Faith based on knowledgewould not be faith but simply knowledge. Faith is de-

fined as a leap into the unknown, as trust in what cannot be perceived by any of our

(only)five sensesor concludedby logical deduction.“Credoquia absurdum” (I believe

because it is absurd) became a favourite response by theologians (from Tertullian to

Kierkegaard) to sceptics of religion. I hope that this autobiographical starting point

makesmy paper a suitable contribution to this collection of articles about hope and

uncertainty at home, in the sense that it reflects on my most intimate “home”, my-

self.

This somewhat chaotic assembly of ruminations is similar to the fieldnotes that

anthropologists collect and organise as a first step to writing an article or book. In

this case1, the “field” is the desk where I conduct my “interviews” with colleagues

and authors fromother disciplines andwrite downquotes from theirwork thatmay

serve my envisaged article. I have made an attempt to organise the thoughts and

quotations that I have collected so far into four categories or sections: (1) philosoph-

ical debates; (2) uncertainty in search of certainty (knowledge); (3) certainty as a tool

to cover upuncertainty inhumanencounters; and (4) embracinguncertainty/agnos-

ticism.Throughout these four steps run the continuously shifting appreciations of

certainty and uncertainty.The context in which these changing appreciations occur

is the domain of medical anthropology and the wider field of human experience in

general.

The original idea of the firstMedical Anthropology atHome conference in 1998 (and

thereafter) was to discuss and tinker with draft papers in order to make them bet-

1 This chapter is based on a paper presented at the XI Medical Anthropology at Home (MAAH)

Conference “Transfigurations of Uncertainty in Health and Medicine” (2021, Schüttkasten

Geras, Austria). I am grateful to the participants for their comments on the draft paper and

to the editors of this volume for their finishing touches.
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ter. “Perfect” papers were not welcome because they offered nothing to tinker with.

Because of this tradition, I decided to submit this text about uncertainty in an un-

certain state,which reflectsmy own state ofmind. Both content and form revealmy

doubts about claims of certainty in all walks of life and my growing acceptance of

unavoidable and honest uncertainty. Ironically, it forces me to ignore Max Weber’s

admonition that complexity requires precise and unambiguous language. I have of-

ten cited him to convince colleagues or students to bemore precise and clearerwhen

the subject matter of a text is imprecise and unclear: “Scharfe Scheidung ist in der

Realität oft nichtmöglich, klareBegriffe sind aber danndeshalb umsonötiger” (We-

ber 1976: 123).

But before presenting my thoughts about uncertainty, I want to commemorate

the seminal article byMurray Last (1981),who in his eloquentway drewour attention

to the importance of “knowing about not knowing”. Anthropologists have gone out

of their way to “tap” people’s knowledge about anything one can imagine, but never

took an interest inwhat people did not know andwhat that ignorancemeant in their

daily life.Murray Last put not-knowing on the anthropological agenda and has been

a great inspiration formeat several junctions ofmyanthropologicalwork, including

this one.

Debates in philosophy

Obviously, delving into philosophical treatises on epistemology and human anxiety

when facing the unknown is a “mer à boire”. For this occasion, I limit myself—arbi-

trarily—to two themes. The first theme relates to Pyrrhonism. Pyrrho was a Greek

philosopher about whom little is known, but his ideas about scepticism regarding

knowledge have survived thanks to the writings of Sextus Empiricus, who lived in

the 3rd or 2nd century BC.

Themain principle of Pyrrho's thought is expressed by the word acatalepsia, which

connotes the ability to withhold assent from doctrines regarding the truth of

things in their own nature; against every statement its contradiction may be

advanced with equal justification.

Pyrrhonists withhold assent about non-evident propositions, that is, dogma. They

disputed that the dogmatists had found truth regarding non-evident matters. For

any non-evident matter, a Pyrrhonist tries to make the arguments for and against

such that the matter cannot be concluded, thus suspending belief. According to

Pyrrhonism, even the statement that nothing can be known is dogmatic. They

thus attempted to make their scepticism universal, and to escape the reproach

of basing it upon a fresh dogmatism. Mental imperturbability (ataraxia) was the

result to be attained by cultivating such a frame of mind. (Wikipedia, accessed

10–03–2020)
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This early epistemological scepticism, combined with the calm acceptance of its

ensuing uncertainty, strikes me as surprisingly modern (reflected in, for example,

Spinoza, Bayle, Hume, Wittgenstein) and has pushed me to investigate my own

scepticism, as I try to do in this essay. I soon realised that the philosophical dis-

cussions and debates were overwhelming: I would be doomed to achieve at most

some simple reinventions of the wheel. Nevertheless, I thought it useful to take

the philosophical theme of scepticism and suspending (or giving up) knowing into

anthropological reasoning, andmedical anthropology in particular.

The Dutch sociologist Johan Goudsblom preceded me in this endeavour. He de-

scribes in his published doctoral thesis (1960) the unintended consequences of long-

term developments in European philosophy and—more generally—culture. Start-

ing with Socrates, he followed “[…] the development of the ‘truth commandment’

whichpushedgreat thinkers ever further,undermining eachother’s andfinally their

own certainties”.The following quote fromhis impressive study (also translated into

English in 1980) refers to Pyrrhonism.

Pyrrho casts doubt even on the authority of reason, for if reason is completely dis-

sociated from the sensory world, what does it have to offer when it comes to un-

derstanding the world we live in? Is not this knowledge a delusion, too? The one

is as fraudulent as the other:

“Neither our perceptions nor our judgments teach us to know truth or untruth.

Thereforewemust not trust either our senses or our reason, butmust remainwith-

out opinion, unmoved, inclining neither to one side nor to the other.Whatever the

matter in questionmay be,we shall say that one can neither deny nor confirm it, or

that one must simultaneously confirm and deny it” (Aristocles on Pyrrho, quoted

by Brochard 1932: 54).

Pyrrho could be called a silenced Socrates—someone who knows that the truth

is inaccessible and has rejected all striving, even the search for truth, is vain. […]

he makes a virtue of necessity and adopts the stance of the wise man's superior de-

tachment […] [F]or Pyrrho the philosopher is an impartial and serene observer, who

knows that the distinction between truth and falsehood, between good and evil,

is too obscure for human beings, and who has only one moral lesson to teach: be

brave and leave one another in peace. (Goudsblom 1980: 114; my italics)

Clearly,Goudsblomdoesnot follow the radical viewpoint ofPyrrhonism; to “bebrave

and leave one another inpeace”doesnot reallymake sense for an authorwho intends

to share his ideas about human thought and cultural development.His stand is sim-

ilar to the comments by Jerry Green,who also points at the internal contradiction in

Pyrrho’s agnostic scepticism. How can one “who refused to make assertions about

theworld outside of perceptual or intellectual appearances”make such a statement?

(Green 2017: 335). Knowing or not-knowing, we are all caught by contradictions as

soon as we start speaking about knowledge.
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The second theme in my philosophical quandary presented itself almost sixty

years ago, when I studied philosophy. Maurice Merleau-Ponty was my teacher’s

favourite philosopher at that time. One of the concepts of the French philosopher

that grabbedme then and has remained with me ever since was “maudite lucidité”.

Abstract concepts are too easily assumed to represent the reality fromwhere they

have been taken.Merleau-Ponty used the indication précoce lucidité (precocious lu-

cidity) to reject this assumption (Merleau-Ponty 1960: 32). He emphasised the ob-

scure and bodily existence of human beings which is overlooked by a too rational

approach. In more general terms, he emphasised the unreal character of philo-

sophical theories about human beings that exclusively on the basis of reasoning

formulate an explanation. A related term by Merleau-Ponty was maudite lucidité

(accursed lucidity). (ibid.: 33) (Unknown source, my translation from Dutch)

Human reality is complex, dynamic and subjective and cannot be reduced to a

simple statistical quantity. Because of its concrete yet ephemeral nature, reality

can never be completely and “lucidly” known according to Merleau-Ponty. Should

I therefore refrain from speaking clearly about uncertainty and its social and

psychological implications?

Uncertainty in the search for certainty

Focusing on medical anthropology, uncertainty is overwhelmingly regarded as a

problemor obstacle in the quest for certain knowledge, by physicians and caregivers

as well as by patients and their relatives. Medicine was once described in a Dutch

medical PhD dissertation as a “factory of reassurance”, providing patients with

certain knowledge about the state of their condition. Equally, physicians reassure

themselves by being able to reassure their patients.

In probably the first extensive hospital ethnography, Experiment Perilous, Renée

Fox (1987 [1959]) sketches the ambiguity of progressing biomedical science in a

metabolic research group in a US hospital. All physicians are confronted with

problems of uncertainty. Some of these result from their own incomplete or im-

perfect mastery of the available medical knowledge and skills; others derive from

limitations in current medical knowledge; and still others grow out of difficulties

in distinguishing between personal ignorance or ineptitude and the limitations of

medical science.

In a sense, the physicians of the Metabolic Group can be thought of as specialists

in problems of uncertainty—particularly those uncertainties related to limits of

present medical knowledge. As clinical investigators, it was their special role to

work on the periphery of what is medically known […]. (Fox 1987[1959]: 28)
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The above quote points at the uncertainty that disturbs the research team looking

for effective solutions for their patients and struggling with ill-understood mech-

anisms of the human body. In the next quote, Fox cites a doctor who explains that

every step forward in mastering knowledge produces new uncertainties. In addi-

tion, discoveries that lead to improved knowledge are often not the outcome of rigid

testing and scientific reasoning but of coincidence, serendipity.

The advances in knowledge and skill which their work effected helped to clarify

and occasionally even dispel some of these uncertainties. But at the same time, as

in all research, these gains in knowledge frequently uncovered new problems of

uncertainties to be explored. “Things multiply. You solve one problem, and you’re

faced with two others. Things you didn’t know once become obvious. But then

other things you didn’t even know existed arise […].” (Fox 1987 [1959]: 29)

Patients too are worried by the uncertainties that doctors encounter and by the

unpredictability of their condition and the experimental treatments they undergo.

Their uncertainty is complicated by the ambiguities of their incomprehensible

disease. As one patient expressed:

This is a very peculiar disease I’ve got. It’s got all kind of phases, and God only

knows what phase you’re in at what point. The doctors can’t tell you exactly […].

After you’ve had this for a while, you either go in one direction or another. You

reach a point where you either get better, or you get worse. And there’s no fool-

proof way of telling in advance which way you are going to go […]. (Fox 1987 [1959]:

127)

Patients’ anxieties are tempered by instilling hope and encouragement,which is not

so much based on knowledge but on empathy and is at the same time an attempt

to keep the atmosphere on the ward positive. These encouragements are given by

themedical staff as well as by fellow patients. Abraham de Swaan (1983: 161–219) de-

scribed such a “regime of hope” in a Dutch cancer hospital, much to the chagrin of

the hospital authorities, who regarded the observation as belittling their medical

competence and being harmful to their patients (Van der Geest 1989).

Managing uncertainty is also a theme in SusanWhyte’s (1997)QuestioningMisfor-

tune, an ethnography about HIV/AIDS in Eastern Uganda.Whyte’s central intuition

focuses on thepragmatismof theBunyolepeople in their confrontationwithmisfor-

tune and uncertainty.They are unable to create safety in their existence, despite the

diagnostic techniques and explanations available to them.Their solution is amodus

vivendi with uncertainty that Susan Whyte interprets through the “pragmatism” of

the US philosopher JohnDewey. According to Dewey, people try to defuse their con-

ditions of constant uncertainty not with ideas but with actions.Thoughts are not so
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much the drivers of our actions, but rather the result. Acting goes before thinking.

If people are rational, it is mainly because they are rationalising.

Themany suspicions andaccusations, rituals andmedical acts thatBunyole peo-

ple attempt aremostly psychologically effective.They give those involved the feeling

that they are doing something and not watching helplessly. Not optimism, but—in

William James’ terminology—meleorism: maybe it gets a little better, a little hope

in a mass of uncertainty. It is a life in the “subjunctive mode” (subjunctive “wishful

thinking”).Whyte quotes Byron Good, who talks of “[…] trafficking in human possi-

bilities rather than in settled certainties” (Whyte 1997: 24).

Twenty-five years after Fox’s provocative hospital ethnography, Paul Atkinson

(1984) publisheda rebuttal of her viewonmedical uncertainty in the trainingofmed-

ical students, which in Fox’s termswas or should be a “training for uncertainty” (see

also Fox 1957). Atkinson argued that Fox had seduced her readers with “the elegance

of her presentation and the sheer fascination of her subject matter”, but that in re-

ality, uncertainty is a normal part of medical (and any other) research. In everyday

language: Fox exaggerated the anxiety and stress that students and teachers suffer

as a result of not-knowing:

[…] issues of ‘certainty’ and ‘uncertainty’ are not mutually exclusive. They are not

all-or-nothing orientations to work and knowledge on the part of ‘scientists’, ‘pro-

fessional practitioners’ or ‘lay’ members. (Atkinson 1984: 954)

I do not think that Fox was unaware of this and I am not surprised that she declined

the editor’s invitation to respond. Arguing the obvious produces only embarrass-

ment. Her 1959 study did in fact argue what was less obvious at the time: that the

alleged solid body of medical science was in fact strewn with uncertainties that re-

mained largely unspoken of, certainly in front of patients.

Nearly fifty years after Fox’s publication, Hillen and co-authors (2017) raised

the question of if and how uncertainty tolerance (UT) can be measured in medical

settings. The implication of the term UT is clear: uncertainty is an unwelcome but

unavoidable phenomenon in health care (and other domains of life), so there is no

choice but to tolerate it. But how far should our tolerance go? An analysis of 18 exist-

ing measures of uncertainty and tolerance teaches the authors that the concept of

uncertainty is amuddledmix of a wide variety of human experiences and opinions.

Definitions of uncertainty may range, for example:

[…] from the possibility that a negative or potentially harmful event may occur to

the period of anticipation prior to such an event, to the notion that negative events

may occur and there is no definitive way of predicting such events. (Hillen et al.

2017: 65)



Sjaak van der Geest: Embracing Uncertainty 31

As long as this muddle exists, the objective of “calculating” how much uncertainty

people can bear (if that would be possible at all) remains unreachable. “Researchers

use […] the same terms to signify different things, and different terms to signify the

same thing” (Hillen et al. 2017: 67). To overcome this obstacle, the authors set out to

propose an all-encompassing definition that would allow for intelligent measuring

and comparing a tolerance of uncertainty.

The authors offer the followingworking definition of uncertainty tolerance: “The

set of negative and positive psychological response (cognitive, emotional, and be-

havioural) provoked by the conscious awareness of ignorance about particular as-

pects of the world” (ibid.: 71). The implied definition of uncertainty in this working

definition is a “conscious awareness of ignorance about particular aspects of the

world” (ibid.: 64). I wonder if this working definition will lead to more clarity and

practical usability for future research on coping with or rather embracing uncer-

tainty. I agree that it is desirable that research in medical settings provides sugges-

tions for solving existing problems, but how likely is this to succeed if the problemat

hand is transformed and reduced to the (quantifiable) lucidity that Merleau-Ponty

criticised and rejected?

I wasmore intrigued by the experience-nearness and diversity of the quoted re-

actions to (un)certainty that the authors collected from the 28 sources they exam-

ined. They gave me a sense of the lived reality of uncertainty that would be hard to

catch in a clever definition.Myperception of these quotes resembles Schutz’s notion

of “natural attitude”, common sense or everyday practical reasoning and practical

activity. “Such thinking as usual is characteristic of the person ‘in the street’, who is

content to relyunquestioningly on such commonsense” (quoted fromAtkinson 1984:

954). Let me, as a “person in the street”, present some of these quotes fromHillen et

al.’s collection.

Embracing uncertainty:

There is something exciting about being kept in suspense.

I like the mystery that there are some things in medicine we'll never know.

Disliking/fearing uncertainty:

When I can't clearly discern situations, I get apprehensive.

I have a lot of respect for consultants who always come up with a definite answer.

I am dissatisfied when the specialist does not make a diagnosis.

I like things to be ordered and in place, both at work and at home.

I feel anxious when things are changing. (Hillen et al. 2017: 67)

In a table listing reactions to uncertainty, negative ones (aversion, denial, discom-

fort, anger, stress, worry, anxiety, confusion) greatly outnumber the positive ones
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(enjoyment, attraction). “Embracing” seems far away, particularly in medical set-

tings.

“Certainty” as a social strategy

Another title for this section could have been “False claims of certainty” or “The pre-

tence of certainty” or “Certainty to cover up uncertainty”. Claiming to be certain

of something or somebody is a powerful tool to position oneself above others, that

can be exercised in the most diverse contexts. It therefore deserves anthropologi-

cal attention. Murray Last’s article, mentioned above, describes this social strategy

among healers in Northern Nigeria, who practise medicine without much under-

standing of the illness or of their own treatment. Yet they act and speak as if they

know. To quote the author:

I am suggesting here that the origin of ‘not-knowing’ lies in the break-up of tradi-

tional medicine as a system; and from this not-knowing there has developed first,

a secrecy which tries to conceal the lack of knowledge and certainty; and second,

a scepticism in which people suspect that no one really ‘knows’; that there is no

system. But the social conventions of politeness—as well as people’s real need to

find a cure for their ills—keep the veils of secrecy and scepticism sufficiently in

place, for themselves and for others. (Last 1981: 391)

Doubtful claims of knowledge are common inmedical settings where physicians or

nurses are short-staffed, lack time and have insufficient diagnostic equipment to be

certain about their patients’ type of disease and appropriate cure. Alice Street (2014)

carried out research in a hospital in Papua New Guinea and describes such a situa-

tion. Biomedicine, renowned for its enormous evidence-based body of knowledge,

is enacted in this overcrowded hospital as a murky and dark field of uncertainty.

Doctors are often forced to act without knowing. Reality on the ground contrasts

starkly with the book reality theymet during their training.They have no choice but

to keep up the appearance of knowledge and to “improvise”, an elegant euphemism

for a frustrating practice. Admitting their uncertainty would be disastrous for both

the medical staff and the patients (see also Street 2011).

But even in well-equippedmedical settings, uncertainty dwells, as we have seen

in Fox’smonograph and the discussion around it, andmay, occasionally, forcemed-

ical professionals to hide their ignorance in order not to upset their patients. “The

doctor gives me a medicine to cure his own uncertainty” is the title of a Dutch arti-

cle I once read (exact reference lost).

A similar observation could bemadewith regard to religious language that over-

rules the doubts of the faithful, believers and non-believers.No one has amonopoly
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on the truth about what exists outside our perception and sensory experience.That

unknown world provides, of course, free ground for speculation, belief and hope,

but can never be claimed to be known. Sermons during funerals, in which death is

denied in metaphoric language that may be taken literally by some attendees, is a

case in point. Rituals after death are prominent occasions where the thoughts and

convictions of the deceased (and those attending) are hijacked by an “all-knowing”

officiant. Doubts are chased away. If that happens, we can rightly speak of oppres-

sive and misplaced certainty. But the converse also applies; the conviction that re-

ligious beliefs are false (and therefore must be eradicated) cannot be founded on

certain knowledge for the same reason.

Returning to the medical field: Arthur Frank (2001) and Gerhard Nijhof (2000;

2018), two scholars who were themselves patients, both mention the irritating ex-

perience of medical staff members who claim to know everything about their con-

dition and suffering. Such an attitude overrules and “steals” the patient’s experien-

tial knowledge. “A claim to know the other’s suffering takes away part of that other’s

integrity” (Frank 2001: 359). A similar thing happens in the rules and discussions

around euthanasia in my country, the Netherlands: doctors—not patients—decide

whether the patient’s suffering is truly “unbearable”.

Personally, I find the common saying in ordinary conversation— “I know ex-

actlywhat youmean”or “I fully understand you”—irritating andarrogant.Thewords

could be uttered in a comforting context to support the other, in which case the text

does not need to be taken literally (yet, I would still not appreciate such condescend-

ing empathy). I also do not intend to deny our capability of intuitively sensing what

the other person is saying or thinking (otherwise any type of conversation would be

impossible, cf. Fonagy and Allisson 2014). I rather refer to the common use of these

terms in debates when one person tries to defeat the other by discrediting him/her

based on what the other may think, in an attempt to interpret or rather misinter-

pret his/her spokenwords. In other words: by stealing and turning aroundwhat the

other meant to say. Claiming to know what other people think is not only annoying

and arrogant, as I just mentioned, but also naïve and silly.

Joel Robbins (2008),who did fieldwork in a small community of Urapmin people

in Papua New Guinea, encountered what he called a language ideology of opacity.

When people speak, they do not express their real thoughts and intentions. What

they have in mind and plan to do, for example, remains unsaid, opaque. Those lis-

tening to the speaker know this and will not pursue with questions about what they

mean (as anthropologists tend to do), but respect and accept the opacity. Insisting

on what is behind the words is regarded as rude and an intrusion of the speaker’s

privacy.

I came to think of Urapmin ideas about opacity, and the failure of speech to carry

the thoughts of others, as linked to a broad conception of what wemight call “psy-



34 Part I: Pragmatics of Hope and Uncertainty

chic privacy.” People’s minds are private places, and invading their privacy by find-

ing out what they really think would, were it possible, be a serious personal viola-

tion. (Robbins 2008: 426)

Reading his article, I thought: Is it different in my own society? Perhaps to some

degree, but also “at home” in our own conversations, we know—or at least should

know—that we never knowwhat the other really means when speaking and that in-

sistingonmore informationmaybe regardedasbad-mannered.Moreover, it iswell-

known that words are convenient tools to hide our thoughts.

Embracing uncertainty

Theembrace of uncertainty is likely to be a reaction to the various abuses andunwar-

ranted claims of certain knowledge. I had hoped that a collection of ethnographic

studies of doubt, edited by Mathijs Pelkmans (2013a), would enlighten me on how

peoplemanage to live peacefullywithuncertainty. It did to someextent. Inhis intro-

duction, Pelkmans points out that doubt and uncertainty are two different things.

Doubt is a temporary and changing condition; it facilitates action to reach a conclu-

sion that provides clarity. Doubting between two (or more) possible actions pushes

for a choice. It is in fact knowledge about two (or more) possible truths that eventu-

ally prioritises one. For Descartes, “doubt was his instrument to reach solid founda-

tions of knowledge, after which doubt ceased to be relevant and could be discarded”

(Pelkmans 2013b: 8). Indeed, “[…] doubt cannot be at rest, whereas uncertainty can-

not be wilfully employed” (ibid.: 4).Thus doubt is “activated uncertainty” (ibid.: 16).

Doubt and uncertainty are related concepts, but uncertainty lacks the agency that

is implicit in doubt. People may live in uncertainty because the times are uncer-

tain, but although it is possible to live in doubt, it would be odd to blame this on

doubtful circumstances. While uncertainty rests in the situation, doubt is located

in the actor. (ibid.: 17)

Having said this, Pelkmans then turns to the contribution ofMaurice Bloch (2013) in

his edited volume. Bloch deviates from Pelkmans’ conceptual distinctions and de-

scribes how people in a small community in Madagascar “remain in doubt” (“and

quite comfortably so”) about certain issues he discussed with them. In Pelkmans’

words:

These seemingly contradictory positions can be reconciled, though, by pointing

out that there are different ways to deal with the restlessness of doubt. Without

presuming to give an exhaustive enumeration I suggest that restlessness can be
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halted by: (a) diverting one’s attention, so that the object of doubt is no longer

in the spotlight; (b) reinterpreting the object of doubt in a way that makes it less

‘dubious’; (c) denying that doubt is doubt; or (d) removing the alternative when

confronted with two possibilities. (ibid.: 20)

For my paper, I intended (but failed) to explore these four ways of remaining in

doubt (accepting uncertainty) without becoming crazy or desperate. At the same time,

I doubt if these mental manoeuvres will bringme tomy initial inspiration, which is

not about accepting uncertainty but about embracing it. My concern is the paradoxi-

cal phenomenon that uncertainty—in certain circumstances—is a superior type of

knowledge,more reliable and honest than certainty.

Positioning embrace

The simplest version of the objective of anthropological fieldwork is to get to know

other people, to try to find out what they do and think and to make sense of it.

But from the beginning, researchers were conscious of the fact that they themselves

were part of the discoveries they made. In his description of sexual life among Tro-

brianders,Malinowski (1932: xxv) admitted that anthropology attracted himmainly

as the best way to get to know himself. And Evans-Pritchard is told to have said that

the main reason he travelled all the way to the Azande was not that he wanted to

describe the life of a remote African tribe but that he was trying to fathomwhat ra-

tionality is: solvingapersonal questionbymeetingpeoplewhobelieved inwitchcraft

(source not found).

This type of reflexivity regarding fieldwork became more common in the 1970s

and has lasted until today, aswe all know.Themost extreme form is the type of auto-

ethnography in which the “others” have become figurants in the author’s search for

his/her own self.Critics, like CharlotteDavis (2008: 216), havewarned that social en-

quiry about others could thus disappear altogether. Such “getting lost in subjectiv-

ity” has received many pejorative labels, such as “navel-gazing”, “narcissism”, “self-

absorption”, “exhibitionism” and “self-voyeurism”.

The fieldwork for this chapter was carried out at my desk and started off with

a personal question: How do I stand in my encounters with uncertainty? Many au-

thors of various disciplines were my interlocutors, some of whommade their entry

into this chapter. Of course, I was curious as to what they would tell me about their

views, but in secret I had already made up my mind, at least to a large extent. One

could almost say that I had my conclusion ready before I started my “interviews”.

That conclusion was that uncertainty is (or should be) increasingly experienced as

something to be welcomed in a world where everything needs to be certain, trans-

parent and proven. Errors, whether in politics, business, science, sport, insurance,



36 Part I: Pragmatics of Hope and Uncertainty

transport, the internet, education, sex, gender or medicine, are not tolerated.Min-

isters who make a mistake have to “crawl through the dust”, as the Dutch expres-

sion goes, and doctors who misdiagnose may be sued. Accepting, even embracing,

a bit of uncertainty offers a relief in themidst of this tyranny of strictness and “true”

knowledge.

The recognition of uncertainty or not-knowing, I believed, is making remark-

able advances in themost diverse fields of academic aswell as popularwriting, from

philosophy tomoral and spiritual guidance, fromart to psychology. Internet discus-

sions emphasise the importance of accepting uncertainty and speak of the “wisdom”

and “courage” of not-knowing. “Agnosticism” is increasingly recognised as a “ratio-

nal” position,not only inmatters of religion.Confessing to not-knowing is regarded

as honesty, in contrast to false claims of knowledge, as I pointed out earlier.

Talking of confession, I admit that I was selective in my choice of interlocutors;

I chose those who I thought were on my side or those who defended the need for

certainty in a way that I believed could serve my purpose. But what came out of this

self-exploration through communication with my interlocutors? Did my pre-con-

ceived “conclusion” change duringmy roaming through the views and arguments of

others? Yes, it did, in particularwith regard to uncertainty inmedical settings.Med-

ical work is probably the least likely place where not-knowing on the part of profes-

sionals is tolerated and where uncertainty among patients and relatives can lead to

grave anxiety.But to behonest, I knew this.Expecting that, for example,uncertainty

about the duration or end of medical treatment would be calmly accepted was a bit

of wishful thinking since some cases that I personally witnessed and admired. It is

doubtful, however, that such mental imperturbability (ataraxia) in medical settings

will becomemore common in the near future.

In wider contexts, I do, however, discern a growing appreciation of uncertainty,

as I mentioned before: the appearance of a paradoxical phenomenon that un-

certainty—in certain circumstances—is regarded as a superior type of knowledge,

more reliable and honest than certainty, and not a destroyer of hope.Or, as someone

suggested in Hillen et al. (2017: 67), life will be more exciting and intense if it keeps

some mysteries that we may never scientifically uncover. The greatest mystery,

which haunts and excites me at the same time, is Leibnitz’s famous—simple and

baffling—question: “Warum gibt es überhaupt etwas und nicht vielmehr nichts?”

(“Why is there something at all and not rather nothing?”).

Having arrived at the end of my desk-centred “soul-searching”, a last thought

presents itself and adds to the doubts that I have shared throughout this chapter: Is

enjoyinguncertaintynot a luxury that only a fewcanafford?This viewwaseloquently

phrased in a column in a Dutch newspaper:

[…] I often see doubt and nuance as something gratuitous. That endless on the

one hand-on the other hand is a luxury for the living room, for thinkers, poets,
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writers who can continue to philosophise and do not have to decide anything.

Judges cannot afford that. Surgeons can't. Drivers can't. In the end, in every or-

ganisation (country, school, family) doubts have to give way to making decisions.

(Hertzberger 2020; my translation)

The outcome of my “fieldwork” may be disappointing and my title should perhaps

have beenmoremodest, for example “accepting uncertainty”. But even if the end of

my journey is unsatisfactory, the journey itself was instructive and rewarding.
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2 Hope, Trust, Medical Action, and Care

The Moral Challenges of Practising Medicine Today

Sylvie Fortin and Sabrina Lessard

Being mortal is about the struggle to cope

with the constraints of our biology, with

the limits set by genes and cells and flesh

and bone. Medical science has given us

remarkable power to push against these

limits, and the potential value of this

power was a central reason I became a

doctor. But again and again, I have seen

the damage we in medicine do when we

fail to acknowledge that such power is

finite and always will be.

(Gawande 2014: 259)

More than ever, contemporary medicine

has the potential for relief and torture, and

this torture is, of course, always carried out

in the name of possible relief.

(Our translation, Sicard 2012: 500)

Isha, a 12-year-old boy, was a patient on the hematology-oncology ward in a lead-

ing pediatric hospital in Canada. He fell ill shortly after his ninth birthday and

was diagnosed with leukemia. Chemotherapy and radiation proved insufficient,

so Isha underwent a bone marrow transplant. Following a relapse, Isha’s mother,

Aanandhi1, pleaded with the oncology team for a second bonemarrow transplant

although the protocol for second transplants did not favor a new graft. Aanandhi

was very proactive in searching for alternate medical strategies and hoped that

1 Aanandhi, her husband (Isha’s stepfather), and Isha immigrated from South America to

Canada a few years ago. Aanandhi’s family (hermother and brothers) also immigrated, some

to Canada, others to the United States. Aanandhi, her husband, and Isha are fluent English

speakers.
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Isha would eventually overcome his invasive and life-threatening illness. Her re-

lationship with the healthcare team was somewhat tense; she did not think they

were doing their best. As Isha’s medical dossier (2007–2009) affirmed, “there are

no curative therapies available for this unfortunate child. I (the treating doctor)

hope the family will come around to our suggestion of palliative therapy.” Yet

support care was rejected by the family and experimental treatments resumed.

The healthcare teamexperienced conflicting interests: those of themother versus

those of the young patient. (Field notes, Toronto, November 2009)

Isha’s story andmany others, aswell as several encounterswith healthcare providers

(HCPs),gaveway to thequestionat the coreof this paper:HowdoHCPsportray their

moral role with young and old patients where uncertainty and great illness are part

of everyday life? This question is raised in a context of medical and pharmaceuti-

cal progresswhere the boundaries between disease-directed care and palliative care

areporous.Thechronicity of once lethal illnesses transforms the therapeuticproject,

where prolonging life is often the consensus andwhere death is largely concentrated

in old age, althoughnot exclusively.Questioning thismoral role is also part of a soci-

etal context where “dying with dignity”2 and autonomy are strongly valued. Beyond

the promotion of a contemporary ideal, “strong democratic” values support this “dy-

ing with dignity” in the intimacy of care, as “a conception of human dignity that

makes possible a journey to the edge of death” (Our translation, Hirsch 2012: 16).

When facedwith bleak prognoses, doctorsmay resort to a palliative approach by

offering active treatments that prolong life for a (short or long) time while ensuring

themost comfort for their patients.Theymay also choosemedical action as research

and scientific innovation foster hope, which in turn feeds trust (leading to a bond

between the family and the doctor), which feeds hope. This spiral causes HCPs to

want to honor this trust and hope by outplaying the prognosis, if at all possible.

Taking care in these uncertain paths is also a challenge. In an attempt to recon-

figure the patient-family-doctor relationship into one of partnership where deci-

sions evolve horizontally, poor prognosis, technology, and trust may become allies

in distancing all parties from what Gawande (2014) calls “what matters in the end”.

The HCPs we met with were engaged in supporting families who had to negotiate

these uncertain paths and in doing so sometimes abandoned their patients.Hirsch’s

(2004) call for non-abandonment3 is not an easy one. And perhaps, room must be

2 Commission spéciale sur la question demourir dans la dignité, Assemblée nationale du Qué-

bec (assnat.qc.ca). Rapport Mourir dans la dignité, 2012: 11. https://numerique.banq.qc.ca/pat

rimoine/details/52327/2103522

3 Hirsch, French professor of medicine and medical ethics, refers to this duty of non-aban-

donment as a core ethical stance. It is a moral (and political) commitment required by the

medical profession, if “we” are to live in an environment (such as the hospital) of solidarity,

humanity, solicitude.
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made for another perspective in this partnership, one that acknowledges from the

onset the legitimacy of supportive care alongside disease-directed care in the area of

life-threatening and life-limiting diseases. Yet, families tend to reject palliative care

because it is strongly associated with end-of-life care and death. Paradoxically, if it

were implicit to all who enter the realm of such illnesses that death is a possibility,

life would perhaps find itself enhanced.

The overarching weight of biomedicine, the promises of research, and how this

impacts the standardof caregiveway to awhirling spiral of healthcaredrivers (Kauf-

man 2015)4. Both medical staff and families are entwined, bringing them forward

into action as the only path even when (near) death is the probable outcome. Again,

Gawande (2014) reminds us of our mortal condition: thinking of medicine as a sup-

port to life is perhaps a preferable ethos to that of sacrificing time now (with never-

ending treatments) for time tomorrow.

The colloque singulier (doctor-patient bond) that frames the care provider-patient

relationship is a core feature of the medical code of ethics (Hardi 2013). This bond

may be challenged by emerging and ordinary therapeutic possibilities. These pos-

sibilities may also challenge the meaning of care that refers both to taking care (of

someone), in relation to the other, and a therapeutic action aimed at a specific dis-

ease or bodily function (Worms 2010). Beyondmedical progress, when the ultimate

goal ofmedicine is tomaintain life or not to let die,where andwhen can life coming

to an end be acknowledged? These possibilities and in some ways the moral goals

of medicine are entwined as strengths and weaknesses of this samemedicine.They

provide hopewhile distancing recognition of our commonfinitude.Can it be other-

wise?

Much can be said regarding the moral role of HCPs. If we accept that morality

refers to conceptionsof right andwrong, just andunjust,acceptable and reprehensi-

ble, these conceptions are in turn based on values considered fundamental in a given

environment. From these conceptions derive norms that define acceptable practices

and, in so doing,we say thatmorals guide individual and collective practices (Massé

2015). This reminds us of the always situated character of morality (Ricoeur 2001a)

or to put it differently, the local anchorage of morality and by extension the plural-

ity of local moral worlds (Kleinman 1999). Now, if the encounter between HCPs and

patients is to be a colloque singulier as understood by Canguilhem (2011[1966]), a per-

spective that is far fromunanimous (Foucault 1966), this encounter is nonetheless al-

4 We are referring to Kaufman’s (2015: 6–7) Chain of Health Care Drivers: (1) Biomedical re-

search industry, (2) U.S. federal health insurance program and private medical insurance,

(3) Reimbursable therapy by insurance as standard of care, (4) Standard therapies become

ethically necessary and difficult to refuse. Although our local medical system (in Quebec) is

public, medical insurance companies may offer better hospital facilities and give access to

private ones, but they take no part in therapy management.
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ways situatedwith a diversity of HCPs and patients at its heart. Koksvik (et al. 2022)

nonetheless refer to theprominentplace of action inmedicine,an“action ethos” that

promotes active treatment over therapeutic abstention.They alsomention the shar-

ing of information with the patient and the search for a certain horizontality in the

contemporary care provider-patient relationship as an integral part of their moral

role asHCPs and “taking care”.When serious illness occurs, can death be part of this

“taking care”?

Regarding the particular settings explored in this paper, where young and older

patients as well as their caregivers are challenged by poor prognosis and end-of-life

issues, how do physicians and other HCPs perceive and negotiate the tension be-

tween life now and prolonged life? How do they perceive their moral role? What is

right?When is it enough? Can a “good life” embrace letting go and allowing a person

to die?

In this chapter, we seek to understand the moral role of HCPs in the context

of serious illness and poor prognosis. We explore the imminent moral issues of

end-of-life decision-making and question whether there is a threshold at which it

becomes legitimate to consider death and how this threshold defines what is “ac-

ceptable” at the end of life. These questions are supported by various ethnographic

studies conducted in pediatric (Fortin) and geriatric (Lessard) settings. They allow

us to consider the instability of notions of “good” or “right” in the practice (or in the

moral role?) of HCPs when a patient is going through a major illness with a poor

prognosis.

Thus, we invite the reader to delve into the realms of children and older adults.

With children, we examine the moral role of HCPs and how this role is transcribed

into practice.We then explorewith the older adults howdecisions about therapeutic

orientation are constructed around a moral evaluation of what is considered right

and enough. Finally, we offer a discussion of what we call “the moral threshold of

acceptability”.

The setting

The data and thoughts shared in this paper stem from ethnographically informed

studies carried out in both pediatric and geriatric settings.Fortin’swork in pediatric

settings across Canada (Montreal, Toronto, andVancouver) and in France (Paris) be-

tween 2004 and 2020 focused on themany challenges of high-techmedicine, partic-

ularly inhematology-oncology and intensive care units but also in general pediatrics

and palliative care. Lessard’swork focused (and continues to focus) on practices sur-

rounding older adults who were dying in a geriatric hospital ward and a long-term

care (LTC) facility inMontreal (2017–2018). She is specifically interested in themoral

aspects that promote or hinder end-of-life care for older adults living withmultiple
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chronic and degenerative diseases. In contrast to the pediatric environment, where

there seems to be few (or no) limits to therapeutic action, both the geriatric unit and

the LTC home favor a medical posture of humility “with regard to power over life”

(Collège des médecins du Québec 2008: 22) that embraces the limits of medicine,

although everything seems possible in our medicalized world.

For these studies, long-term observations and (many) one-to-one interviews

with HCPs and families formed the basic data. In addition, taking part in many

informal discussions, various team meetings, ethics consultations, and an array of

teaching activities made the hospital environment somewhat a home milieu over

time. While Fortin’s research topics favored collecting data over time and included

diversity issues (Can the clinic be a space of plural values and norms?), both authors

focused on the decision-making process when facing poor prognosis, mostly in

relapse episodes among the youngest children and older adults.

In both settings, young and older patients as well as families and doctors

bond in decision-making processes: in both cases, the therapeutic possibilities

seem never-ending, once again illustrating that how and when to stop or when

to embrace a palliative approach is a complex issue. How doctors and other HCPs

perceive and negotiate this tension between life now and prolonged life may, in

turn, challenge the notion of care and its ethical stance.

Realms of the young

Advances in pediatric haemato-oncology allow glimpses of cancer as a controllable

chronic illness rather than a lethal disease (Fortin and Le Gall 2022). One treatment

follows anotherwithout necessarily seeking to “defeat cancer”.Areweperhaps at the

point where we want to defeat the finitude of life at all costs?

Even if therapies are announced as experimental, the hope they sustain seems

to underscore the fact that they are … experimental. Can amother or father say “no”

to these therapies? Is it toomuch to ask of them?Hope is inspired bymedical quests

(DelVecchio Good 2001). It is at once needed when facing poor prognosis and detri-

mental to generating alternate care paths from active treatment to life enhancing

treatment. Hope is also nurtured by the trusting relationship, so dear to HCPs and

families alike and central to the patient-family-HCP partnership, that guides the

decision-making process.This trust nurtures hope: for a life to come,whatever that

may be (Mattingly 2010). So, in a way, a strong family-HCP relationship as well as

medical progress team up in sustaining hope that may, at some point, inhibit ther-

apeutic options aimed at improving the patient’s quality of life rather than a dis-

ease-directed approach (Sercu et al. 2018). Yet, as Fortin’s fieldwork has revealed,we

have both hope and sustained aggressive action, although some of this action is in-
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tended to improve life (palliative intent through active care).5HowdoHCPsperceive

their moral role in such settings where disease-directed action prevails even when

(near) death is the probable outcome?

Clinicians’ moral worlds

Some believe that the doctor’s moral role is to dialogue with the patient, convey in-

formation, and explain possible treatment options, all the while putting the patient

first.

In my opinion, the doctor’s moral role is to engage in a dialogue with the patient

in which they provide […] all the objective data available […] not just objective

elements, but elements of professional experience. And then, their moral role,

in my opinion, is to ensure that the discussion with the patient includes the pa-

tient’s values and experience and that in the end, a decision is more or less made

and that the modalities are also more or less defined as to how this decision will

be challenged if new elements appear or if people are tired with the decisions

that have been made. (Dr D., senior physician, Montreal, May 2017)

It is important to listen to one’s patients because the therapeutic trajectory canmove

depending on their understanding of the situation and their changing needs. This

attention is not given once and for all, it must be situated and resituated as the clin-

ical context changes.

We are referring to the patient, but our fieldwork indicates that it is usually the

parents who want to try everything.Where is the patient’s voice in such situations?

Should we abandon the patient to support their parents?

Yet, according to Dr D. until recently, with the explosion of treatment options in

oncology6, doctors didn’t “decide” anything. If there was a treatment protocol with

proven efficacy to treat the disease, the protocol had to be applied. So the clinician’s

moral duty here consisted of being well versed in the medical-scientific literature.

Otherwise, therewas thepossibility of a clinical trial.Parents,who“sharea cultureof

innovationwith us”, generally tended to favor this option, he says.Thus,when faced

with these two options, “we go aheadwith the treatments”.When there is no known

treatment, a decision must be made, and “the vast majority of parents and patients

choose what is possible”. In doing so, “we are not abandoning the patient”, we are

5 Hope as a key issue in the practice of medicine is further discussed in Fortin et al. 2021.

6 Advances that have given rise to treatments that are generally less toxic, unlike those of the

past, which were usually much more toxic and deleterious for patients.
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giving them a chance, however slim, to overcome the disease (for a time), especially

in a new context where the toxicity of these possibilities is reduced.7

Themoral role of the clinician is also interpreted by some as the cornerstone of

any therapeutic relationship.The physician is a guide who bears a responsibility:

It’s a huge role—you can’t make mistakes. Thank God, the weight and respon-

sibility are collective—I’m not alone as a doctor [we are a team8], but [the fact

remains that] when you’re in a relationship with a patient, as soon as you’re in a

therapeutic relationship, you’re a doctor. We’re rarely 15 doctors. […] And so, your

role is a major one. You absolutely have to be aware of that. That we have a moral

role. […] We will influence. And influence in a major way. You have to be aware

of that […]. (Dr H., senior physician, Montreal, June 2017)

Similarly, a colleague stated that “this power should not be abused” while also say-

ing that it is his duty “to honor the trust” that parents demonstrate (Dr O., senior

physician, Paris, November 2019).

This responsibility extends to “bringing about acceptance”, that is, communicat-

ing the possibilities:

In fact, your major role as a doctor in this triangle, this partnership [with the fam-

ily] is to get the patient (which is often easier) and the parents to accept the situ-

ation. […] From the very beginning, you open up the possibilities […], you inform

them about everything. You want the child to get out of the situation—that’s not

the problem—but you inform them of the possibilities. One of the possibilities

is healing. It’s a possibility, okay? There is also the possibility of not being cured,

the possibility of chronic illness, the possibility of death. And the more things

progress, the more they evolve, the more things move towards these different

possibilities. But it is absolutely necessary to make them visible, to make them

meaningful. People must make these possibilities their own and they must not

fight against them. (Dr H., senior physician, Montreal, June 2017)

7 And we remain in a curative perspective, or at the very least, in an impression of a curative

trajectory.

8 (Medical) team decision-making is not discussed in this chapter. Again, in Fortin et al. 2021,

we discuss this issue and affirm that voices that call for action in team meetings seem to

carry more weight than others. Actually, silences in meetings generally foreshadow some

kind of disagreement but it is rarely voiced as such. This is particularly so in field work that

took place in Québec. In the French context, although meetings remain top down (like in

Quebec), disagreements amongst physicians are generally voiced (in a lively manner) but

it is unclear how treatments are furthered after these discussions take place. Our data is

limited in this regard (field work having been interrupted by COVID pandemic). In light of

what was collected, we could state that although alternate treatment perspectives may be

voiced in teammeetings, the vivid hierarchy within medicine leaves the decision to the “top”

physicians.
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Paradoxically, this same physician said, “if there is a one percent chance of beating

the disease, we should go for it”. In doing so, the recognition of death goes hand in

hand with therapeutic activities that are oriented towards healing, even when this

is not an illusion but a very distant possibility. Note that the cases reported here

are generally not situations of first diagnosis of a disease, but rather situations of

relapse (first, second, third…after a period of remissionof highly variable duration).

(Biomedical) research and clinical trials are no strangers to these postures. Sub-

scribing to them gives rise to choices about how the patient and their family want to

experience what happens next.These choices create a duty for the doctor:

Often, of course, families are not sure how to judge the value of a certain research

protocol from a scientific point of view. So, they ask me, “What would you do if

it were your child?” That’s the basic question, always … and I have to answer, “It

can vary depending on the disease [the doctor then hits the table], depending on

research projects as well [idem].” […] My goal is to get all three messages across

palliative care, standard care, and research. And then, depending on what the

family wants, I will expand on one of these aspects. […] It’s a dynamic thing, that

is to say, it can vary depending on the person in the family with whom I’m talking.

Also, the mum and dad, they don’t necessarily have the same point of view. The

child, when they’re small, they’re often taken out of the discussion by the parents,

as they prefer to keep things between them and the doctors. But when children

are older [over 14 years old in Quebec], like Arthur9, they are able to make their

own decisions, and we really take into account what they are asking for and what

the parents want. (Dr T., senior physician, Montreal, April 2017)

A few blind spots

For some, information sharing and support are the driving forces. For others, the

driving force is based on the “best interests of the child” even if that means, para-

doxically, going a bit against the parents’ opinion (Dr D.).This best interest does not

mean neglecting the duty of an alliance with the family, an alliance that is “built and

rebuilt” throughout the therapeutic trajectory.To quote a nurse in a hematology-on-

cology care unit in Paris:

The challenge of advanced medicine is not [only] to see the research but to see

the best interest of the child first and foremost […] and to always keep that in

mind. What is in the best interest of the child? Is it that their parents be there

during care or is it in the best interest of the child to tell the mother, “Well, if you

9 For an in-depth account of Arthur’s story, see Fortin and Le Gall 2022.
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don’t mind, please leave because things go better when you’re not here”. (Our

translation, Angela, nurse, Paris, December 2019)

At the same time, a doctor will say without question that the pediatricianmust look

after the child, ensure their care, and that the parents are partners here. But if the

parents are opposed to a therapeutic directivewhichwill have an impact on thequal-

ity of care and the child’s future, “the parents must be disregarded” (Dr B., senior

physician, Toronto,October 2009). A colleague agrees, “I have a responsibility in so-

ciety to defend the child.” (Dr G., senior physician, Toronto, September 2009).How-

ever, this emphasis on the child’s “protection” is not given outright, as Isha’s story

suggests:

Joan [nurse] informed me that the parents, especially the mother, were always

pushing for treatment. They applied for a drug in the U.S. The [medical] team

had been reluctant to give active treatment for a while now and actually con-

sidered Isha [a 12-year-old boy] a palliative patient. Regarding this specific drug

from the U.S., the team was against giving it because they knew it could have a

severe impact on the boy (and thereby reduce his quality of life). His mum, how-

ever, insisted upon it. The nurse actually said that “she [the mother] had to do it,”

meaning that it was her role to fight for her child.

Interestingly, Joan mentioned a few times that the boy expressed “tiredness” and

“wanting to go home” to the medical team. He, however, did not express this

when his mother was around, and she either did not know, or did not take it into

consideration.

Ultimately, Isha was given the new drug and, sadly, went into multiple organ fail-

ure, which was one of the known risks of the treatment. Joan said that he died

quite quickly. (Observation notes, oncology unit, Toronto, November 2009)

In an interview, Joan stated:

I struggle with the fact that [quantity of time prevails over quality of time]. Some-

times we are really pushing that research and pushing these medical innovations

but not necessarily able to explain to families what this might look like. And that

yes, there’s this that might be able to give you more time, but what kind of time?

I feel like that’s one of our weaknesses, it’s really explaining what kind of quality

that child is going to have.

And regarding Isha:

We had a patient where we all struggled with the way we had moved forward

with the treatment. We knew there was no chance to cure, and we felt that the
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primary doctor was offering too many options for the family and that Isha wasn’t

receiving any quality of life. And the nurses struggled with that because he of-

ten voiced to us that he didn’t want any more, but of course, when the physician

would ask, Mum would be there, and he wanted to please Mum and he knew

she wanted everything. So, we had an internal struggle. […] I would try to share

some of the comments that her child had made with her, trying to do it with as

little judgement as possible, because it was very difficult, but she was … it was

… [a difficult relationship], it wasn’t the best example of a really good therapeu-

tic relationship … so it made it really, really challenging to have those open dis-

cussions with her. She really could not see our nursing perspective. (Joan, senior

nurse, Toronto, October 2009)

When asked about the ethical challenges of contemporary hematology-oncology

practice (it was 2009 at the time), a young doctor in the same unit spoke of Isha:

I mean it’s oncology, so there’s ethics every day and every minute. Probably the

big issues I’ve come across just over the last year or two are usually around either

patient or family autonomy or around end-of-life care. So, you know, from an au-

tonomy point of view, a family who doesn’t want their child to know that they

have cancer or who doesn’t want the child to know that they’re dying or etc., etc.,

etc., and all the sort of issues that arise from an end-of-life care point of view,

when there is a disconnect between … in a situation when a cure is no longer

a feasible option for a particular child. What then is in the child’s best interest

when the treating team has a different idea of what that may be for the child or

the family? So you know, when a cure is not an option, is giving toxic medication

to give [sustain] hope appropriate? And if a family desperately wants this exper-

imental very toxic chemotherapy to be given, even though you really don’t think

there is any realistic cure and you think it will just bring side effects, what do you

do? (Dr G., junior physician, Toronto, October 2009)

Realms of the older adults: Are they so different?

In the geriatric context, the incurability of disorders affecting older people who are

admitted to geriatric units or LTC homes is common.While we can hope for a rela-

tive recovery, especially for people suffering fromacute illnesses,or to slowdown the

decline of chronic illnesses, people living in these settings will not be cured of their

conditions. It is around quality of life that efforts will primarily be concentrated.

Although most patients were frail older adults, palliative and end-of-life care

was usually only initiated hours or days before death, when offered. According to

one long-term care doctor, this “end of life” is usuallymore of a decision than an un-

equivocal state of affairs. Like him,manyHCPs questionwhat the end of life is, or at

least observe the absence of clear markers that delineate it.This doctor then evoked
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two types of life endings: theunavoidable and the avoidable.Thefirst results in an in-

evitable death, despite the care provided.The second is a death that could have been

avoided if the therapeutic intensity had been different. In this second case, it is a

matter of choosing not to carry out certain interventions that could have prolonged

life.Wemay therefore consider the acute care episode as awindowof opportunity as

Kitzinger and Kitzinger (2013) would say, where the withdrawal or abstention from

treatment leaves room for the possibility of dying.

In short, according to doctors, recognition of the end of life is amatter of clearly

having no more possible therapeutic options or, alternatively, not wanting to con-

sider possible options for prolonging life. It is the critical point where one is faced

with two options andmust choose between prolonging life or considering death.

Circumscribing the end of life implies distinguishing the sick from the dying,

the curable from the incurable (Rossi 2010). These boundaries are shifting and

porous. The passage from one category to another gives rise to a change in the

person’s status (and level of care) and, in so doing, affects the ways of doing and

saying of the actors involved. Beyond an operational definition of the sick and the

dying person, the challenge is to recognize the transition from one category to the

other at the “right” moment. Thus, according to the perspective of HCPs, relatives,

and sometimes, older adults, there is a critical point of what is considered right

and enough where the recognition of dying becomes a moral issue. How can we

recognize that life is ending beyond the clinical notion of end of life?

Ms Moretti’s story

MsMoretti, a 90-year-old woman and with an advanced major neurocognitive dis-

order, refused to eat and drink.These refusals had been occurring quite frequently

for a year and were usually accompanied by an infection. Her family, who was very

present, demanded active care (antibiotics and artificial hydration) during each

acute care episode. At a certain point, the familywas considering the use of a gastric

tube to allow Ms Moretti to be fed. These situations raised questions among many

HCPs about the appropriateness of the interventions, especially with respect to Ms

Moretti’s quality of life. As a nurse stated:

She (Ms Moretti) was a resident […] I could see that she was not able to express

herself, but her family, I thought that they were very hard on her. She was given

invasive treatments. You could see in her eyes, in her look, that she was tired. I

found that terrible.Butwe can’t judge, they are human after all.Thedoctorman-

aged to convince the family to let her go a little bit. But it was really difficult. It

was spreadout over severalmonths; therewere IVs, a lot of treatments. I found it

invasive to keep her alive. She had no quality of life. She stayed in bed,we got her
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up, shewas entirely dependent. (Our translation,Mel, senior nurse, LTC home in

Montreal, August 2017)

According to several HCPs, Ms Moretti was kept alive for a long time because her

family wanted her to receive active treatment. The head of the unit and the doctor

believed that it was essential to “put their foot down if her health condition deterio-

rated again” and speak out in favor of comfort care over active care.They had to sup-

port the family on their journey towards acceptingMsMoretti’s impending death.

One doctor felt that it can be difficult to decide what to do when you don’t know

the wishes of the sick person.

So, at that point, I think that we can’t go completely against what thewhole family

wants when the person can no longer respond, especially if we don’t know what

that person would have wanted in that situation. […] For example, if a family asks

us to place an IV on a patient who is at the end of their life, is it inevitable that

they will die? Well, obviously, if we put in an IV, we delay that deadline because

we are hydrating artificially. (Dr Damato, LTC home in Montreal, September 2017)

A few days after Ms Moretti’s nth refusal to eat and drink, the doctor met with the

family and explained that MsMoretti’s decline was part of the normal course of the

disease and that no active treatmentwould benefit her.End-of-life carewas offered.

Ms Moretti benefitted from this care for a few days before taking her last breath

surrounded by her loved ones.

Although many doctors and nurses have testified to the family’s central role in

decision-making, the final decision remains a medical prerogative, at least for se-

niors. The concept of shared decision-making and partnership is ambiguous. The

information sharedwith the family byHCPs isweighted according towhat the team

believes the family is able to accept.

The healthcare team’s decision10 to stop or refrain from treatment can thus give

the impression that it is part of the natural course of a terminal illness.One doctor’s

words speak for themselves:

It takes the guilt out of it if you tell them that this is what you think, this is where

you are, this is what you should do. It’s often a relief for them not to have to make

that decision themselves. It’s not that we decide 100 percent. Those who object

will object. […] But for others, it takes the weight off their shoulders when we

decide for them. (Dr Damato, LTC home in Montreal, September 2017)

10 Decisions among members of the health care team regarding end-of-life care are generally

made by consensus. However, some differences may emerge when physicians follow the

wishes of families (to continue care) while nurses may not believe this is in the best interest

of the patient.
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In this type of situation, debate is avoided, and the decision does not have to be jus-

tified. The family defers to the recommendations of the HCPs as to the steps to be

taken, and thus does not have to take part in the final decision, that is, the decision

that would mean the end of their loved one’s life. This mode of action, while it may

be described as “paternalistic”, relieves the family of the tragedy of the undecidable.

HCPs see their moral role as one of protecting the ill person who can no longer

express themselves, or even of advocating for the respect of their wishes, when

known or still perceived (then described as a fatigue of living). They also see it as

“doing good”, with respect and without judgement.

What does it mean, especially when the approaching death is not recognized

by all? How does the moral role of HCPs translate into practice? What legitimizes,

from a moral perspective, the option of considering death? What is the threshold

that defines what is “acceptable” at the end of life?

The moral threshold of acceptability

Isha’s andMsMoretti’s stories illustrate the discomfort that someHCPs experience

when active treatment continues while death looms. Isha’s HCPs, however, did not

challenge Isha’s mother’s request for the drug, nor did they warn her about the fatal

consequences it could, and did, have on her son. On the other hand, inMsMoretti’s

case, after several episodes of active care, the caregivers decided, by mutual agree-

ment, to bypass the therapeutic possibilities by proposing that there was nothing

more to be done. Ms Moretti was then able to live her last moments with her fam-

ily while benefitting from comfort care. Does this mean that, unlike children whose

lives are considered precious, the lives of older people are expendable? Isn’t this sa-

credness, or lack of sacredness, of life, so typical of the global North and its perspec-

tive inherited from Enlightenment ideas prevalent and formed in the 18th century

in the West? It is rooted in the positive connotations attributed to childhood as op-

posed to the negative connotations attributed to old age, which is associated with

dependence, senescence, and frailty (Baker andMcCullough 2009)?

According to Biehl (2013), there are categories of people who are allowed to die

because of their perceived lower social status. Glaser and Strauss (1964) referred to

the different social value of the dying regarding ethnic affiliation in particular, but

also according to age group.More recently,Králová (2021) reiterated the inequalities

in status and the impact of these inequalities on the experience of care, despite the

dynamism and agency of the people concerned. Kaufman (2006: 23) also proposed

that neurocognitive disorders (dementia) act “as a rationale for facilitating death.”

If there is (cultural) ambivalence about whether (an older adult’s) life no longer

havingmeaning is reason enough to consider death, it is sometimes the very status

of “living” that becomes difficult to pin down,define, or even justify (Soulières 2019).
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And from the perspective of Lessard’s field, this is not only relevant in the context

of people who suffer from neurocognitive disorders, but also in the context of older

people whose physical decline is very advanced.

It is this moral threshold, where it becomes more acceptable, legitimate, even

desirable, for a person to die, that wewish to focus on. In our work, some people are

looking for a threshold at which it would be right to stop curative treatments. Oth-

ers question the very idea of having to stop, as the possibilities are now minimally

toxic, or minimally invasive, reducing the notion of therapeutic overkill to nothing,

or almostnothing. It is also around this threshold that “regimesof living” (Lakoff and

Collier 2009), or perhaps herewe could say “regimes of dying”, seems to be operating

to give substance to an action guide of negotiation of what is considered right and

enough.Moreover, according to Broom et al. (2014), negotiation becomes more im-

portantwhen the lines of action are uncertain,which is particularly the casewhen it

comes topursuing futile treatments andredirectingcare.Care,especially thatwhich

is played out at the very end of a senior’s life (particularly in the case of MsMoretti),

often seems to be family-oriented to some degree.The subjectivity of the (sick) elder

is relayed to the representations that theHCPs or relatives have ofwhat is acceptable

for the older person.

If this threshold is difficult to define for older adults, how can we consider this

same threshold for children? How can we explain the silence of the HCPs around

Isha?When does it become acceptable to tend towards a comfort perspective rather

than a curative approach? Is their silence intertwined with the tension between a

horizontal vision of the HCP-patient relationship rather than a vertical, top-down

approach?Does thispartnershipwith the family becomedeleterious to thepatient at

a certain point? Is it similar to the hope of amiracle treatment,however improbable?

Although Du Pont-Thibodeau (2017) has demonstrated that end-of-life care is more

easily proposed and implemented for babies in neonatology than for older children,

Fortin’s results show that action is often required for children of all ages, at least

in oncology. Don’t some pediatric oncologists say, “if there is a one percent chance

of beating the disease, we should go for it”? Among the older adults in our study,

the end-of-life stories where negotiation took place were those where the integrity

of the body seemed particularly compromised and where consensus on the course

of action to be taken was not a given at the outset. In all the stories documented

by Lessard (2021), the legitimacy of dying was built around the threshold at which

actionwasno longer justified,when the integrity of the bodywas compromised,and

quality of life was absent (from the point of view of the physicians and sometimes

also of the relatives).

According to Rose (2001), human existence, whether individual or collective, is

based on bodily existence.This would explain why the immobile, suffering body, in

great decline becomes from then on the place where the moral threshold of what is

considered right andenough ismanifested,at least amongolder adults.Amongchil-
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dren, another dynamic seems to be at work, one in which youth and its importance

inour societies prevails over everything,as in Isha’s case. In thisway, if the inert, life-

less bodyof anolderperson seems to flouthumandignity and thereforemakesdeath

morally acceptable, it seems that this morality is less well defined among children.

And even among older adults, acceptance of an impending death is often delayed

and delays the care that could alleviate the suffering, if not of the family members,

at least of the patient.

Suffering of the dying older person cannot be legitimized and accepted as it is no

longer an obligatory passage towards a better life. Unlike with children, for whom

anyhopeof recovery,however slight, can lead to adenial,bybothphysicians andpar-

ents, that the child’s suffering will be endless. Hence their rejection of a perspective

of care aiming at comfort and life now rather than the hope of a life after. Suffer-

ing becomes from then on either “tolerable” or “intolerable” and, thereby, a denied

or legitimately accepted death (Bueno-Gómez 2017). This makes it an object that is

subject to moral judgement.

The attainment of the moral threshold of what is considered right and enough

is subjective; it depends on whomakes the evaluation and that person’s judgement.

Not all HCPs have the same perspective on this moment. It is a work of interpreta-

tion that takes place over time, based on evaluation criteria that are objective and

biomedical as well as subjective, such as quality of life and the patient’s perceived

or expressed desire to die. This evaluation is also experiential, i.e., it is part of the

biographical history of the people making the judgement. This moral evaluation is

also inscribed in power relationships between the different actors, care services, and

types of curative or palliative medicine.

In the end, we come back to a tension that has been discussed many times in

our fields of knowledge, that is, the attention paid to life in itself or to living (Fassin

2000).Despite the sustainedwork ofHCPswith both children and older adults, this

tension between life and living remains despite the progress of various policies af-

firming the fundamental right of people of all ages and all backgrounds to “die with

dignity”.The fact remains that themoral role of the variousprotagonists is inscribed

in a plurality of worlds: at its center, there is an inalienable reminder of the unique,

asymmetrical character of the clinical encounter, between the person who is suffer-

ing and the onewhose knowledge and know-howare aimed at alleviating the suffer-

ing (Ricoeur 2001b). Perhaps we could simply write that “taking care” is a common

value in life anddeath and that this taking care takes precedence in themoral field of

HCPs.This care is a key notion both before and after life and dying; it is at the heart

of the tension between life now and prolonged life.
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Concluding remarks

This incursion into the realms of pediatrics and geriatrics where terminal illness,

life, and death are juxtaposed, reminds us of the extent to which therapeutic orien-

tations aremixedwith possibilities. In a therapeutic context that values amultiplic-

ity of voices, we have questioned themoral role of the caregivers and, evenmore so,

the moral roles of HCPs.

Regarding the pediatric settings, it seems that the French team, while listening

to the families, remains “top down” in its intervention, taking “the best interests of

the patient” to heart. The Quebec and Toronto teams, on the other hand, are more

oriented towards a horizontal relationship with the family, in keeping with the “pa-

tient as partner” approach that the Quebec healthcare system holds dear. Of course,

the patient is at the heart of everyone’s concern, but unlike the French team, the

families’ choices seem to take precedence over those of the pediatric patients. Nev-

ertheless, as Clemente (2015) observed,when facedwith a poor prognosis, optimism

prevails, and death is overlooked.

In both Montreal and Paris, the therapeutic orientation is still compartmental-

ized within the curative; there is a lack of input from those who could advocate for

patients or alternative therapeutic strategies, particularly a palliative orientation.

Yet, the duty of non-abandonment is an inclusive duty, attentive to a plurality of

voices, capable of opening up a discussion on possibilities—not only in the field of

curative care but also in that of support (Jouannet 1999). It is taking care (in all its

complexities) that is at stake, care as a moral commitment, as a duty of non-aban-

donment.

As for the realms of the older adults, as in Ms Moretti’s story, the doctors’ deci-

sion to limit the curative approach spared the family the impression of giving in to

death rather than doing everything possible tomaintain life. If the “top down” deci-

sion-making mode used by the attending doctor can be described as paternalistic,

it nonetheless provided support for the family and a way to better cope with the im-

pending death of their loved one. “Doing good” does not necessarilymean providing

active care or comfort care,but rather following an approach thatmust be constantly

validated depending on the history of the patient and their loved ones.

However, the fact remains that both Isha’s and Ms Moretti’s stories give us

glimpses of the encounter between young and old age in that the prolongation of

life seems to be a central value that guides action when doubt hovers. This doubt

may or may not be shared by all HCPs, by HCPs and the family, or by HCPs, the

patient, and the family. How then can we move forward if not by recognizing a

potentially dominant posture, that of taking care as a primary value? Can we think

of the encounter between patient and caregiver in this light?

The discomfort of death is certain—clinicians approach it with difficulty, as do

families. Couldwe consider death (even faintly) as a possibility alongside serious ill-
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ness? Andwould a collaborative approach guided by horizontal relationships among

HCPs be a way to do this?

In short, beyond these issues or perhaps through them, our “multi-faced re-

lationships” to the numerous complexities of medicine further (or contribute to)

our understanding of a world constantly in the making. As Kehr et al. (2018: 2) and

many others have asked: “How do moral, medical, political, and economic values

and norms shape health-related subjectivities and processes of subjectivation, and

howdounderstandings anddefinitions of beinghumanchangeaccordingly?” In this

way, themany challenges ofmedical decision-making are a window into howmedi-

cal progress shapes our views on life, death, and dying.They also provide insight on

medicine as a political site as well as a moral one.
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3 Self-Tracking Practices of “Doing Health”

Mobilizations of Data and Technological Inscriptions

of (Un)Certainty

Anna Heitger

Introduction

“Look”, Tom says, showing me the screen of his smartphone. We are in a tiny

smoothie and snacks bar in Vienna. He works here a few days a week in the late

mornings. Later in the day, he will run to the fitness center where to exercise and

work as a fitness coach. “Here you can see my performance on the app. And here”,

he scrolls down a bit, “I can see how I did yesterday… Or here, for example, I get a

summary of last week. It’s all in there.” On the display, I see data organized into

various sections with different categories such as running, walking, heart rate,

calorie consumption, and so on. He scrolls so fast through the app I cannot make

outmanydetails, but at this point inmy ethnographic research I amalready familiar

enough with the way these self-tracking apps operate: The app receives data from

a wearable tracking device. In Tom’s case, this is a so-called “smartwatch” he wears

around the wrist. The device’s built-in sensor technologies enable the recording of

different kinds of bodily information, and this data is then visualized on the screen

of the user’s smartphone app. How does Tom engage with this data, though, what

does it tell him and how does it becomemeaningful in practice?

Self-tracking technologies such as Tom’s smartwatch give rise to quite different

kinds of practices—not only because of the variety of software and hardware, or the

specific bodily activity tracked and translated into data, but also because of theways

they can becomemeaningful aswell as useful for different actors on different scales.

For Tom, but also for Tessa and Sarah, who became the main participants in my re-

search, self-tracking is first and foremost a tool for understanding one’s body.More

precisely, it is about understanding it better—as in getting closer to particular kinds

of information of the body, anunderlying truth that canbeuncovered, accessed, and

knownwith the help of technologicalmediation. To engage in self-tracking not only

provides them a novel kind of knowledge about their body and its doings, but the
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recorded data is supposed to be used to adapt these doings, adjusting them accord-

ingly. Self-tracking is about managing the body, taking (good) care of it.

“Doing health”

My notion of “doing health” refers precisely to the increasing reach of the particu-

lar logic of self-tracking into the field of medicine and health: Through the system-

atic and purposeful quantification enabled by these technologies, the body and spe-

cific activities, states and processes become knowable in new ways which open up

new possibilities for management and control of bodies. In the field of self-track-

ing, health becomes something that is done in an ongoing way. It is about becoming

healthy, as in an ontological sense (Deleuze and Guattari 1987). Rather than a bodily

property in opposition to a lack of health in a dichotomous sense, health is enacted

as a project that requires specific and active doings of care.

My concern, then, is for anthropology,and formedical anthropology specifically,

to take notice of the diverse current endeavors of implementing self-tracking into

health care systems, to engage with the logic of managing bodies that self-track-

ing practices emerge from, and to take seriously actual as well as potential effects

of these shifts of doing health. I contend that this shifting notion of health is be-

coming increasinglypervasive andnormative:Bydevelopingandapplyingmeasures

andmeasurements, doings are captured into a feedback loop; signals are recorded,

quantified, and fed back to the individual to trigger a process of ongoing adjust-

ment.The current advancements in the tech development sector result inmore pre-

cise and thusmore “objective” technological measurements and an increased acces-

sibility as well as affordability of these features. But more than that, the scope of

self-tracking itself is continuously expanding in critical ways through explorations

of new possibilities for measurement and recording of more and more aspects of

human being-in-the-world. It is thus crucial to consider the ways in which these

measurements become potentially powerful and to ask what is at stake when Ger-

man health insurance companies, for example, aim at implementing self-tracking

technologies into their programs and policies. I argue that this altered understand-

ing of “health-as-doing” that requires particular attention, as well as the integration

of technological tools to generate knowledge and instructions on how to “do” health,

emergeswith/in newuncertainties about the body and its being-in-the-world. Iwill

further explore the affectivities that emerge with self-tracking and how, in the dif-

ferent modes of doing health encountered inmy field(s), uncertainties becomemo-

bilized and distributed across different sites.
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Methods, field sites and theoretical approach

My research on self-tracking technologies took place from2017 to 2019 across differ-

ent field sites in Vienna and Berlin. After an autoethnographic self-experiment as a

first exploratory approach to self-tracking, I focused on individual practices ofmov-

ing-through-the-world with self-tracking technologies. I conducted ethnographic

research in Vienna over a period of three months, employing participant observa-

tion, informal conversations, and semi-structured interviews in research with sev-

eral individuals who regularly engage in self-tracking. The core of my analysis of

user practices builds on data from research with Tessa, Tom and Sarah who allowed

me to accompany themduring their tracking routines.Although they are situated in

different settings and engage in different kinds of self-tracking, they are in the same

age group (25 to 35 years), the three of them are able-bodied, part of the dominant

whitemainstream society in Austria, speak fluent German, andworking as employ-

ees. Their technological knowledge and skills differ to some extent, but they must

be considered as technologically savvy. All in all, they fit the ideal of the user that is

configured into the technological design,which enables rather smooth interactions

with their respective self-tracking technology.

In a second step, and to get a better understanding of these technologies not

as given but as emerging from situated practices of technological design, I ap-

proached diverse start-ups with a focus on self-tracking technologies. I conducted

semi-structured interviews and had several informal conversations with different

people in three tech start-ups in 2019 in Berlin to gather insights into perspectives

and practices of design. If gaining access to self-tracking start-ups within the

highly competitive field of technological innovation already posed a considerable

challenge, I hit an invisible wall in my attempts of “studying up” when trying to

get access to stakeholders of health insurance companies, with all my interview

requests to gain information on their efforts of integrating self-tracking technolo-

gies into their programs being denied. Therefore, I needed to resort to publicly

accessible information, but also obtained further insights in interviews with tech

designers who would discuss the issue with me.

In my analysis, I aim at bringing together different methods, field sites and

more-than-human agency constitutive of the phenomenon of self-tracking. To ana-

lytically consider self-tracking in terms of practice theory proves useful insofar as it

grasps different actors as parts of practices instead of assuming human-technology

relationality either in terms of individual autonomy or technological determin-

ism. Instead, a practice theoretical lens allows for considering the ways in which

different kinds of technologies, subjectivities, and bodies come into being with/in

practices. To conceptualize the human-technology interface, I furthermore found

the notion of the “script” particularly helpful. Madeleine Akrich (1992) proposed

to think of technological design as script: Technologies are scripted with implicit
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assumptions, values, understandings, but most importantly with instructions for

doings, for how to engage with the technology in question.The script-approach has

been further developed by various scholars concerned with the ways in which tech-

nologies through their design delegate competencies, actions and responsibilities,

and the ways these scripts are potentially challenged and re-scripted (see for exam-

ple Oudshoorn et al. 2004). Suchman (2007), in turn, describes what she calls the

strategic vagueness of the technological script, in contrast to a more prescriptive-like

understanding of the concept. In my analysis, I mobilize this approach to consider

the ways in which self-tracking technologies become scripted with/in design, and

to consider the affordances of these technological scripts in emerging practices of

usage and the multiple kinds of doings they evoke.

Self-tracking in practice: Data discussion

Drawing on ethnographic material on self-tracking in both user and designer

practices, I focus specifically on doing health as a meaningful mode of engage-

ment with/in self-tracking practices. After a short discussion of the term self-

tracking (2.1), I will discuss emerging self-tracking practices as they mobilize self-

tracked data (2.2), particular doings of health and the ways these are scripted into

technological design (2.3), and finally provide insights into ongoing projects of im-

plementing self-tracked data into health care and health insurance in the German

context (2.4). In the last part (2.5), I interrogate my material specifically in terms

of the affectivities and multiple kinds of uncertainties that emerge with/in self-

tracking technologies.

Introducing the phenomenon of self-tracking

What exactly are self-tracking technologies and what kind of self-tracking practices

am I discussing in this paper?

Todescribe self-trackingasa set ofdispersedyet interrelated technologies,prac-

tices, and increasingly also policies, has proven a peculiar task since the very begin-

ning of my research. When I started looking into the field of self-tracking in 2017,

I had only a vague idea of something of the kind of a smartphone app you use to

trackhowmany steps youwalk aday.Thephenomenon Iwill call self-trackinghere is

discussed under varying terms—such as “quantification of the self” or “lifelogging”,

with of course diverseGerman translations of these terms.Thiswas certainly a chal-

lenge formy research regarding literature and publicmedia discourse aswell as set-

ting up the field research, but it also says something important about the heteroge-

neous and fragmented character of these technologies:They emerge not necessarily

as a novel innovation but find theirway into standard smartphones, sports gear, and



Anna Heitger: Self-Tracking Practices of “Doing Health” 65

even into items as familiar as a wristwatch. The idea of tracking activities or tasks

itself is not radically new, and thus affords for smooth and often almost unnotice-

able integration into everyday activities. I found that indeedmany people make use

of self-tracking functions without identifying or thinking about these practices as

self-tracking—the most prominent example being the step tracking function that

does not require any additional knowledge or equipment. Tom and other individ-

uals I encountered in my research who engage in self-tracking practices in a pur-

poseful and in an elaboratedway just refer to the name of the app, or of the brand of

the technology they use. Technology developers, in turn, situate their work within

fields such as fitness, lifestyle or themedical sector, for example, but not necessarily

in terms of self-tracking in an explicit way.

The lack of an encompassing term points to the fact that these technologies are

dispersed across different scales, actors, and practices rather than comprising a co-

herent fieldwith a specific directionality. Indeed, the scope of self-tracking seems to

be expansionary, towards increasingly elaborate tracking of activities, bodily states

and processes also with/in practices in the field of medicine and health.The notion

of self-tracking as a perspective on the abstract entirety of these phenomena has

proven a useful tool for my analysis of the particular logic these emerge with/in.

And while some of the readers might have already had an idea of what self-tracking

is about, it is crucial to notice the elusiveways inwhich these technologies operate as

they emerge with/in diverse and fragmented practices and policies across different

sites.

Thereby,public discussion, evaluation and critique are largely averted,or at least

significantly delayed (see also Farrington and Lynch 2018: 5)—while the size of the

billion-dollarmarket of data-generating technologies rapidly increasing (Matthew-

man 2018: 34). All the more important it is to put a spotlight on self-tracking prac-

tices and the notions of health they emerge with/in. The recent years have seen a

rise of scholarly engagement with these novel forms of data generation and evoked

critical analyses of what has been called “datafication” (e.g., Lupton 2016, Sumar-

tojo et. al. 2016, Schüll and Ruckenstein 2017) of various aspects of life.While Lynch

and Farrington (2018) propose a framing of data tracking technologies as “personal

medical devices” in their anthology “Quantified Lives and Vital Data” and my anal-

ysis tries to center the very practice(s) of self-tracking, in which these technologies

emerge—rather than taking these as point of departure. Arguably, the logic of self-

tracking largely evades established boundaries of what is considered “medical” and

instead alters practices of doing health across diverse contexts and fields.

Mobilizations of data at the human-technology interface

Self-tracking technologies measure, record, and capture signals from the body and

turn them into data points that become accessible on different types of screens, e.g.,
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smartphones or smartwatches. From the ongoing flow of being-in-the-world, indi-

vidual units of an embodied being-in-the-world emerge as data points in this kind

of measurement. This has an intriguing effect on the temporality of being-in-the-

world:Theseunits of being-in-the-world emerge asdatapoints allocatedwithin sec-

onds,minutes, days,weeks, and years and effectively establish beingwithin a linear

temporality. As these recordings happen ongoingly, single data points within time

accumulate into data sets, retrievable at any given moment—such as the moment

describedaboveofTomshowingme thedata inhis self-trackingapp.Differentkinds

of statistics and other visual analyses organize information into data inmeaningful

ways. Specifically, these accumulations of data over time are rendered meaningful

through generating notions vital to self-tracking practices such as “progress” and

“improvement”. Similar to Tom’s description of howhe had been able to improve his

fitness performance through self-tracking, Tessa explains in one of our interviews

how trackingwith awearable chest strap device helped to improve her running rou-

tine:

In the four years I’ve been using the app, I’ve already improved my running speed

significantly. But I’m also keeping track of my heart rate and other health factors,

you know? And I can always monitor my running routine, you see. Because speed

is not the only relevant factor, you have to consider the conditions of the running

track, too… like, are there changes in altitude, elevation, ground condition, and

so on. Therefore, I get a much better picture of what I’m actually doing, how I’m

actually improving and how I can really get better.

The particular dynamic that emerges between the individual and the technological

measuring can be understood in terms of a cybernetic logic as feedback-controlled

systems (Haraway 1991: 164). Having emerged in the cold war era, cybernetics seem

to continue shaping contemporary imaginaries of how technological andhumanen-

tities interact through design.What ismore, it continues shaping tech development

practices: Data is established as a common language as medium of regulation be-

tween the technology and the body.For example,Tessa describes one situation: Run-

ninguphill, she could sensehowshewas runningat the samespeed,butwhenshe took

a look at her app, the data showed her she had “actually” become slower. Here, the

distinct quality of the data becomes manifest: The measurements generated by the

self-tracking technology Tessamakes use of act as “objectifying data” (Mol 2002: 63).

The subjective sense of her being-in-the-world is subordinated to technologically-

generated measurements of being-in-the-world. Self-tracking data, in this sense,

act as “facts” about the body and the embodied being. In the practices I observed in

my research, engaging with these technologically generated “facts” does something

important in user practices—yet the doings evokedmight not necessarily follow the

script that is envisioned by tech developers and built into the design.
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Self-tracking practices of “doing health” and processes of responsibilization

Sarah uses a smartwatch like Tom and regularly engages with the data generated

through the recording of signals emitted by her body. However, the only data she

makes meaningful for herself is the number of the steps she takes during a day:

Technically, the watch tracks a lot more than the step count, there’s an app where

you can see all this data, your improvement over time and so on. But so far, I’ve

not even opened the app, I turned off all notifications of the app on my phone. I

just need to know the numbers of steps… and these I can easily see on the watch.

Sarah’s self-tracking practice does not emerge with/in purposeful physical exercise

per se, but rather shapes her moving-through-the-world in significant ways: In her

day-to-day life, she engages with the step tracking data, as displayed on the smart-

watch screen. Although she affirms that she regularly works out two to three times

per week, the only technologically mediated measure relevant to her is the amount

of physical movement in her everyday urban life:

It is a fact that even the most intense training routines cannot make up for a lack

of movement in your everyday life. So for example, if I see that I’m still far from

my daily goal, maybe I’d walk home instead of taking the bus, or I’d make an extra

detour around the block. But I won’t let myself go crazy if I don’t achieve my steps,

either.

The number of steps she takes during a day becomes meaningful for Sarah’s prac-

tice of doing health as actions that are understood in terms of “choices” within her

everyday life, as deliberate decisions she needs to take anew every day throughmon-

itoring her performance on the watch. If self-tracking technologies are understood

in terms of a script that provides specific instructions for actions, we can see here

how a re-scripting of self-tracking is enabled at the technological interface: Sarah

never opens the app, she does not care to know the data beyond the daily step count

produced by her smartwatch. She also takes off the smartwatch at night, even if it

could track her sleep cycles. For Tom, on the other hand, the information his smart-

watch produces about the quality of the bodily recovery during sleep is important

because of what it means for his performance during the daytime. He tells me he

had to stop using the wearable at night at some point, however: Knowing his sleep

was being tracked made him anxious about the data he was producing by just lying

still andmade himwake up all the time to check the app.

In contrast to narratives of technological domination and control, the self-track-

ingpractices that emergehere are situatedwithinparticular local and temporal con-

texts as they all bring about different practices of doing health: Tessa uses self-track-
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ing to monitor her running routines as doing health but does not use self-tracking

devices throughout the day.Tomengageswith the data fromhis smartwatch inmul-

tiple doings, from sleep to lifestyle to physical exercise. Sarah, in turn, uses only one

specific aspect of self-tracking that becomesmeaningful to her doing health. In my

research, it has furthermore become apparent that self-tracking practices are not

stable but shifting over time, and are not absolute either. Rather, they are caught

up in ongoing processes of negotiation as individuals navigate self-tracking aswhat

could in a Foucauldian sense be understood as “technologies of the self” (see for ex-

ample Foucault 1997) that link “practices of political government to forms of self-

government” (Lemke 2021: 105).

Turning now to practices of design, it is precisely the fragility and indeed the

ephemerality of self-tracking in practice(s) that I found tech developers to rather

lack a sense of. As already indicated above, self-tracking technology designers con-

figure the user as dutifully engaging with the tracked data and adjusting behavior

accordingly in an ongoing way. For them, the objective is both clear and implicit in

its normativity: It is about navigating choices and actions in such a way that it fos-

ters the imperative of becoming healthy and to engage in doings I describe as doing

health.

Alberto, CEO of a start-up that develops a medical self-tracking technology for

the management of body fluids, and in particular of water intake, explains to me:

There are several reasons why some of our patients need to monitor their water

supply—they either drink not enough or too much. Now, we wanted to invent a

technology that allows them to do that outside the hospital, to continue to check

their water intake, so that they do not have to be hospitalized once again. This

way, serious complications and emergencies can be avoided, and, you know, the

patients wouldn’t have to come back to the hospital all the time to get their water

levels back on track.

In this logic, relationalities between different entities emerge as continuous feed-

back loops (Orr 2006: 107–110) in which signals emitted by one entity are captured

by the other and translated into data points, that are transmitted as feedback to the

first entity,backagain,and soon.Central to thisnotion is anassumedmechanismof

automatic regulation that leads to increased stability of the system: Alberto implic-

itly expects the future patients of this body fluid management app to use the infor-

mation to adjust their water intake accordingly in an ongoing way.Thus, the infor-

mation provided by self-tracking technologies and the novel kind of knowledge that

is produced is not neutral and is not per se. Rather, it mobilizes with/in a feedback

systemof constant adjustment of activities andbehavior that is already scripted into

thedesign.Alberto’s imaginarypatient is in a constantprocess of adjustingwater in-
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take as it is recorded by the technology to the desired percentage deemed “healthy”

by fine-tuning her doings, i.e., her drinking habits.

In my research, I paid particular attention on how these objectives become

scripted into the technological design as imperatives that in user practices will

not control but nevertheless significantly shape the emergent doings of health.

There is much to say about “the user” that becomes “inscripted” into technological

design and its politics—about the implicit gendering, classing, racialization, but

also about simple access to the necessary infrastructures (see for exampleMatthew-

man 2018: 34). Beyond that, Suchman (2007: 188) has criticized the ways in which

individuals are identified exclusively within the relationality to the technology in

question, which results in a singularization of the multiplicity of user identities.

And indeed, the logic employed by the start-ups I conducted research with, follows

such an understanding of the user identified through a problem that needs to be

solved and can be managed by being captured within the feedback loop of self-

tracking technology. In my conversations with the founder and CEO of a start-up

that operates a lifestyle app, the ways in which the technological design implicitly

configures not only “the user” but “health” as well became apparent. In the first

interviewwith Norbert, he describes the app’s approach as “gamification of health”.

On a white board, he starts by drawing a horizontal line and explains:

Here on both ends, you see the extremes, so to say. Here are the unhealthiest,

and on the other side the healthiest. These two groups on the outer sides have

to be understood as separate groups—they need programs that are specialized

for them. But those from the middle, you see, where we would locate actually

the majority of people, they can still change their habits and become healthier,

do more for their health.

What Norbert describes here is an important development in the way the notion of

“health” shifts: Within processes of increasing commodification of health, subjects

are configured as individuals in terms of consumers that need to navigate not only

uncertain futures in terms of the individual at risk, but also the ontological uncer-

tainty of its being in the present.Hence, individuals that previouslywould have been

deemed “healthy” are now being recruited into practices of doing health via differ-

ent tools of responsibilization, such as the self-tracking technology in question.The

implicit imperative is to care for newkinds of knowledge, to engagewith bodily data

and to adapt and adjust doings to actively counteract the onset of disease and dete-

rioration of the body—which reminds of Rose’s (2007) notion of the “vital politics”

of our time that are “concerned with our growing capacities to control,manage, en-

gineer, reshape, and modulate the very vital capacities of human beings as living

creatures” (2007: 3).
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Yet, the imagined automatized regulatorymechanismat the interface of human

and technology is not self-evident, but the product of both technological design as

well as affective work done by individuals engagingwith it: For an individual to look

at self-tracked data certainly does not automatically result in an adaptation of do-

ings.The ability to read and understand statistics and visualizations, to relate these

to activities and sensed embodied doings, and to modify ongoing doings accord-

ingly must be understood as a task that is indeed demanding and preconditional

and inwhich affectivities and particular kinds of knowledge aremobilized into par-

ticular directions—that may or may not match with the configured use. However,

self-tracking technologies need to be taken seriously as tools of responsibilization

of the individual, and as producing particular practices of doing health—especially

in view of current efforts to materialize an integration of self-tracking into health

care policies.

Emerging regimes of “doing health” in insurance policy

The current efforts of health insurance companies in Germany to implement self-

tracking technologies reflect an increasing inclination of policymakers to employ

technological solutions, and most prominently, wearable devices, for healthcare

challenges (Farrington and Lynch (2018: 4). These efforts must be interpreted

within ongoing processes of commodification of health and responsibilization of

the individual subject as means of biopolitical control: Self-tracking emerges as

technological “fix” to “problems” that are presumedly linked to particular kinds of

“lifestyle” in urban environments and increasingly sedentary routines, and that

can be prevented by doing health in an ongoing way—thus building on a rather

mechanical model of social life in a rather patronizing manner (Layne 2000: 493).

While in Austria the attempts to implement self-tracking data into health care

seems tobe in its earlydays at themost,developments aremoreadvanced in theGer-

man context. Here, almost every health insurance provider is already running dif-

ferent kinds of so-called “bonusprograms”,which serve as feature of distinction and

competition between health insurers on the market.These developments, however,

seem to happen outside of political influence of the state as well as far from public

discussion about how these processes might put into question the principle of soli-

darity and equal access to health insurance.With these programs, the insurant can

receive a reward or compensation in turn for engaging in different activities, such

as attending preventive check-ups. This approach to health care recruits individu-

als into doings of health that supposedly benefit the individual’s quality of life—and

at the same time and perhaps more importantly, it is discursively represented as a

cost-saving measure from the point of view of health insurance companies.

Whereas the bonus programs were previously conducted through paper book-

lets, the implementation of self-trackingdata is part of a shift towards digitalization
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of these programs and health care in general. Nowadays, companies increasingly

encourage the use of self-tracking, for example by offering to subsidize the acquisi-

tion of a self-tracking device. One of the start-ups I had contacted was developing a

so-called “white label app” to be integrated into such bonus programs—referring to

an app they develop and sell to health insurance companies so that these can brand

and provide the app as their own. Back in 2019, Norbert not only told me they were

in negotiationwith diverse health insurance companies, and that just a few days be-

fore our interview, they had been able to finalize negotiations for one specific bonus

program.He tells me:

Ultimately, the goal for health insurance companies is to achieve the shift from

a cost reimbursement provider to a health service provider. Not to just pay when

the insurant gets sick. But as for today, there’s a considerable lack of touchpoints

between insurers and insurants—and especially between insurers and their

healthy insurants. This is why we need to create what we call touchpoints be-

tween the insurer and the insurant. If not, we run the risk of losing the insurants,

because nowadays, who hold these digital touchpoints already are Apple and

Google Health and the like.

He argues that the growing reach of self-tracking technologies of both Apple and

Google Health—both platforms that enable the collection of self-tracked data from

different devices into one site—hold a monopole on health data of individuals on a

global scale. This, according to Norbert, poses a significant risk and debilitates the

position of health insurance companies even more. In order to “keep up” with these

developments, he continues, German health insurance providers need to generate

their own “touchpoints” to their insurants. Within this ongoing shift of the config-

uration of the individual—from citizen to consumer—health emerges as a product,

and indeed, as producible. It would seem as if the notion of “health” that is mobilized

here would become broader and more encompassing. However, self-tracking tech-

nologies through their design pre-scribe doings of health in very particular ways, so

that it seems as if the actual modes of being healthy, andwhat being healthymeans,

are in fact narrowed down.

A crucial insight from my research on user and designer practices is that the

discrepancy between user configurations produced by tech developers and actual

doings of self-tracking in user practices does not come to matter: Take for exam-

ple Sarah, who might not engage with the tracked data beyond her step count. The

tracked data produced by her doings will be fed back into the tracking technology

nonetheless, andwill become interpreted as if shewas following the script, so to say.

As the data generated in self-tracking practices of users is fed back into the tech-

nological design, practices of design are caught up in their own preconfigured feed-

back loops.The information recorded inuser practices cannot be analyzedoutside of
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the technological script, but instead always further reproduces the user configura-

tions it entails; nomatter how they are done and possibly re-scripted in practice. As

these technological scripts enact a cybernetic logic, even “disobedient” doings, e.g.,

ignoring instructions, doing activities in the wrong way, or even “lying” by feeding

the app with inaccurate data, are simply rendered data points fed back into the sys-

tem.The“terms and conditions”of self-tracking, so to say, are already established by

design and closed to any kind of critique or resistance from within, while the het-

erogeneous and fragmented nature of these technologies also avert public discus-

sion and debate from the outside, as described before. However empowering they

might be as individual strategies for navigating the increasing imperative of doing

health, power is distributed rather unequally.That is not to position tech developers

as “data-rich” actors holding power as opposed to users as “data-poor” actors in a

homogenizing way, as Schüll and Ruckenstein (2007) have warned against. Indeed,

designers themselves have to be understood as situated in a highly competitive and

fragmented field of tech development, in which they navigate complex affordances

in their respective niches. If power becomes bundled, however, into platforms on a

larger scale, the risk is that engaging with self-tracking technologies becomes less

a possibility for individuals to navigate their being-in-the-world, but an imperative

with potentially (socio)material consequences.

Affectivities and uncertainties of self-tracking practices

In this final part, I will describe more in detail the affectivities mobilized in self-

tracking practices as well as the uncertainties they emerge with, and ask how these

become distributed across diverse practices, actors and bodies.

I have before shown the ways in which self-tracking technologies become pow-

erful as they produce being with/in a linear temporality and notions of being-in-

the-world as a task of ongoing development which becomes normatively charged

in terms of “improvement”. The doings of user practices produce a subject that is

temporally tethered between the past that becomes enacted through data of past

doings, and between the future that becomes discernible through the visualizations

and statistics. The future is in constant doing, so to say—becoming with every new

data point that is generated.This is a kind of future directionality that differs from

an anticipatory mode, which in the Anthropocene has become a dominant mode of

exerting control (see for example Adams et. al 2009): Here actions in the present are

directed at predicted or envisioned problems in the future—not to prevent but to

navigate them. In self-tracking doings of health, in contrast, “the future” does not

as such emerge as point of reference in. The meaning of doing health is produced

by actions carried out in the past that are recorded, analyzed and directed towards

a possible future through adaptation and adjustment of subsequent actions in an

ongoing manner.



Anna Heitger: Self-Tracking Practices of “Doing Health” 73

Self-tracking technologies that provide predictions of specific kinds of risk such

as the body fluidmanagement app, evoke the future in terms of a statistical risk that

needs to be navigated—and indeed becomes possible to be navigated—within self-

tracking. Here, what is at stake is a specific health concern that comes with a mea-

surable risk. Yet, in technologies that are directedmore at evoking doing health as a

more encompassing practice, there is no one specific health concern and therefore

no specific risk that is beingmobilized.What is at stake is the individual’s health in

the sense of a general wellbeing. If the future health of the individual in this logic is

understood as the sum of actions and decisions, eachmoment in time is important

as it produces a consolidation of the kind of health that is done. To engage in self-

tracking, then, is to gain control over these ongoing doings, and to decide the direc-

tionality of theprocess of doinghealth such asTom,Sarah andTessado.They engage

with their self-tracked information about how to shape their doing health properly.

While the past appears as already written—as data that is retrievable at any given

moment—and not changeable anymore, the possibility for action is located in the

very present. In this way, self-tracking technologies open up possibilities for adjust-

ing these doings in order to produce health. In this way, potentialities thatmight be

interpreted in terms of hope in a nonspecific, general sense emerge.

The body, in these practices, is rendered the site of concern, and simultaneously

as site for doing health. The body itself, but more importantly habits and behav-

ior patterns that are understood as inherently embodied are rendered malleable

through measurement. The self-tracked body becomes a hybrid of recordings of

bodily information and averages: The information captured by tracking technolo-

gies is interpreted, related and analyzed against established standard measures

and norms, e.g., optimal water intake, normal heart rate, average of the body mass

index (BMI).Uncertainties about the body, its processes and states, becomepossible

to navigate with/in the feedback loops provided by self-tracking devices. On one

occasion, Tessa describes how she “didn’t have a feeling” for her own body before she

started engaging in self-tracking practices. To be able to sense the body subjectively

is not enough and indeedmisleading, in this logic. In self-tracking, ongoing doings

thus become “choices” and “decisions” that get recorded by the tracking device and

subsequently fed back to the individual to reflect upon, which in a sense render

productive this uncertainty.

Self-tracked data as new kind of knowledge about the body, and ontological

uncertainty about the sense of the self as result of not-knowing emerge together

with an uncertainty about control and determination of ongoing doings. While

the technological recording of signals detected from being-in-the-world generates

new knowledge as grounds for further doings, they come with new uncertainties

that pertain the tracking itself: Tom, for example, explains to me that the tracking

achieves only a very close approximation. He tells me the error rates of different

self-tracking devices which he apparently knows by heart. When I ask what this



74 Part II: The Techno-Sphere

uncertainty about the accuracy does to his practices, he shrugs and says it is such

a minimal inaccuracy, it does not matter. And indeed, beyond this single instance,

I found that this technological uncertainty does not come to matter in self-track-

ing practices: The data produced by the self-tracking device is taken as “fact” as it

mobilizes further doings.When Tessa, as described above, tells me how the data on

the app made her “realize” she had become slower even if she felt she was running

at the same speed, the data is enacted as “fact”. In relation to the data-as-fact,

uncertainty, here, is shifted to her embodied measurement, to her subjective sense

of self—instead of causing her to question the accuracy of the information her app

displays, for example. This observation is reinforced by statements such as “any

training session that is not recorded is no training session”, as Tessa explained to

me. Only what is tracked by the app is certain and can becomemeaningful as “fact”

about being-in-the-world.

Tech developers do not render meaningful the uncertainties of their technolo-

gies either but take the data as “facts” as well, even if they know about uncertainties.

Not only do they know about the rate of inaccuracy of their technologies.They also

knowwhich standards and the norms they script into the design, and about the po-

tentially uncertain nature of these averages that themselves are subject ofmodifica-

tion according to new evidence.When I asked Norbert, the CEO of the lifestyle app,

about the possibility to “trick” the app by feeding it with inaccurate information, he

laughs and says:

If someone can really be bothered by lying to the app by entering false informa-

tion, then so be it. But, you know, you would be betraying yourself. So I can hardly

imagine anyone doing this.

Theuncertainty about the compliance of users is disregarded and explained away by

resorting to the commitment-producing technological script—and becomes elimi-

nated insofar as within the feedback loop, the tracked data is taken as “fact” in tech

development processes of further refining and personalizing the technological de-

sign.Within this kind of previously described inbuilt automatic regulation, uncer-

tainties become distributed in unequal ways and potentially override and overrule

divergent ways of being, sensing, andmeasuring.

Affectivities of hope and normative understandings of health intersecting with

newkinds of informationprovidedby self-trackeddata canbe potentially empower-

ing for the individual.The ongoing shift towards digitalization is also a shift of per-

sonalization of medicine and health care, in which self-tracked data as objectifying

knowledge about the body, habits and behavior are becomingmore important.This

potentially renders the individual as their own “expert” vis à vis generalizing med-

ical knowledge. However, not only is this potential expertise intrinsically produced

by a technology scripted according to understandings anddesires of tech developers
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that are well beyond control and contestation by the individual user, but also do the

current developments of integrating self-tracked data into health insurance poli-

cies indicate a shift in authority, expertise and ownership of the tracked informa-

tion and data away from the individual. From the side of designers and stakehold-

ers, the openness and malleability of the body is produced with a different kind of

hope about the technologicalmanageability of bodies and the health care they need.

As already described above, this functional understanding of bodies and individu-

als as citizens, consumer and part of the labor force reinscribes responsibility for

doing health into the subject. It is interesting to consider the fact that the particular

notion of “health” emerging from the “problems” self-tracking technologies set out

to tackle is increasingly narrow. It might seem a shift towards a more encompass-

ing, holistic approach to health, but it appears that instead,more andmore aspects

of being-in-the-world become integrated, or “medicalized”, in a sense, all the while

the particular ways of how to be healthy are increasingly deterministic. An increas-

ing integration of self-tracking technologies into health insurance and health care

as outlined above,of course, could further this shift considerably and capture actors,

bodies and doings within preconfigured and scripted feedback loops.

Yet another aspect of uncertainty pertains to the question of how exactly insur-

ants as well as insurance companies can benefit from the implementation of these

“bonus programs” and the integration of self-tracking technologies, insofar as there

is no actual evidence for most of the activities that are promoted as doing health

within these practices—or at least not yet. For example, a causal relation between

the health of an individual and taking 10.000 steps per day could not yet proven (see

Reynolds2021). Inpracticesofdesign, theseobjectives areestablishedat somepoint,

but might not actually correspond to medical insights or the most recent evidence.

What is achieved through self-tracking technologies as tools of responsibilization,

however, is a recruitment of individuals into doing health as something controllable

and adjustable into any desired directions.

Conclusion

In this chapter, I presentedways of doing health in self-tracking practices emerging

with/in processes of increasing urbanization and changing lifestyles, shifting land-

scapes and bodies leading to critical conditions for human being-in-the-world in

late capitalism. Self-tracking as “technology of the self” makes productive the feed-

back loop of recording bodily information rendered into measurable units and re-

porting it back as “data” to the individual. I have proposed an understanding of self-

trackingpractices in their ephemerality that resists conceptualizing the identities of

individuals identifiedasusers asfixed,and their practices as coherent,cohesive,and

stable.My empirical data has shownpractices that aremore or less established at the



76 Part II: The Techno-Sphere

moment of my research, yet emphasized the constant work they require—practices

that now, five years later, most probably have shifted in some way or another, that

might have become refined, suspended, or abandoned.

In reference to the empirical material, I have discussed the ways in which self-

tracked data becomes mobilized into particular doings, and specifically into what I

identify asways of doing health that are directed towards navigating ontological un-

certainties about the state and the future of the body and embodied being-in-the-

world. Self-tracking technologies enable these doings insofar as they generate ob-

jectifying data that opens up possible lines for further doings. As they become pow-

erful tools of responsibilization of individual subjects, an interrogation of the tech-

nological script is crucial—even more so in view of ongoing processes of integrat-

ing self-tracked data into health insurance companies.The understanding of health

that becomes mobilized is shifting from a notion of health as property or state of

being towards a more encompassing and indeed ongoing notion of health as do-

ings intrinsically contextualized within linear temporalities. Within this shift and

the possibilities enabled by self-tracking technologies to navigate doings of health,

affectivities of hope emerge in an open-ended, nonspecificmode. Finally, I have ar-

gued that ontological uncertainties about the body and the embodied being-in-the-

world, novel technologies and new kinds of knowledge emerge together. Through

processes of technologization that are critical to contextualize with/in shifting no-

tions of health, they are distributed in unequal ways across sites, actors, and bodies.

Inmy attempt to contextualize the ongoing developments in self-tracking tech-

nologies and the ways in which these emerging imperatives of doing health become

mobilized, these processes can be interpreted in continuity with a logic of cyber-

netics and a functional understanding of bodies and populations, an increasing in-

dividualization, responsibilization and economization of health. It is also interest-

ing to read these processes against new kinds of uncertainties that emerge in the

Anthropocene—a growing sense of the porosity of bodies within social and ecolog-

ical environments, andmultiple kinds of evidence frommicrobiome science or epi-

genetics, for example, leading to a shifting understanding of human-environment

relations in which boundaries between the human and the more-than-human are

critically blurred (see for example Heitger et al. 2021). If self-tracking technologies

and the re-inscription of choice of an assumed individual human subject are under-

stood as project of (re-)establishing control of bodies and their life conditions in an

intrinsically anthropogenic world, their future is more than uncertain.
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4 Precarious Lives, Uncertainty

and the Politics of Hope

Engaging With Novel Therapies for Blood Disorders in India

Sangeeta Chattoo

Introduction

This chapter explores the local, experiential context within which those affected by

or caring for a child with thalassaemia choose a particular, so called, novel therapy,

involving the use of thalidomide and hydroxyurea, which remains controversial

within clinical literature and practice. Thalassemia is an inherited blood disorder

that causes serious chronic anaemia.The novelty of this treatment circulates within

awider political economy of hope (Good et al. 1990; Novas 2006). A lack of consensus

in clinical practice on the safety and efficacy of thalidomide in treating thalassaemia

brings home the significance of the hierarchy of methods through which evidence

is selected to legitimise innovation and change. However, the processes of (re)con-

stitution and regulation of clinical trials is not the focus of discussion here. Instead,

the aim is to analyse themotivations and therapeutic journeys of those seeking this

novel treatment despite uncertainty of outcomes and significant financial costs.

Theoretically, the analysis hinges on the concepts of potentiality and precarity with

uncertainty/hope as the mediating term—drawing our attention to the “ordinary,

chronic and cruddy” aspects of everyday milieu within which the materiality of the

disease, illness and caring are negotiated (Das 2015; Povellini 2011: 13).

Scientific controversies surrounding the legitimisationand routinisationofnew

technology andmedical interventions can be placed within the remit of “an anthro-

pology of potentiality in biomedicine”, followingTaussig et al. (2013: S3–S12; also see

Bharadwaj 2018, among others). In their eloquent Introduction to the special issue

of Current Anthropology (2013), they trace etymological roots of potentiality in Greek

(potentia)and early Latin (potens/ potence) implying power/ force/ possessor/ possible/

capable and so on. Interestingly, “potentiality of the negro” was a phrase appropri-

ated during the civil rights movement between the 1960s and 1970s. Hence, the very

act of framing something as potential (or controversial) is a political act, invoking

ethical choices about howwe engage with life and death, health andwell-being.The
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historical shifts in our understanding of an embryo as a person is a classic example.

Both as a theoretical concept and an object of study, potentiality reminds us that

biomedical knowledge and practice is a dynamic space of contestations over truth,

safety, risk and efficacy of treatments (Ford 2019).

Precarity, as a concept, is akin to potentiality since it reflects an inherent uncer-

tainty of outcomes of interventions/ treatments thatwill only be revealed in time. In

tracing its genealogy to theMarxist theory of labour, it implies a generic sense of on-

tological uncertainty.Here,we are using precaritymore specifically to the context of

(self)care, following Hyde andWillis (2020 ). As observed by Anne Allison (2014) and

others,precarity of care invites a focuson thepresent, short-termgoals rather thana

distant future.At the same time,uncertainty of outcome leaves a door open for hope

and resilience in the face of a serious illness, whilst reinvigorating investment and

hope in innovative therapies (Hinton and Kirk 2017; Good 2010: 275; Brown 2003).

This next section, following a note onmethods, outlines the clinical controversy

surrounding the use of thalidomide in treating thalassaemiawithin the Indian con-

text. This is followed by a case study outlining the quest of a father from a North

Indian village, seeking this novel therapy for his two children popularly known as

Jhanduwalla ilaj—set against the backdrop of the struggles of rural families seek-

ing routine care in state hospitals. The third section, takes us right into the clinic

of the practitioner, tracing the nuances of his motivation for offering what he called

a “novel therapy”with a view to filling a therapeutic gap (Simpson 2007). In the con-

cluding section, I pick up the conceptual threads to analyse the place of jugaad (dis-

ruptive innovation) as apractice that arises fromandmediates the therapeutic space

carved by the precarity of caring and the potentiality of an “operational cure”.Before

we move to the controversy surrounding the use of thalidomide in thalassaemia, a

brief description of the methods and the field is important in setting the scene.

A note on methods and the field: Setting the scene

The arguments and analysis presented here draw on a multi-sited ethnography of

public health policies and experiences of inherited blood disorders in India, carried

out between 2017–2019.1 The larger sample included 49 households from three ge-

1 This research was funded by the Economic and Social Research Council (ES/ 15665/1, htt

ps://www.york.ac.uk/sociology/research/current-research/inherited-blood-disorders/). I am

grateful to all the participants who shared their lives and therapeutic journeys with us. My

special thanks to Karl Atkin and Maya Unnithan for their contributions to the project; col-

leagues at the Institute of Socio-economic Research on Development and Democracy (IS-

ERDD) for their invaluable skills and help fieldwork; and Prayas for their support. I owe a

deep intellectual debt to Veena Das for decades of inspiring conversations and what I have

borrowed from Affliction. This chapter has benefited substantially from the insightful com-

ments and suggestions of theMAAH panel, especially Rikke S. Andersen and the two Editors.
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ographical areas, where a child or an adult had the condition.This chapter is based

on case-studies of five families (from the same field-site, S3) who pursued the novel

therapy, using in-depth interviewswith adult patients and family carers. Each fam-

ily was interviewed at least twice and followed up on phone during the pandemic.

The case studies were written specifically to analyse their engagement with risk and

the circumstances within which a decision was made to opt for or discontinue the

new treatment. It is important tomention thatmy initial framing of the novel ther-

apy as being controversial has been important in shaping a shifting analytical space

and my appreciation for the specificity of the innovative spirit, a point to which I

shall return.

We cannot understand the parental quest for a cure and engagement with ther-

apeutic uncertainty related to novel treatments without first locating the disease in

its socialmilieu.Themateriality of the disease is enmeshedwithin persistent strug-

gles of families, marked by striking levels of poverty and inequalities in accessing

basic healthcare provided free by the state (Chattoo 2018). Despite cheap diagnos-

tic tests and treatment options available across public and private sectors, including

bone-marrowandstemcell transplantspromisinga cure,only between5–10percent

of childrenwith beta thalassaemia receive optimal care in India (Parmar et al. 2017).

Paradoxically,whilst state healthcare is free for everybody, in principle, 70 percent is

accessed in the private sector with huge variations in quality across both the sectors

(see Das andMohpal 2016).

Thalassemia it is an inherited blood disorder that results in severe/ chronic

haemoglobin deficiency. Standard treatment involves a strict life-long regimen of

red cell transfusions every 3–4 weeks, supplemented by injectable or oral chelation

drugs to extract excess iron from the body (caused by the transfusions).The relent-

less chronicity of the transfusion-chelation routine is painful, involving iatrogenic

risks of blood borne infections and iron overload potentially affecting vital organs

over time. Some of the parents from a small town in our sample travelled between

70–200 miles to a larger treatment centre to avail safer blood for their children,

whilst most had tried several folk, ayurvedic and spiritual remedies, hoping for a

cure.

News about new treatments such as stem cell transplants, gene therapy andnew

medicines travels far online, viaWhatsApp chat groups conversations at treatment

centreswhere parents/carers and adult patients form close “family like” ties (seeUn-

nithan et al. 2023).That is how Ifirst heard about Jhanduwalla (place pseudonym) illaj

(treatment/ cure), involving a prescription of thalidomide, when I started fieldwork

at Site 3. I had not heard of such a treatment for thalassemia either in India or the

UK. A quick online search lead me to a clinic advertising the use of thalidomide as

a “novel therapy” and an alternate to transfusions. Initially, I was suspicious about

yet another “quack” taking advantage of carers who were desperate for a cure. The

novelty of this treatment was already framed as part of the historic controversy sur-
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rounding the scientific credibility of the use of thalidomide reflected in the clinical

literature, for reasons explained below.2

Novel treatment: Controversy, efficacy and safety of thalidomide

Thalidomide remains shrouded in the scandal of birth disorders and miscarriages

caused in a cohort of pregnant women who were prescribed the medicine for

morning sickness between mid 1950–60s. New versions of the drug are in use

for treating epilepsy and malignant blood cancers. A review of clinical literature

suggests that some clinicians are less ambivalent regarding the use of thalidomide

in thalassaemia and dismiss its efficacy as purely anecdotal (see Manglani and Kini

2017). Others recognise its benefits in raising foetal haemoglobin levels, justifying

its use with varying degrees of caution in selecting the “ideal candidates”, for whom

the benefits override the increased risk (see Chandra et al. 2021). Given the genetic

variants, baseline patient characteristics, diagnostic histories and socio-economic

factors underpinning outcomes, predefining the “ideal patient” or a single treat-

ment protocol sounds unrealistic. It is difficult imagining how boundaries of risk

and safety defined in Europe or North America can be applied to under-resourced

healthcare settings being described here. This is not to undermine the importance

of setting the bar high and the need for oversight of protocols at a local/national

level.

Thalassaemia International Federation (TIF), an influential organisation with

a strong clinical focus, who work closely with the WHO and have a wide interna-

tional membership base of patients’ and carers’ representatives, posted the follow-

ing statement on their Facebook page on 30th June 2018:

TIF has increasingly been receiving questions from patients about the use of

Thalidomide in the treatment of thalassaemia, based on the information that

some clinics have been treating patients with this drug. TIF wants to clarify and

insist that there are no controlled clinical studies to support the use of Thalido-

mide as a standard of care for the treatment of thalassaemia. The potential that

Thalidomide may have as a treatment option for thalassaemia is, currently, only

based on case studies. This means that Thalidomide has only been tested in a

limited number and specific groups of patients across the world, mainly in India

and China, and so results on its efficacy and potential side-effects are limited

and not representative.3

2 I would like to thankmy colleague, Vaibhav Saria, for his contribution to the literature search

on thalidomide.

3 https://thalassaemia.org.cy/news/tif-on-thalidomide/
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The above statement by TIF was followed by a potted history of thalidomide and its

teratogenous side effects, without adopting a formal stance against the use of the

drug in thalassemia and sickle cell disorders.

In a similar vein, Sankalp Foundation, one of the leading non-governmental or-

ganisations (NGOs) providing clinical care and stem cell transplants for thalassemia

patients in Karnataka (India), reviewed the current evidence on thalidomide. They

agree that while thalidomide has been reported to enhance red cell production, the

safety and efficacy of the drug (for thalassemia) is debatable. Rather than outrightly

discrediting use of thalidomide, Sankalp strongly recommend seeking informed

consent, communicating the risks to the patients and reporting any adverse events

and deaths.4 Interestingly, neither Sankalp nor TIF referred to a large retrospective

cohort study describing the outcomes of a specific protocol used in India, perhaps,

since it was not part of a clinical trial (Ramanan and Ketki 2017).

To summarise, the use of thalidomide in treating thalassemia as a highly con-

tested site of therapeutic innovation and policy regulation highlights two important

issues: Firstly, given the practical limitations of governance ofmedical practice (due

to scale and complexity of the federal healthcare structure), the notion of informed

consent is compromised across healthcare settings in India. Second, as suggested

earlier, the use of thalidomide as an experimental therapy in thalassaemia has been

reported from other countries. Hence, criticisms of its use in India might be at-

tributed to “epistemic prejudice and geographies of innovation”, followingCentellas

et al. (2019: 3). Based on their ethnography of birthing practices in a poor state like

Mississippi in the USA, they define epistemic prejudice as:

[…] an orientation toward globally relevant knowledge production and influence

that denies or underplays local complexity, practice, and insight. […] We find that

epistemic prejudice enables certain assumptions to become taken-for-granted

truisms about the world; it facilitates the construction of “facts” on shaky, un-

contested, or invalid foundations. Simultaneously, it serves to silence local inno-

vation and creativity, making a kind of paradox of the local, a place that is both

so unique and so failed based on cosmopolitan standards that it barely deserves

to be taken seriously and therefore has no generalizable insights to provide to

other locations. (Centellas et al. 2019: 3)

The process of legitimisation and routinisation of new technology/ medical treat-

ment based on trials is beyond the scope of our discussion here.The question I want

to pose is: what motivates a clinician to try novel treatments in which the efficacy

and safety are (yet) not well established? This is assuming that an established clini-

cianwith a thriving business has a lot at stake andwill not jeopardise her reputation

4 https://www.sankalpindia.net/news/thalidomide-thalassemia#main-content
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(see Bhardwaj 2015). Second, we must also try and understand the circumstances

and rationale underpinning the decision of parents and (adult) patients who choose

to accept the (risks) unknowns associated with such treatments? Finally, how does

my own framing of the history of thalidomide “controversy” shape the arguments I

am presenting here? The “evidence” seems to have already shifted since I wrote the

first draft of this chapter for theMAAHworkshop inAutumn,2021.Rather thanpro-

vide a linear summary in the retrospect, I want to stay with the flux and potentiality

of the intervention as I navigated my way through the field. Let us now turn to the

therapeutic journeys of parents/patients in pursuit of this novel treatment within a

wider political economy of hope (Good et al. 1990; Novas 2006).

Seeking Jhanduwalla ilaj: Precarity of care, uncertainty and hope

Around the time I started fieldwork at Site 3, (2017–18), I heard stories about some

of the families in our sample following Jhanduwalla daktar ka ilaj (doctor’s treatment

identified by place).5 Given the porousness of the complementary medical systems,

health beliefs and knowledge practices, it is common for practitioners across health

systems to prescribe allopathicmedicines (see Das andMohpal 2016). Interestingly,

only five out of our sample of 59 thalassaemia households had chosen Jhanduwalla

ilaj, through their hospital network rather than being referred by their clinician.

Even though their personal circumstances varied, they came from the same state

(Site 3). The following case-study provides a synopsis of what I defined earlier as

precarity of caring, especially in rural areas, in securing regular transfusions they

considered to be safe, in the first instance.

In April 2018, Rajan Singh (ISERDD colleague) and I went to meet Prakash and

Rani,PapuandHansa (their childrenwhowereunder18 andhad thalassaemia).They

lived in a village about nine miles away from the District hospital in town (Site 3),

tucked away from the bus route along the highway.Whilst we were finding our way

across unmarked village streets andhouseswithout numbers,Papumetushalf-way

and recognised Rajan from his previous visit. The family lived in a relatively large,

pucca (concrete) house (a sign of being relatively better off),with amud chullah (oven)

used for heating water in the courtyard.His paternal grandmother, in her long cus-

tomary ghoonghat (veil) covering her face, welcomed and invited us to sit on amanji

(jute-string-bed), as we waited for Prakash. It was coming to the end of the Win-

ter-harvest season andmost of themen andwomenwere busy in the fields,wewere

told.Rani onlymade a brief appearance to serve uswater and refreshments, assisted

by Papu, but did not join in the conversation, given the local custom of deference

5 The names of places and participants have been anonymised throughout the chapter.
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womenmust show to generation and gender. Her mother-in-law, however, was lis-

tening carefully and occasionally interjected. We were soon joined by Prakash, one

of his brothers, nephew and a neighbour who sat in listening but did not contribute

to the discussion.

Clearly, Prakash was the main carer who navigated the medical system, accom-

panied his children for their hospital appointments and looked after their medica-

tions. His nephew helped him financially and whenever they needed help in taking

the children to the hospital.Therewas a sense of desperation in Prakash’s voice as he

described the routine of taking time off farming to take Papu and Hansa, on public

transport (subsidised for patients), for theirmonthly transfusions to the state hospi-

tal about 80miles away. At times they stayed overnight, involving further expenses.

This is a journey they had to undertake every 2–4 weeks since, at the time, the dis-

trict hospital closer homedid not have a blood separationmachine.Hepreferred the

long journey to the city hospital, to access separated blood for the children, know-

ing the harmful impact of whole blood transfusions. Co-ordinating their treatment

schedule with the demands of farming, however, was not easy despite the practical

support fromhis nephew.Prakash recollected the timewhenHans’s transfusionwas

delayed due to the pressures of harvest taking priority over her routine care.

Prakash was moved to tears when he echoed what I had heard from other par-

ents. He did not know how long his children would live, perhaps 20–25 years, he

ruminated. It was quite sad to hear him say, “[…] sewa karunga, dil se, jab tak hen”!

(literally,“Iwill serve themwithmyheart andsoul,until they live”).This expressionof

sewa (care) is a reversal of what parents expect from their children as they get older.

He had tried spiritual remedies, votive offerings and other treatments to no avail.

At times, he was upset at his kismet (poor luck) at having two children who had a

difficult, painful condition for which they would need transfusions all their lives.

Unfortunately, such a prognostic vision of a brief life, reinforced by the knowl-

edge of other families losing a child in their 20s, affected the life choices for chil-

dren with thalassaemia. Papu said that he had not been able to continue school be-

yond the 8th standard since he found cycling bothways quite tiring. Instead, he now

helped his mother with the household chores and went to the fields with his father.

In contrast, Prakash said proudly, “Our daughter is really clever and very good at her

studies. She needs our support and we are focusing on her education now.We don’t

expect her to do any housework. You will meet her. She will be back soon”.

So, howdid hefirst hear about the Jhandhuwalla ilaj, I asked.Prakash responded:

All the friends at the hospital and the […] group (naming the city) talked about

it. Then we were invited to the camp (educational meeting) on 7th May [world

thalassemia day] by the Society [themain patient support group based in another

city] and parents were talking about it. Then four of us [parents] from the hospital
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decided to travel to jhandhuwalla (a distance of 580miles, a journey over 24 hours

by bus and train).

Prakash and the children had met the doctor three times, in person.The first time,

they travelled as a group of four (affected) families. The consultation fee was 3.000

rupees (for both) and the doctor was nice and patient. He explained everything in

detail using a graph, showing how the hb (haemoglobin) would behave, coming

down before registering a steady rise. Several tests including a DNA analysis were

ordered to confirm the type of thalassemia the children had, each costing 7500

rupees. They were (re)diagnosed as having thalassemia intermedia (which often

has a milder course and is believed to respond better to thalidomide/ hydroxurea

treatment). The differences in types of thalassaemia and pros and cons of the new

treatment were explained to him. Rajan and I were shown the notebook they had

been given. It was in English with hand-written translation in Hindi and explained

in detail how to take the medicines daily, monitor pulse and other signs and a

schedule for regular blood tests.

The first batch of medicines was provided for four months and the family were

hopeful of the treatment being effective since Papu and Hansa were weaned off

transfusions.On their second visit, the doctor was a bit brusquewhen Rajesh raised

the issue of not having enough cash on him. He was told in no uncertain terms,

“You can either take these medicines or go back to transfusions.” Eventually, the

clinic administrator agreed to an electronic transfer of money so that medicines

would be couriered to the family. By the time of their third visit, he had spent a

substantial sum of nearly 3.5 lakh (350.000) rupees and he realised that spending

20.000 rupees a month, with additional costs for regular blood tests for both the

children, was not sustainable in the long term. Hoping that this treatment would

work, he had taken out a loan from the bank. Unfortunately, that year, the harvest

had been disappointing, followed by COVID-19 a couple of years later, making it

difficult for him to repay his loan.

Like most parents, Prakash was desperate to try any new treatment for his chil-

dren.He believed that stem cell transplants carried an 80 percent risk of death, even

though it promised a cure. It was a difficult choice for him to discontinue the treat-

ment, given that both the children had benefitted from it for 18 months. Prakash

speculated, “If only the doctor had specified that these medicines were to be taken

for 2–3 years, I would have managed the finances”. We do not know what the po-

tential treatment outcomes might have been, had the family had enough money to

perseverewith the treatment.On a positive note, inMay 2022, I learnt that the blood

separating machine at the local hospital was finally operational, making the treat-
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ment routine emotionally andfinancially less challenging forPrakash andother par-

ents like him.6

Reflections on other potential endings, limits of hope

Meanwhile, doubts about the long-term benefits of jhanduwalla ilaj had surfaced in

the group, as one of the patients suffered an adverse reaction and had to revert to

transfusions. Such incidents had an impact across families who shared a treatment

routine andwere bound by a kinship of caring (see Unnithan et al. 2023). Ravi’s par-

ents, for instance, said that they had discontinued the treatment due to concerns

about side effects. Ravi, a frail youngman in his 20s, however, added that the treat-

ment was “too expensive anyway”. Given their lower-middle class background, it is

not clear to what extent their decision might also have been related to competing

financial commitments. It is an important aside that, whilst Ravi struggled with his

studies at college due to his poor health, his sister was being coached privately to

sit for the highly competitive, examination for entry into amedical school. Families

with limited resources had to prioritise their needs, often resulting in subtle differ-

ences in caring practices. In both Papu’s and Ravi’s family, education of the health-

ier/brighter siblingwas the focus.When I askedhow theymade such ethical choices,

middle class parents usually claimed that they treated both/ all their children the

same.

What we can say with some confidence, however, is that access to cash or the

ability to take a loan, often informally from kin or from a bank, rather than severity

of the illness per se, played a significant part in decisions related to starting and dis-

continuing the novel treatment. For instance, in contrast with Prakash’s situation,

Pawan, who was in his late 20s and training to be a teacher when Imet him in 2019,

came from a relatively better off farming family. He had been pursing Jhanduwalla

treatment for over a year, even though he had milder form of thalassaemia (inter-

media) needing intermittent transfusions. When asked how he was doing, Pawan

replied, “Ab me theek hun” (“I am fine now/at the moment”). I asked him what he

meant by the term theekhona since, inHindi, it canmeanboth getting better or being

cured. He was clear that in his case cure meant not needing blood. He did not have

any concerns about the safety or the expenses related to the treatment and wanted

to continue as long as it worked, and his father supported him financially, whilst he

invested in his training.

Vibha’s father was the only parent of the five families that we followed who had

access to scientific papers on clinical trials and new medical interventions, having

6 Some of the accounts of the second/ third visit to the family are reconstructed after I had

interviewed Dr Dev in 2018.
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worked in the pharmaceutical industry.They shopped around online to save money

on the prescription each month and maintained regular contact with the doctor

online and by phone during the pandemic. Her family had the added advantage

of cultural capital that helped in better communication with the doctor, greater

confidence in knowing the pros and cons of the medicines and better resources

for addressing their doubts. Even he did not broach the subject of the scientific

controversy regarding the use of thalidomide, despite mentioning the research he

had been following in the field. Vibha’s parents were protective gatekeepers and

did not want any negative information being filtered to her. On both the occasions,

contact was mediated through parents who sat in on both the interviews. What

mattered to Vibha and her parents was that her condition was well controlled since

she started Jhanduwalla treatment. In Spring of 2022, it had been four years without

any adverse effects. Vibha had since finished her studies andmoved on in life.

Vibha’s family were different from the other four in that their cultural capital

enabled themto seek informationandexercise choice about thepotential risks of the

novel treatment, economising on costs by looking for safe but cheaper brand of the

same medicine in the market. Using Pierre Bourdieu’s concept of cultural capital,

we can understand the significance of embodied, objectified, and institutionalised

forms of cultural capital (e.g., dispositions, values, knowledge, books, technology

and educational qualifications) as being central to the perpetuation of class based,

structural inequalities (1986: 17–20). The role of cultural capital has been central to

debates on the complex intersections between structural inequalities underpinning

vulnerability to ill-health, health seeking behaviour and outcomes of care (see Baru

andMurugan 2016; Abel 2008).

Whilst these social determinants do not impact on who inherits thalassaemia,

the inverse relation between social class and the susceptibility to ill-health and

adversity in general have a cumulative impact over time. This was more visible in

Sabiha’s case who unfortunately died while still in her mid 20s, following an illness

caused by dengue, a common infectious disease. The last time I talked to Sabiha

on phone was in Summer 2021. She sounded quite cheerful and said that since she

was continuing with Jhanduwallah treatment and had not had transfusions for two

and a half years. She had had two-three serious events resulting in emergency care

that she did not consider significant. When I first met her in 2018, Sabiha looked

and felt quite ill. Her iron overload was very high, her tummy was swollen due to

an enlarged spleen, and she had little appetite. What she described were signs of

a poorly managed thalassemia as a child. She spent most of her time in her room

barely having the strength to move, until it was time for her next transfusion in

two weeks. Even though her mother complained about the Jhanduwalla ilaj being

expensive, the family owned a small business andmanaged to chip in.

In Spring 2022, I learnt that Sabiha had developed dizzy spells and fever

[dengue] in Autumn 2021. She was critically ill and admitted to the Intensive Care
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Unit for a few days, and never returned home. I went to commiserate with the

family. It was iftiari, the evening time to open the fast during the holy month of

Ramazan. Her mother was in the kitchen and did not come out to meet me, her

silence marking her mourning. Her brother described the events preceding her

death and kept repeating, “[…] she was doing well (who achi thi) until she developed

fever […]. It was our oversight (hamse bhool ho gayi).” It took the family a few days

to realise that she could be seriously ill with dengue (given her thalassemia). They

should have rushed her to the hospital earlier. He would always regret that she

did not live to see his wedding—an event that she had told me, she was so looking

forward to. In taking on the blame for what he saw as a lapse of judgement on their

part, we are reminded that better educated parents or siblings might have read

the critical signs in relation to her underlying condition serious or sought clinical

advice from a network of friends to evade her death.

Given a better sense of what this Jhandhuwalla ilaj entailed, I was ready to meet

Dr Dev at his clinic in Spring 2018, to find out more about his perspective and prac-

tice.

Therapeutic innovation, private market and the role of medical pioneers

Dr Dev’s online profile highlighted that he was an established specialist in his field,

affiliated with several national and international clinical bodies. He had already

published several papers based on his clinical practice, ranging from leukaemia to

sickle cell and thalassemia. His clinic was in a busy part of the old city, in a building

that housed other clinics, a courier service as well as a furnishing house. Given that

70 percent of healthcare is provided in the private sector, these are familiar sights

across India. The clinic was custom-built and well organised with rows of patients

waiting to be seen. I started by asking Dr Dev about his training and interest in

thalassaemia. He responded:

In fact did my first transplant in 2006 […]. We have done identical, haplo trans-

plants for thalassemics. We have done cord [blood] and all of them have unique

challenges. And what I feel is that they are not the perfect option. Why do I feel

so? There are ten thousand children who are born every year [with thalassaemia].

Around eight thousand three hundred are dying every year because of lack of

transfusion or lack of chelation. […] we are doing some two or three hundred

transplants a year. How can that be an ideal treatment? The standard of care

should be something which will cater to majority of the population.

A conjectural estimate of children dying of thalassaemia each year appears as a

rhetorical device in aid of his case for a novel treatment, as revealed later. Appar-
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ently, thalassaemia was common in his community and the death of a child in the

extended family (a decade ago) made him think:

[…] that we should have a solution for somebody who cannot have a transplant.

And talking about ideal things (protocols), about transfusions, in this country is

probably talking about a bullet train […] (next to impossible).

So,whatwould an ideal treatment protocol look like, in his view, I asked.DrDevwas

critical of any notion of universal protocols premised on the scenario in Italy or the

UK.He showedme a diagramdemonstrating the progression of the disease and the

treatment scenarios, and explained:

[…] This whole pharmacological induction of fetal hemoglobin comes in and

that’s how I started in 2009, with an interest with hydroxyurea. And then we

had this graft failures with our transplants, thirteen of them, whom I wanted to

pull out of transfusion, and that’s how I stumbled upon thalidomide. It is not

my innovation […]. Eglar Lopez has already done […] and it’s just that our doctors

are blind to it. They just want to talk about the phocomelia (rare foetal anomaly

of limbs) which occurred in 1960s to pregnant ladies. Our kids are not going to

get pregnant? If they are going to get pregnant, we have […] women, [options]

by stopping the medicine and have got normal pregnancies.

So we are mixing up two issues. The issue today in India or in the world for

thalassaemics is that: a) transfusion is not free, b) it is not safe, and c) it leads

to iron deposition, ultimately leads to all this [complications and organ fail-

ure—pointing to the diagram on his desk]. After the age of ten years you get

all this. This is a British diagram but in India I feel this curve is here […]. And by

twelve to fourteen years of age we have cardiac events and kids have just died

[…]. So what it means is that India has a bigger problem.

Due to these premature complications caused by poor clinicalmanagement,DrDev

said that the outcomes of stem cell transplants were also poor and that the aim of

clinicians should be to improve their lifespan and quality of life rather than a cure.

On a more philosophical note, he later added, “cure is always operational”, an im-

portant statement to which I shall return.

The pace of the interview was set by his swift thinking and counter question-

ing, highlighting the scale of the problem and potential solutions that cater to the

maximum number of people (principle of equity of care) and are sustainable eco-

nomically. He went on to criticise the “tunnel vision” of established clinicians who

are not willing to take any risks:

[…] Today we have more than, we have stopped counting them (patients)…more

than the number in England […] here in one single centre. So that’s what I feel that
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going forward […] we need to understand the needs of the patients. Idealism has

to be kept away from practicality because we need to know […] for example, we

were calculating the economic impact of thalassaemia on Indian economy. My

rough estimate, which maybe exaggerated, […] approximately two billion dollars

(his emphasis).

Steering the conversation away from the neoliberal logic of howmuch each patient

costs the state, I asked him, what he considered to be an ideal regimen with a view

to preventing iatrogenic effects of standard treatment. His rehearsed response

sounded like a perfect marketing pitch for his new treatment:

There is nothing ideal. Everything is imperfect. The transplant is imperfect, the

transfusion is imperfect, the Chelation is imperfect because chelators also cause

renal failure, eye, ear toxicity[…]. why do I choose this (thalidomide) […] here in

my clinic?: a) This you can take at home, b) […] you can treat a larger pool of pa-

tients.

Towards the end of the interview, I was brave enough to finally broach the subject

of his thalidomide/ hydroxyurea prescription. He reminded me, again, that he did

not invent the combination of these drugs, others had published their results from

Italy and elsewhere.This provided a certain legitimacy for the scientific rationale in

the absence of a clinical trial, even if reinforcing theEurocentric epistemic prejudice

of credibility of science.The following excerpt from his interview captures Dr Dev’s

rationale:

S: Yeah, but they are always very small numbers (referring back to the studies

from outside India). One patient here and a case-study there and that’s why there

is a lot of scepticism about the use of Thalidomide.

Dr Dev: […] You look at the Elgar-Lopez’s (paper) […] and 17 years of her use […]

(publication). So, moral of the story is that it may not be a policy today, it may be-

come a policy tomorrow. When I started in 2009 with Hydroxyurea, people said,

“Don’t use Hydroxyurea”. Now they are saying that everybody is happy using Hy-

droxyurea in this country [commonly prescribed in treating sickle cell disorders].

It’s just passage of time […]. See, data has to be accumulated. If we just sit on

the side-line, nothing is going to be done. Somebody has to jump in and do the

thing. Now you will say, “Start a clinical trial”. See off-label drug use, you know

it [is used] in England, you know it in USA. Pediatricians do it. So this is one of

the off-label drug uses.7 […] from my limited data, I can see, it is benefitting the

patients. So […] why should I put them at risk of HIV, Hepatitis B, Hepatitis C and

7 It is not uncommon in India for a drug to be prescribed by clinicians which might still not

be approved by the state regulatory authority. For example, at the time, Hydroxyurea was
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iron overload by giving transfusions? Leave alone the pain, the cost and every-

thing else.

One can certainly not fault Dr Dev’s theoretical logic about the scale of suffering

and the iatrogenic effects of transfusions within the Indian context. His concerns

aligned closelywith themotivations reflected in the therapeutic journeys of the par-

ents/ patients wemet in the previous section. Strictly speaking, he sought informed

consent in principle by explaining risks in relation to the type of thalassaemia, the

costs of each treatment cycle and laboratory investigations. Equally, the written in-

structions provided to the family highlighted signs of critical events needing med-

ical attention from a doctor. The geographical distance from the clinic meant that

follow up consultations were arranged on phone,whilemedicines were delivered by

post—far from an ideal situation.There is a certain laisse-faire attitude tomanaging

risk on both sides, the doctor, and the patients/families, that is best encapsulated

in the spirit of jugaad (making do/innovating with little to hand). Jugaad has been

defined as “disruptive innovation”, finding solutions for seemingly insurmountable

problems that are far from ideal, which might be considered unsafe or even uneth-

ical in other healthcare settings (see Kaur 2016; Birtchnell 2011). Indeed jugaad is,

“[…] often celebrated as an almost national trait and Indians often pride themselves

in being able to navigate suboptimal contexts andmarshal available resources, in or-

der to find compromise and solutions that somehow work” (Broom et al. 2020: 24).

Going back tomy initial scepticism, I wanted to knowwhatmotivated clinicians

like Dr Dev to face a reputational risk and criticism from peers in practicing, what

Bhardwaj critiques as badnam (bad/unethical) science (Bharadwaj 2015).What I had

not considered was that they might consider themselves to be moral pioneers with

a vision, rather than simply exploiting a gap in the market (see Rapp 1988). This is

not to deny the role of themarket and profit underpinningDrDev’s thriving private

practice.He was not providing the treatment free of cost to patients who struggled,

aswe learnt fromPrakash’s account.Norwas he promising amass cure. In fact, ana-

lytically, what is fascinating in his approach is that he defines all cure as operational

(provisional) and both risk and treatment protocols as being relative to a therapeutic

milieu.

Concluding reflections

In contrast with the post-modern notion of risk as colonising the future (Giddens

1991), precarity draws our attention to the “ethics of immediacy” (Mittermaier 2014,

still awaiting approval, even though doctors were able to prescribe the medicine subsidised

by the state.
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as in Hyde and Willis 2020: 299). In the narratives of families seeking Jhanduwalla

ilaj, we saw the complex intersection of the materiality of the disease and the so-

cio-structural factors (financial and cultural capital) determining the potential out-

comes that unfold in time. The uncertainty of what the novel treatment entailed,

both in terms of its composition and outcomes, left the door ajar for hope of, what

Dr Dev called, a “functional cure”.

However, none of these patients or family carers appeared as passive victims of

exploitationat thehandsof a “guilefulmaverick” to borrowBharadwaj’s phrase (for a

critique, see Bharadwaj 2018: 15; 2015; Sleeboom-Faulkner and Patra 2011).They had

actively chosen to try this treatment without a clinician’s referral.We had a glimpse

of howpatients and family carers struggled to access safe care,movingbetweenhos-

pitals, across cities, changing doctors, pursuing unknown treatments remotely. Ir-

respective of their level of literacy or lack of knowledge about the medicines, they

were not pursuing amiraculous cure.What they were aiming for was freedom from

the relentless transfusion routine and the known dangers of iron overload, hoping

to prolong life.They were not engaged in the wider processes of knowledge produc-

tion (research) or governance of thalassaemia and, instead, operated within a very

different political economy of hope than envisaged byNovas and others (op cit: 291).

It is fair to say that, arguments for democratisation/decentring of knowledge

production and sharing, so well represented in the collection edited by Bharadwaj

(2018), for instance, reflect a middle class bias in research. To engage with the clin-

ical/scientific knowledge on trials, risk, and evidence in order to make informed

choices about treatment or cure with uncertain outcomes, requires cultural and fi-

nancial capital. The lives and journeys of the families shared here remind us that

most of these parents and patients were unaware of the historical controversy sur-

rounding thalidomide and the potential risk of infertility due to the use of hydrox-

yurea. They weighed the known, often irreversible, iatrogenic effects of standard

treatment and an (perceived) imminent risk of death against the hope of an “op-

erational” cure.The significant financial hardship and potential adverse health out-

comes were balanced by the safety-net of state healthcare. If they had to revert to

transfusions, they would simply go back to their state hospital and continue receiv-

ing free care.

Given the Indian context above, Dr Dev’s critique of idealism and universal

treatment protocols makes perfect sense, carving a space for therapeutic novelty as

“pragmatic improvisation” that he considered to be “frugal, flexible and inclusive”

(see Prabhu and Jain 2015: 3). Even though he did not claim credit for developing

it, the innovation was embedded in how he practiced it so that it reached patients

living hundreds ofmiles away,without regular followup visits.The familieswere re-

sponsible for monitoring the treatment, getting the tests done and communicating

the results to the doctor either on phone or electronically, unless they lived locally.

It was left to them to understand the script of signs signalling an impending health



94 Part II: The Techno-Sphere

event and seek immediatemedical care closer home.Therewas something common

to this ad hoc attitude to risk on both the sides. It resonates with what Veena Das, in

her study of the urban poor in Delhi, so eloquently describes as the expectation of

things goingwrong or failing that is seen as being “normal”. Shewrites, “The lives of

the poor are strongly defined by living this normal—yet remaining attentive to the

critical” (Das 2017: 222; also seeMiller 2014). Even though Sabiha’s brother regretted

that they hadnot initially taken Sabiha’s fever seriously, shewas eventually admitted

to the ICU.

Finally, as DrDev had predicted, there have since been other publications on the

use of thalidomide from India, some from researcher-clinicians in the state sector.

It is likely, that the novelty will be routinised, as better markers for risk assessment

and safer protocols emerge.Whether and to extent such treatments actually helps

address the scale of structural inequities in health across India, remains open to dis-

cussion.
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5 Between Uncertainty and Routinization

Accounting for Non-Invasive Prenatal Genetic Testing

in Germany

Stefan Reinsch

Introduction

Non-invasive prenatal testing (NIPT) for genetic conditions such as Down syn-

drome (DS) as early as the 9th week of pregnancy became available in 2012 to

German women. In contrast to the current gold standard procedure, amniocente-

sis, which brings a small procedure-related risk of miscarriage, NIPT is promoted

by pharmaceutical companies as a safe alternative requiring “only a blood sample

from the mother”. The advent of NIPT in Germany presents a special case of the

broader issue of how to account for the social dimensions and implications of new

biomedical technologies (Franklin and Roberts 2006).

In her book Imperfect Pregnancies, the biologist and science historian Ilana Löwy

(2017) showedhow the search for fetal abnormalities, once reserved for olderwomen

and thosewith a family history of birthdefects,has emerged since the 1970s as a rou-

tine part of prenatal care inWestern health care systems. In a follow-up book, Löwy

(2018) pointed out that prenatal testing has become primarily a risk management

technology aimed at preventing the birth of children with congenital impairments,

ideally through interventive therapies, but in practicemainly through abortion. She

had argued that, with the advent of relatively risk-free NIPT, serum testing for DS

hasbecomeso commonplace thatmanywomenequate itwithbeinga “good”mother

and therefore consent to it without reflection (Löwy 2017).

Social scientists have highlighted the ambivalent medico-ethical features of

such predictive genetic testing (Konrad 2005; Hadolt and Lengauer 2009). Among

some recent examples of such ambivalence, Guell (2011) has shown that the emer-

gence of genetic tests predictive for diabetes is creating new biosocialities that are

at once exclusionary and emancipatory. Lock (2005) has argued that in the case of

Alzheimer’s disease, claims of predictability and control are coming to resemble a

modernized formof fortune telling.Considering thewell-known example of testing

adultswith a family history forHuntington’sDisease, cultural studies scholarKatrin
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Solhdju (2018) has argued that predictive genetic tests create a “temptation to know”

that is generated by the very existence of the test, and by a need for reassurance.

These cases of ambivalence of predictive genetic testing, which both exclude and

emancipate, claim predictability and yet distance themselves from those claims,

and create uncertainty while promising reassurance, can only exacerbate existing

ethical conflicts in the context of pregnancy (Löwy 2017). Some social scientists

speculate that NIPT might contribute to a further routinization of screening and

genetic testing, thereby disempowering women and further excluding people with

disabilities from existence and integration in society (Thomas and Rothman 2016).

“A safe test that may relieve your concerns”

NIPT is based on the detection of fetal cell-free DNA (cfDNA) circulating in the

mother’s blood. The assay can detect variations in the number of chromosomes

(aneuploidy) in the fetus—trisomy 13, 18, and 21 (Patau syndrome, Edwards syn-

drome and DS, respectively). Some tests also detect sex chromosome aneuploidies

and other chromosomal microdeletions and duplications. In Germany and other

countries, laboratories already offer tests for monogenetic disorders such as sickle

cell disease, Huntington’s disease, and cystic fibrosis. Thus, the debate about

routinization is poised to assume a broader aspect. However, since most of the

controversy surrounding NIPT hitherto centers on the detection of DS, I will focus

on this in the present article.

NIPT is a technically simple procedure that requires “just a blood sample”1 col-

lected from the mother. It is non-invasive and therefore does not carry the risk of

miscarriage associatedwith amniocentesis and chorionic villus sampling (CVS).The

amniocentesis approach has a procedure-related pregnancy loss rate that is gener-

ally reported as 1/200, but can be as low as 1/1000 when corrected for spontaneous

miscarriage andpractitioner expertise in the procedure (Salomon et al. 2019).2NIPT

has varying rates of false-positive and false-negative results, depending on the con-

dition being tested for.However, as a screening test for DS,NIPT is highly accurate,

with sensitivity and specificity3 both exceeding 99 percent, and reaching 100percent

in one industry-sponsored study (Flöck et al. 2017). Taken together, NIPT presents

1 Quote from official information provided by the pharmaceutical company Lifecodexx.

2 Amniocentesis requires puncturing the belly of the mother and passing a needle into the

amnionic fluid, which brings inherent risks that are moderated by the degree of expertise

of the practitioner. However, in the large meta-analysis by Salomon et al. (2019), which con-

trolled for expertise by only including studies with >1000 cases, the corrected rate for pro-

cedure-related loss of pregnancy was 0.12%, or roughly 1/1000.

3 Sensitivity is the proportion of cases detected among the total of those affected, and speci-

ficity is the proportion of detected cases that are correctly identified.
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threemainadvantagesoverpreviouspredictive tests forprenatal screening: it canbe

used earlier in pregnancy, is less invasive, yetmore accurate.There are some caveats

to all three aspects, but NIPT is typically pitched to the expectant mother as yet an-

other reassuring tool, providing knowledge that “may help alleviate your concerns

and worries about possible health problems in your child”.4

“Reassuringly routinized” technologies of pregnancy care

Social scientists have repeatedly expressed concerns that the adoption of rou-

tinization of NIPT might lead to the disempowerment of patients and the further

marginalization of disabled people by yet another biomedical technology (Clarke

et al. 2003) and the relentless marketing of health by pharmaceutical companies

(Dumit 2012), These authors present the adoption of “routine” as part of a negative

power relationship. However, rather than assuming a priori that “routinization” is

negative, I would like to unpack and discuss its different meanings.

Routinization in the context of prenatal testinghasdistinctmeanings at the level

of the health care system—possibly involving public funding—and for the individ-

ual. At the level of health systems, the routinization primarily refers to a transi-

tion from NIP testing to NIP screening, where the practice becomes routinized as

a first-tiermethod replacing conventional biochemical and genetic screening in the

first/second trimester.At the time of this study (2017–2020), the debate inGermany,

driven in part by requests for insurance coverage of NIPT, is an example of partial

rather than complete routinization. For example, if NIPTwere to be covered by Ger-

man health insurance but still offered only to “high-risk pregnancies”, it would con-

stitute routinization at the level of health insurance, but not in regard to population

screening.

Routinization can also refer to the private, personal level: that of the pregnant

woman who elects to take the test because of its “tempting features”, and then par-

ticipates in an “automatic, routinized”way, perhaps without thorough reflection on

its meaning and possible implications. In the ethical and psychosocial literature,

routinization at the personal level is considered to negatively affect three areas: in-

formed choice, freedom of choice, and the lives of people with a disability (Kater-

Kuipers et al. 2018). First, there is apprehension that broader adoption of NIPT will

lead to uninformed choice, meaning that couples may not reflect upon their choice

and thus be aware of the possible consequences of testing (Gottfreðsdóttir and Ar-

nason 2011). Second, there are concerns that NIPT could become taken for granted

as “just another blood test” (Griffin et al. 2017),whichwould lead to increased partic-

ipation,heightened social pressure to test, and proliferating termination of affected

4 Quote from official information provided by the pharmaceutical company Lifecodexx.
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pregnancies (de Graaf et al. 2017).Third, the total number of people born with a dis-

ability couldwell decrease, leading to reduced healthcare expertise, but correspond-

ingly increased discrimination against people living with a disability. In turn, de-

clining healthcare requirements for people with DS and/or a negative public image

of DS could pressure women to opt for prenatal screening and terminate affected

pregnancies (van Schendel et al. 2017; Kater-Kuipers et al. 2018). By negatively af-

fecting informed choice and freedom of choice, “routinization of NIPT” could un-

dermine “procreative autonomy”, which is seen by some as the only legitimate aim

of prenatal testing (Dondorp et al. 2015).

Social scientists have shown how interactions occur for the various concerns

arising under the umbrella termof routinization: the uninformed choice, the lack of

deliberation, as well as the social pressure to test and terminate a pregnancy upon

discovery of a lifelong disability. In his book Down’s Syndrome Screening and Repro-

ductive Politics, sociologist GarethThomas (2017) argues that the routinization of DS

screening is fueled by “downgrading” of the procedure and its framing as “just an-

other test”. Drawing on ethnographic research in two UK fertility clinics, he de-

scribes how clinicians were able to “downgrade” screening in the clinical hierarchy.

Because DS screening was, for many reasons, seen as a routine and “simple” test,

responsibility for its implementation was assigned to midwives and sonographers.

Thomas argues that framing ultrasound screening to parents as “just another sim-

ple test”—either explicitly, such as by describing the screening as a “simple test”, or

implicitly, such as by leaving open the door of the consultation room—may have led

some women to passively opt in.

This consideration takes up a line of argument formulated in the bookThe Ten-

tative Pregnancy, by the sociologist Barbara Katz Rothman (1986), who showed from

her interviews with womenwho had undergone amniocentesis that the risk ofmis-

carriage then gave women a “good” reason to refuse prenatal testing.The risk to the

life of the child is a strong and rational argument for a woman inclined to refuse

the test, whereas it is much more difficult to articulate emotional concerns about

her “temptation to knowmore” about the unborn child. Over 30 years ago, Rothman

(1986: 82) predicted that the eventual availability of a blood test for early pregnancy

would strip the issue down to its bare bones and confront uswith the essentialmoral

issues: “When the risk is removed, the last completely socially acceptable reason for

not wanting to know about fetal defects will be gone”.

Prenatal diagnosis (PND), of which NIPT is a part, is presented by health care

providers as a simple choice for or against undergoing a test. At the same time,PND

is embedded in a complex system of medical diagnosis and pregnancy monitoring.

This combination raises concerns about increasing routinization that is described as

being at once reassuring and frightening.This view of the dual nature of routiniza-

tion resonates with what anthropologist Rayna Rapp (2000: 23) wrote in her book

Testing Women, Testing the Fetus: “The technologies of prenatal diagnosis that preg-
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nant women encounter appear reassuringly routinized”. Rapp (2000: 40–41) thus

reminds us that the development and routinization of prenatal diagnosis in the US

depend upon a complex intersection between biomedical scientific research, social

policies affecting abortion, social movements influencing the cultural climate, and

a specific history of litigation pressuring health care providers to improve standards

of care.

In this article, I attempt to unpack the umbrella term routinization by em-

pirically investigating how women pragmatically use and make sense of medical

technology (Lock and Kaufert 1998).My central argument is inspired by the sociolo-

gist Annemarie Mol’s (2008) bookTheLogic of Care, in which she argues that modern

health care posits two logics: a “logic of choice” and a “logic of care”. The “logic of

choice” is based on an understanding of people as rationally acting agents, citizens

or customers. Here, the ideal agent is an autonomous, informed patient who uses

specifically adapted and predetermined tools for solving a problem. Conversely, in

the “logic of care”, health care is an evolving practice that is concerned less with

decision-making thanwith “tinkering” and “doctoring” (Mol et al. 2010). In this view,

tinkering means “making do with what you have in non-ideal circumstances” and

adapting it on the spur of the moment. My aim is to problematize and reconstruct

the two logics (care and choice) not as a dichotomy, but as complementary analytical

axes that encompass a spectrum of cognitive and behavioral strategies. In explicat-

ing this analytical “space” between the two logics, I shall show how women’s agency

is expressed, and how its degree of freedom is limited by existing or developing

attachments to a child, or by the decision to take a test under pressure from pre-

existing attachments to a child or family.

Pregnancy care and the debate around NIPT in Germany

Germany is the forefront of modern Western technology, which enshrines a spe-

cific set of professional cultures, regulations, and policies regarding reproductive

medicine and the safety net for children born with a disability. As distinct from

the USA, the source of a considerable body of research on genetic testing during

pregnancy, Germany has universal health insurance. While the German Health

Care System generally provides good medical coverage, it is also criticized for not

meeting the needs of families with disabilities (Blümel et al. 2020). While there

is an abundance of early intervention services for people with disabilities in large

urban centers, such support has been inadequate in rural areas (Thyen et al. 2003).

Better recognition of disability in the first years of life has led to improved finan-

cial support in recent years (Pflegestärkungsgesetz 2015). For example, parents of

children with DS in Germany receive care allowance which enables them to work

fewer hours during the child’s infancy.While the situation is improving, a focus on
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the whole family system and its social integration is still lacking (Vonneilich et al.

2016). As long as there remains a gap between living conditions for families with

and without a child with DS, there will be ongoing discussions about testing and

funding.

Preventive care during pregnancy and the perinatal period in Germany is de-

scribed in detail in the bindingMotherhood Guidelines published by the Federal Joint

Committee, the self-governing body that decides on issues of insurance coverage

(G-BA 2023). Coverage by universal health insurance has included prenatal diag-

nosis (PND) and newborn screening (NBS) since the 1970s. Free PND in Germany

includes an ultrasound scan during weeks 6–12 of pregnancy to estimate gesta-

tional age and determine the number of fetuses, and a basic ultrasound scan of fetal

anatomy in weeks 19–25. In Germany, further ultrasound scans, amniocentesis,

chorionic villus sampling and umbilical cord sampling are covered if medically

indicated. Medical indications include known genetic abnormalities in the family,

suspicious ultrasound findings, but also maternal age over 35, which is considered

“high-risk pregnancy” by theMotherhoodGuidelines. At the time of the interviews for

this article, specific tests for disabilities such as DS or spina bifida, including the

first-trimester scan (FTS), ultrasound without specific indication, the triple test,

and NIPT, are mainly paid out of pocket by patients.

Since its 2012 introduction inGermany,NIPThasbecomeamatter of public con-

troversy, more so than in many other countries (Braun and Könninger 2018), with

concerns being raised about its fundamental social and ethical issues (Deutscher

Bundestag 2019). This debate intensified in 2016 after the National Association of

Statutory Health Insurance Funds, the Association of Statutory Health Insurance

Physicians, the impartial Chair person, and other impartial members of the Federal

Joint Committee requested the inclusion of NIPT in theMotherhood Guidelines, and

the reimbursement of test costs. InSeptember 2019, theG-BAdecided in favor of the

2016 application, but limited to high-risk pregnancies (G-BA 2019a). From the end

of 2020, “NIPT can be used and covered by statutory health insurance if the question

of whether a fetal trisomymight be present arises duringmedical prenatal care and

this possibility represents an unacceptable burden for the pregnant woman” (G-BA

2019b: 2, translation by the author). Aspirationally, a negative NIPT result will make

amniocentesis unnecessary, such that the new regulation should help to reduce the

number of invasive tests and consequent miscarriages.

Some see insurance coverage of NIPT as a necessary step towards comprehen-

sive reproductive justice, since NIPT has had to be paid for out-of-pocket, even

though amniocentesis is covered for high-risk pregnancies (Buyx 2019). Others ar-

gue that insurance coverage serves thosewho favor increasedNIPT use, particularly

pharmaceutical companies (Rüffer 2019), calling it the “beginning of the expansion”

of these tests (Achtelik 2019), and warning that NIPT coverage puts pressure on

women to use the test. Others characterize the expected effect of introducing NIPT
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in terms of an expected significant reduction in miscarriage rates, which has not

yet been demonstrated (Malan et al. 2018). There are also concerns that the G-BA’s

decision will reduce the use of more comprehensive ultrasound screening, which

will in turn create a false sense of reassurance among women, insofar as NIPT

sensitivity and specificity estimates convey a spuriously higher validity than the

test actually possesses for some patient groups (BVNP 2020). In Germany, these

debates about the pros and cons of NIPT have occurred in the public sphere, but

there has been no systematic investigation of women’s lived experiences and views

on their decision to use or refuse NIPT. In this exploration of women’s experiences

and practices of NIPT, I aim to bring a better understanding of the meaning and

social implications of this new technology.

Methods

This article derives from the 2017–2020 project “Meanings and Practices of Non-in-

vasive Prenatal Genetic Diagnostics in Germany and Israel (PreGGI)”, which com-

bined perspectives from philosophy, sociology and clinical medicine. A selection of

the project results is published as a book (Schües 2022).The project included a qual-

itative study in which narrative interviews were conducted following an interview

guide.The interviewees were intentionally selected to capture social groups identi-

fied as being relevant (Patton 2001: 238). The project team interviewed 48 people in

Germany for the study. The interviewees included 21 women who chose NIPT and

15 who did not, 16 women andmen with family members affected by DS or another

disability, four health professionals, and eight experts on disability and/or genetic

testing, with the total (64) exceeding 48 because some respondents met more than

one category. Interviews were audio-taped and fully transcribed; the transcribed

interviews were anonymized and analyzed using the method of constant compar-

ison (Corbin and Strauss 2008). A comprehensive report of the entire cohort can be

found in a previous publication (Reinsch et al. 2021). Uncertainty and routinization

emerged as useful analytical concepts during the process of analysis, and the two

narratives that were chosen for this article were exemplary of a central dichotomy

emerging from the study.

Accounting for Non-Invasive Prenatal Genetic Testing in Germany

The temptation to test and know more about their unborn child, on the one hand,

and the concern to decide in advance what to do with the test result, on the other

hand, emerged as the core social andmoral tension among women who used or re-

fused NIPT in Germany. This ambiguity reflects a dilemma for women in neolib-
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eral, techno-scientific societies,where the elimination of risk and the temptation to

know are powerful cultural narratives. I aim to disentangle this coexistence of the

temptation to knowmore and the urge to know how to handle the results. Two per-

sonal vignettes serve to illustrate broader narratives and the range of choices that

women have.The use of personal vignettes allows for a presentation of findings that

are embedded in the lifeworld [Lebenswelt] of the informants. I present and juxta-

pose the selected stories sequentially, illustrating different aspects of the complex

negotiations of meanings and practices of NIPT within the whole spectrum of pre-

natal testing practices. Sabrina’s story shows how she urges women to reflect care-

fully aboutwhether to test, considering that the subsequent situation isnot straight-

forward, but “always different after the test”. Sabrina’s story is contrasted with that

of Dorothee forwhomNIPT functions as a specific tool in a routinized “logic of test-

ing” that allows her to take responsibility for her family.

Dealing with uncertainty: “It’s always different after the test”

Sabrina is a 42-year-old former police officer. After three previous miscarriages she

gavebirth to a childwithDS.I foundout about the child’s status indirectlyduring the

interview, and remember that this situationwas as revealing tome as the content of

our conversation. When she contacted me, Sabrina wrote that she had taken NIPT

“because somesoftmarkerswerepositive”. Imether inher flat in the southofBerlin,

greeted at the door by Sabrina and her 2-year-old child. She and I sit down in the

tidy, spacious, and bright living room, and I am offered a cup of tea. The tea cup,

decorated with, as I later learn, the child’s name, and my observation of a large gap

between the first and second digit of the foot (amedical telltale sign of the condition

that has been adopted by DS families) confirms that the child has trisomy 21. This

positive affirmationwasaniceway to learn thediagnosis.Sabrina’smanner is “show,

don’t tell”. During the interview, the child enters the room several times, sits on my

knees, and wants to draw. Apart from a specific sign language used by mother and

child, nothing would distinguish this child during our interview.

Sabrina remembers having felt very positive when she went for her first

trimester screening. She was relieved to have avoided the risk of early sponta-

neous abortion, and saw herself as a normal, healthy mother-to-be. After all, “what

could possibly happen now that I had reached 12 weeks?” When I asked her why

prenatal diagnosis had not been an option at that point, she replied, “I wouldn’t

have known why [that would be necessary]”. But when her gynecologist remarked,

“Do you want to have the finediagnosis—after all, you are older”, the then 39-year-

old woman agreed. Looking back, she considers herself “naive to have thought that

nothing could go wrong”. During the ultrasound scan, the prenatal diagnostician

said, “We need to talk”, which was her first hint that something might be amiss.
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She then received advice about the implications of shortened nasal bone and heart

malformation, which she recalled as being “non-directive”:

I was told that I could choose to do nothing or have an amniocentesis, and that

the latter carried a risk of miscarriage. At that point, I interrupted the prenatal

diagnostician and said, “This is a risk I am not prepared to take”.

She had heard about NIPT from a friend and suggested it herself because the test

was advertised as being risk-free. Only after getting the result did she learn what

the test meant in terms of probabilities and certainties. Before taking the test, she

had thought, “whatever the test result is, that’s what it will be”. She believed that the

test would be 100 percent accurate and that she could accept the result. However,

until she received the NIPT result, she had “hoped that the prenatal diagnostician

was wrong”. She vividly remembers receiving the result over the phone:

The ground beneath my feet disappeared. A Saturday three years ago. The day

before Christmas. I ate spinach pizza. I have not been able to eat spinach pizza

since. I knew that from that moment forward everything would be different.

The effect of the test result on her pregnancy was a psychological “divorce from the

child”, until weeks later she felt the child’s movements. She did not fully embrace

having the child again until it was born. “I remember finding a box of maternity

clothes some time ago, all black”. Looking back on her pregnancy experience, she

wishes she had “never known”. Sabine’s statement about whether she would recom-

mend NIPT to another woman was therefore very nuanced:

Not in general. For women who are afraid of amniocentesis and who have an in-

creased likelihood [of genetic abnormalities]. They should think in advance about

what they would do, how they would deal with the result. Although, as inmy case,

it is always different after the test.

Sabrina was somewhat unprepared for the ultrasound scan, because she had not

thought herself at risk and in particular need of prenatal diagnostics. When it be-

came clear that shewas at risk, she opted forNIPT rather than amniocentesis,which

posed a lesser risk to her fetus. However, she was reluctant to accept the logic of

prenatal testing, still clinging to hope that the clinicians were wrong. Her strong

statement on receiving the result, and her subsequent emotional divorce from the

child in utero, the child she had hoped the test would protect, led her to say that she

wished she had not known. For her, testing practices such as NIPT have ill-framed

assumptions and ponderous consequences:
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I currently know of two women who are pregnant again after having a child with

DS, and both chose not to have skin fold translucency measured on ultrasound

or a fine diagnosis ultrasound later in pregnancy. I would do the same. A test

against [DS like NIPT] would not be possible for us. You can't first decide for and

later against. It would also be a sign to him [her child], and that is unthinkable.

Sabrina’s way of responding to her urge to know is embedded in a logic of “caring”.

It is centered on the expectation of an unburdened pregnancy, in which thewoman,

not the clinician, is the expert.Within this logic, NIPT introduces “onemore uncer-

tainty” about what to do with the test result and burdens the pregnancy with neg-

ative emotions. Sabrina, again concurring with some of the other women I inter-

viewed, said: “Many might not reflect upon implications of NIPT because it is ‘just

a blood test’, with no direct risk to the baby”. By this, Sabrina is suggesting that the

pharmaceutical company’s slogan, which presents NIPT as “an alternative to am-

niocentesis without the risk (ofmiscarriage)”5,misleadswomen because it obscures

the implications of a result.This shows that while NIPT may present the advantage

of being clinically non-invasive, the test had multiple personal, social, and medical

consequences, and could thus be considered highly invasive.

Testing against uncertainty: “A safe enough test”

37-year-old Dorothee is in her 15th week of pregnancy at the time of our interview.

She undertook NIPT to be extra sure that she would not have a child with DS—this

would not have been compatible with her own and her partner’s ideas of family life,

as informed by her sister-in-law’s DS. For Dorothee, the outcome was a relief: “One

less problem to look after”.

Dorothee is in many respects a modern cosmopolitan German woman. Like

most of our highly educated respondents, she has a university degree and lives in a

densely populated urban area of Berlin. The interview takes place in the open-plan

kitchen of a spacious flat, while her partner works in his home office in the adjacent

room. Dorothee had her first child 12 years ago, a girl, followed six years later by

separation from her first partner, whereupon she moved into a flat next door with

a new partner. The responsibilities for the daughter are shared between the two

biological parents. Dorothee emphasizes several times that she has a very close,

sharing relationship with her 12-year-old daughter and that she considers herself a

very goodmother when she is herself happy.

Threemonths before her current pregnancy,Dorothee had an early spontaneous

abortion. “Did the loss change your experience of pregnancy?”, I asked. “Yes. Now I

try not to be too happy, and worries and thoughts are much more present”. After

5 Quote from the official information of the pharmaceutical company Lifecodexx.
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the miscarriage, she and her partner had a conversation about disability and what

kind of child they wanted. Dorothee remembers that it occurred during an under-

ground train ride to the opera, and that the discussion was relatively brief because

they both agreed that disability would not be compatible with their mutual aspira-

tions of family life: “My understanding of family life is a partnership, where you are

together—independently, participating and sharing in the life of the other family

members”. Family and loss are an important theme throughout our conversation.

Her own parents lost a severely disabled infant at the age of five days. Her brother

had died of cancer 15 years ago and her mother died prematurely ten years ago. Of

her biological family, only her father and her own daughter remain.

ForDorothee, itwas a “relief” to have this conversationon theunderground train

and to hear her partner say that he would not want his child to have a life like his

sister’s. “After all, he might have had reservations because of his sister”. Nor would

the partner want Dorothee to live the life of his mother, who is the sole carer for his

38-year-old disabled sister. Dorothee explains carefully:

I've had never been in contact with a person with trisomy 21, like my sister-in-law,

and […] it's a pretty severe trisomy 21. She can't communicate and she's 38 years

old and she lives in Chile with her mother, and […] yes, that had an enormously

big influence, since I've known her the past five years now. Influenced by seeing

a life that I wouldn't want for myself, wouldn't want for my child. […] Yes, I think

my sister-in-law is quite happy in her world, but her world is not connected to our

world. […] Well, she really can't, she can't communicate, she can't go to the toilet

by herself, and of course that's an extreme case, but […] my partner and I […] can't

imagine having a child with trisomy 21, and we would like to rule that out if it's

possible.

Dorothee has a clear idea of “what a family should be like”: without disability. She

wanted to spareher family thehardship of bringingupadisabled child.She reminds

me of the attachment to family that women care the most about when considering

whether to take this particular test. I use her example because it helps us to under-

stand that thinking in a “logic of testing” is not about choosing an isolated, specific

test,NIPT or any other.Rather, testing is part of an ecology of practices that involves

thinking in terms of probabilities, a very specific kind of certainty that onemust ac-

cept. I am not suggesting that Dorothee is representative of “German” women, al-

though I have noted her way of thinking, and of confronting uncertainty by seeking

knowledge many times among German women.

In a different part of the interview,Dorothee also points to the common critique

of the insufficient supportive care or “safety net” for families of children born with

DS:
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Every time I'm [with my family-in-law] I realize that this is not the life I want. And

what I want for my child, and […] so, of course, a child accompanies you for life,

but not really like that, not in the way that until the child dies, um, how shall I

put it, that you must take care of everything.

This critique was also raised by respondents from rural areas, some of whom had to

travel two hours to see a specialist. For people like Sabrina, who takes her child to

early intervention four times a week, this would be a full-time job if she lived in a

rural area.

Dorothee is an exemplary informant because she has a relative with DS and has

previouslymiscarried. She and her partner knew that they did not want a child with

DS long before they found out about NIPT. In this sense, Dorotheemeets all of Sab-

rina’s stated requirements for testing. Dorothee found “reassurance” in NIPT be-

cause of the negative result, but also because in the event of finding of an abnor-

mality she would have been able to opt for an abortion, thus “sparing” her family “a

life of hardship”. I think that because of her previous experiences, NIPT functions

forDorothee as a specific tool in a routinized “logic of testing”.DS, but not disability

in general,was something to be avoided; not because it was a frightening unknown,

but because her sense of obligations to her familymadeDS incompatible with “fam-

ily life where you are together, independent and sharing each other’s lives”.

Within the logic of eliminating unpredictability, NIPT offers itself as a medico-

technological tool with an understanding that is co-inscribed in the tool and its

users.This anticipated interdependence (Prout 1996) can also be seen in Dorothee’s

case. She wanted to avoid the outcome that the test was designed to reveal, and was

prepared to face the consequences, and if necessary, terminating the pregnancy.

She saw this from the biomedical perspective, thus it was not problematic for her

that the clinicians were the experts. At the antenatal clinic she was told that they

would usually order a triple test first, and then, if there was a suspicion, be advised

to undergo NIPT for “extra” certainty. However, Dorothee wanted NIPT straight

away, to be “extra sure” about DS. She had been told about the residual risk of a false

result in NIPT, but thought it was “much more minimal” compared to the triple

test. She also thought a 98 percent chance was “safe enough” for her, so there was no

need for an evenmore accurate test like amniocentesis.

Discussion: Ways of caring while facing an uncertain future

I sought to understand how a new predictive genetic test, NIPT, is becoming rou-

tinized in prenatal diagnosis, while at the same time introducing uncertainty and

the potential for women to gain more agency within the complex relationship be-

tween pregnancy, disability, and family life.My aimwas to showhow, far frombeing
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prey to technology, some women make pragmatic use of NIPT as a resource or tool

for gaining knowledge, while others reject the demands and obligations of testing

practice by embracing the uncertainty of an unfolding pregnancy as an alternative

logic.

I have selected two case narratives that represent distinct ways of responding to

the urge to “knowwhat youwould do”,which are embedded in different logics: First,

the story of Sabrina, the mother of a child with DS, describes the complex negoti-

ations of meanings and practices of NIPT within the spectrum of prenatal testing

practices. Sabrina invites other woman to “know what you would do if you had a

positive result” before deciding to test. Her advice is based on the difficulty of re-

sisting the “temptation to know more” as she moves along the spectrum of PND.

These difficulties increase with each successive test, in what is often described as a

diagnostic spiral. Sabrina understands NIPT as potentially leading to a decision to

abort. Her own experience has led her to urge others to reflect carefully about what

it means to abort or to live with a disabled child.When Sabrina asks women to con-

sider the consequencesof knowing theyare carryingadisabled fetus,which includes

the prospect of choosing abortion, she is asking them to be informed consumers. At

the same time, the choice and deliberation are, as Sabrina points out, complex and

call for being “very, very, very careful”, in line with the logic of care.

In contrast,Dorotheehas a relativewithDSand, likeSabrina,hadpreviously lost

a fetus due tomiscarriage. She and her partner knew they did not want a child with

DS before they found out about NIPT. Dorothee found “reassurance” in NIPT—be-

cause of the negative result, but also because she would have been able to undergo

an abortion in the event of finding an abnormality, thereby sparing her family “a life

of hardship”. For Dorothee, NIPT becomes a medical technology that functions as

a specific tool in a routinized “logic of testing”. In this logic, women seek medical

reassurance with the help of clinical experts and the NIPT, which offers itself as a

medico-technological tool with an inscribed logic (Prout 1996): that of eliminating

unpredictability, which is itself based on a “trust in numbers” (Porter 1995).

Sabrina and Dorothee both used NIPT in search of certainty. They are similar

in that they have had previous spontaneous abortions, which led them to embrace

NIPT as a safe alternative to riskier amniocentesis. However, they both seek reas-

surance in different ways. Risk and certainty, safety and security are different from

the peace of mind that can be found in not knowing (Schües et al. 2022). Whether

the prenatal specialist offers relative certainty or complete certainty does notmatter

to a woman like Sabine, who is looking for knowing in the body, a knowing that is

embodied and cannot be abstracted from the knowing body of women (Mol 2014).

I argue that women like Sabine challenge the imperative to know and act based

onprobabilistic knowledge, refusing self-management,and theprivatizationof risk

by continuing with testing and, if need be, terminating the pregnancy. Instead, the

uncertainty of her unfolding pregnancy occupies center stage. Certainty herein lies
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an embodied practice of knowledge. Sabine cannot even speak of testing without

referring to her child, who might have been aborted. Women like Sabine have be-

come acutely aware of NIPT as amatter of “testing and avoidance”. If the experience

of an unburdened pregnancy is at the forefront, NIPT adds the uncertainty of the

possible decision to keep or abort a (handicapped) child.There are other narratives

of women saying they wanted to know in order to prepare themselves, but themore

common view of NIPT as an element in an ecology of testing practices leading to

abortion is also based on estimates from experts that nine out of ten fetuses with

DS in Germany are indeed aborted (ÄrzteZeitung 2017). In Germany, under certain

circumstances, abortion is permitted throughout the pregnancy, and is covered by

insurance. Abortion is tolerated in Germany for the sake of the physical and psycho-

logical integrity of the pregnant woman, which could be endangered by a disabled

child. In other words, disability is used as an indirect justification for abortion.6

Within a logic of caring for the ongoing pregnancy,NIPT introduces uncertainty

and burdens pregnancy with negative emotions. The finding that highly educated

women did not “understand” the “probabilistic” nature of NIPT could be interpreted

as reflecting poor counselling.However, drawing such a conclusion would fall short

of my aim to understand NIPT in constructivist terms, i.e., to reject scientific

claims and understandings as the only rational and objective “truth”, whereas all

other discourses are based on false “belief”. If we treat scientific and experiential

claims symmetrically, and seek to understand each claim in the specific context

of its actual, concrete practices, we could also argue that women are required to

“de-script” (Akrich 1992) the meaning of NIPT, untie it from its intended use, and

re-inscribe a newmeaning.

By answering “you knowwhat you are going to do”, butwarning that “it is always

different” after receiving the test result, women like Sabrina remind us of the very

complex nexus of life plans, ideas and ideals of family life, expectations of a healthy

child, ofwhat the parents think is desirable, andwhat is possible for them in society.

Pregnancy, these women remind us, cannot be thought of in isolation, abstracted

from the real world in which the test is available. Nor can NIPT be considered in

isolation from the world in which the childmight live. NIPT and its milieu interfere

with each other, obliging practitioners to engage in certain other testing or caring

practices.

For Sabrina, having a child with DS obliges her to see NIPT as a test that would

deprive her existing child of legitimacy, dignity, and the right to live. Testing prac-

6 In Germany, abortions are formally prohibited without medical indication (§218 SGB). How-

ever, they are not punishable and are tolerated under the caveat of compulsory counselling,

and if they are carried out within the first 12 weeks of pregnancy, which accounts for 96%

of the abortions recorded between 2012 and 2022 (DESTATIS 2023). Abortions on medical

grounds are covered by health insurance and are permitted throughout pregnancy.
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tices, as I have argued, are not just about actions, but also about values and relation-

ships. Because of the commitment to a child that progressively affirms itself, the

timing of testing with NIPT is a matter of concern for Sabrina. Early testing would

not allow a child to affirm itself.

Expectant parents must position themselves for a possible future that has not

yet beenmapped out. Choosing uncertainty does not mean that they deliberate less

carefully, but that they have different attachments and obligations than in their pre-

vious actions. For Dorothee and Sabrina, the attachment is to an already born child

and to their existing family. For both women, NIPT, with its probabilistic certainty

and clinical non-invasiveness, formsadifferent element in their respective ecologies

of care. The two women profer different responses to the offer of “knowing more”

through NIPT and the routinization of testing during pregnancy. However, if we

agree withMol (2008: 75) that what constitutes “good”, “worse”, or “better” care does

not precede practice but is rather an integral part of it, something to be negotiated

within the situation or tinkered with as contingencies arise, then both logics are

equally valid ways for women to care for the child to be born and the family into

which it is to be born.

In some respects, the test for DS might be seen as more than just “seeing what

is about to be born” (Löwy 2018). Parents are required to evaluate NIPT in the con-

text of the world into which their child will be born, which are altogether differ-

ent for Sabine and Dorothee. In this sense, women are more than just “moral pi-

oneers” (Rapp 2000): they are field testing NIPT—with all its implications and obli-

gations—for a society in which technological advances are continuously outpacing

ethical and practical considerations.
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6 “Being a Little Bit Pregnant”

Temporality and the Pragmatics of Uncertainty and Hope

in In-Vitro Fertilization

Bernhard Hadolt

Auch Hoffnung existiert nicht in einem

sozialen und historischen Vakuum, sie

hat immer eine Geschichte, und die

Tragfähigkeit jeder Hoffnung hat viel

mit dem Konsens zu tun, der über diese

Geschichte herrscht und im Austausch

und Gespräch weiterentwickelt wird.

Hope too does not exist in a social and his-

torical vacuum, it always has a story/his-

tory, and the bearing of any hope has a

lot to do with the consensus that prevails

about this story/history and is advanced

in exchange and discussion.

(Kinsky 2023: 34, my translation)

Introduction

Whenmy colleagueMonika Lengauer and I were deeply immersed in ethnographic

fieldwork for our study on how users of assistive reproductive technologies (ART)

deal with these technologies in Austria (Hadolt and Lengauer 2003; Hadolt 2005),

we always felt the urge to tell each other about the things that had just happened.

Whetheraccompanyingour informants toamedical appointmentor talking to them

about past events and future plans, we felt this need to share experiences whenever

one of us left the field.We met at the hospital’s café after saying goodbye to our in-

formants or talked on the phone later in the evening, marvelling about the amount

of work, suffering, and money users of In-vitro fertilization (IVF) put in. We were

struck by the determination and dedication with which the couples we worked with
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worked through all requiredmedical procedures over and over again, enduring pain

and failurewhile pursuing their ultimate goal of having a baby and starting a family.

They often invested their entire vacation time and all their savings and often risked

the breakup of their partnership, all the while knowing all too well that the outcome

was uncertain. Through dramatic ups and downs, pondering upon what might be

the case medically speaking, pragmatically weighing up the options and imagining

the—hoped for or feared—outcome of these options, for better or worse and some-

times against all odds, they maintained hope that all would turn out fine as they

underwent another IVF treatment. In the one and a half years in which we followed

these couples in their engagement with ART treatment, this hope has been fulfilled

for some, but not for others.

Among the well-known ethnographies in medical anthropology that deal with

such predicaments of suffering and uncertainty is Susan R.Whyte’s (1997)Question-

ing Misfortune. Based on long-term ethnography, Whyte explores the ways how the

Nyole people in easternUgandamake sense anddealwithmisfortunes, such as sick-

ness, marital problems, and death. Drawing on the work of John Dewey and other

proponents of American pragmatism, she contends that Nyole respond to misfor-

tune and the associated uncertainty with a pragmatist stance, prioritizing the ac-

tions taken to alleviate misfortune and the consequences of doing so over convic-

tions. “For acting subjects,” Whyte concludes more generally, “dealing with misfor-

tune is a process of apprehending uncertainty, questioning experience, considering

termsof action, implementing ideas, and looking to the results”; she continues: “You

try, consider consequences, doubt, reconsider, revise your purpose perhaps, hope,

and try again. In the process, youmay never achieve certainty, though youmay gain

some degree of security” (ibid.: 224)—our informants could have expressed their ex-

perience in their quest for a baby in a similar way.

The situatedness and intentionality that define such pragmatics of uncertainty

are also recognized in in the above epigraph. In her poetic essay Gedankenspiele über

die Hoffnung (musings about hope) German writer and translator Esther Kinsky (2023)

explores hope through five motions. They range, among others, from her father’s

induced coma after a failed heart surgery, a state “without hope”, thirty years ago,

to an analysis of Emily Dickinson’s poem Hope is the thing with feathers “that perches

in the soul”, to a contemplation of Hoffnung (hope), the title of a poem by Friedrich

Schiller. In the fourthmotion—fromwhich the introductory quote is taken—Kinsky

examinesHomer’sOdysseus’hope for returninghomewhenhe recounts his odyssey

at King Alcinous’ banquet. In telling his story,Kinsky argues,Odysseus formulates a

past through a retrospective present that engenders a hopeful, if uncertain, future.

Significantly, Kinsky uses the GermanwordGeschichtewhich has a doublemeaning,

in the sense of an individual story to be told, but also in the sense of a more general

history, perhaps best translated as narrative. The bearing of hope, Kinsky asserts,
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rests on the bearing of such a double-faced Geschichte, which is to be socially shared

and advanced as time passes to become real.

In this chapter1, I set out to explore the stories/narratives, unfolding over time,

in which IVF users (and their medical professionals as well as ethnographers) are

enmeshed as situated and purposeful actors and participants in social practices re-

lated to ART along the lines of the pragmatics of uncertainty and hope. For reasons

of space, I focus on the final phases of IVF treatment, embryo transfer and implan-

tation, and leave out how hope and uncertainty play out in earlier IVF phases and

outside the clinic in the homes of IVF users, in media reports, on IVF clinics web

pages, in self-help groups, in ARTmedical tourism advertising, and in policy-mak-

ing.

I start from the assumption that affects and emotions are to be understood as

happening relationally between people (and between people, non-human organ-

isms, more-than-human beings, and things) and as an intrinsic part of the social,

rather than as private mental or somatic states of feeling (e.g. Ahmed 2004; Collu

2019; Reckwitz 2016; Wetherell 2012). From a praxeological perspective (Schatzki

1996; 2002), I argue that hope, as a feeling and as a power technique that makes

things happen, plays a crucial role in holding together and co-ordinating the man-

ifold doings and sayings (and by extension the involved human and non-human

participants) that constitute IVF as a social practice.

A note on the study and its participants

Theempiricalmaterial discussed in this chapter comes fromethnographicfieldwork

that Monika Lengauer and I carried out between spring 2000 and autumn 2002 as

part of the above-mentioned research project (Hadolt and Lengauer 2003; Hadolt

2005).The bulk of our data relates to eight case studies of involuntary childless cou-

ples whom we followed over a period of 18 months in their quest for a child of their

ownby using ART.During this time,we accompanied them to their clinical appoint-

ments at the IVF outpatient clinic of a university hospital in Vienna and at other pri-

vate ART clinics and visited them at home for regular interviews.My analysis in this

chapter draws heavily on the analysis we conducted in this research project. It is an

effort to deal with this material with a fresh look.

The female participants were between 27 and 42 years old, and themenwere be-

tween 30 and 52. Apart from one couple fromBelgium, all participants had Austrian

1 An early version of this chapter was presented at the XI Medical Anthropology at Home

(MAAH) Conference, held at the Schüttkasten Geras, Austria, in 2021. I am grateful to the

participants and especially to Andrea Stöckl for their insightful comments. The study was

funded by the Austrian Federal Ministry of Education, Science and Culture (BMBWK).
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citizenship. All couples had been married for at least four years. One woman and

one man already had an adult child from a previous marriage; all the other people

were childless and, except for one woman, had never been pregnant.The diagnosis

of medical infertility varied between couples, but also over the course of ART treat-

ment for the same couple.The informants who—among others—play the main role

in this text are as follows (in the order of first appearance):

At the time of our study,Mrs Marek2 is 29 years old,Mr Marek is 34. Both come

from eastern Lower Austria, where they live in a newly built house near MrMarek’s

parents’ house. Mrs Marek commutes to Vienna for her job in an office. Mr Marek

works as adriver for a transport company.Theyhavebeenmarried fornine years and

have been trying to conceive a child for seven years. Six years ago,MrsMarek talked

to her gynaecologist for the first time about her “Kinderwunsch” (“wish for a child”),

as wanting to have a child is called in Austrian discourse. After the couple had un-

dergone four unsuccessful inseminations at a private ART clinic, they switched to

the IVF outpatient clinic at the university hospital in the fall of 2000, where they

completed an unsuccessful IVF cycle. Due to financial reasons, the couple switched

back to the private clinic, where they underwent another two unsuccessful IVF cy-

cles. The couple then decided to take a longer break from treatment. During this

timeMrs Marek surprisingly becomes pregnant without medical intervention.

MrsKoller is 33 years old; her husband is 32.Mrs Koller grew up in Vienna,where

she also lives and works as a university teacher. Mrs Koller has been married for

about six years and had been trying to get pregnant for four years. As her gynaecolo-

gist’s advice to have “gezielten Geschlechtsverkehr” (“targeted intercourse”) did not

work, the gynaecologist referred her to the IVF outpatient clinic, where she under-

went three unsuccessful IVF cycles before the fourth cycle results in a pregnancy. In

contrast to most other couples, Mrs Koller underwent IVF treatment “single-hand-

edly” in that her husband only came to the clinic for those appointments where his

presencewas absolutely necessary (for the initial consultation and for the spermdo-

nation before the puncture).

Mrs Salzer is 36 years old, andMr Salzer is 43. They both graduated from gram-

mar school and work as clerks at various companies in Vienna.The couple lives in a

newly built house to the west of Vienna, which they planned and built with a future

child inmind.They have beenmarried for thirteen years and havewanted a child for

just as long. About seven years ago, during a routine gynaecological examination,

Mrs Salzer approached a gynaecologist for the first time concerning her “Kinder-

wunsch.” AsMr Salzer was diagnosed with “severely reduced sperm quality,” several

doctors recommended IVF treatment. For financial and organizational reasons, the

Salzers turned to the IVF outpatient clinic, where they underwent their first IVF cy-

cle in the spring of 2000, which was unsuccessful.The couple had twomore unsuc-

2 All names are pseudonyms.
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cessful IVF cycles before an ultrasound examination of Mrs Salzer revealed first a

polyp and then a fibroid. Because the Salzers found the treatment at the IVF out-

patient clinic very unsatisfactory, they switched to a private clinic, where they un-

derwent their fourth IVF cycle at the beginning of 2002. This also failed. Further

examinations were carried out at the private clinic, which ultimately led to the con-

clusion that successful IVF treatment was “very unlikely.” The couple then decided

not to continue with IVF treatment.

IVF dramaturgy and temporal horizons

IVFusers—womenaswell asmen—oftendescribe their engagementwith IVF treat-

ment as something of an emotional rollercoaster that indexes the drama of their

stories about having a child.Here are some of the emotional states and feelings that

users experience before, during and between IVF treatment cycles: strong desire

to have a baby; pressing uncertainty and puzzlement about why the “natural way”

of conception (through sexual intercourse) isn’t working; joyful confidence when

doctors praise the “promising” follicle growth during hormonal stimulation of the

ovaries; nagging envy of other people’s having children “so easily”, given the hard

work and suffering they have already gone through; indignant deservingness of

having a baby oneself; feelings of not being sufficiently supported or even betrayed

by the partner who supposedly does not engage in the treatment process as whole

hearted enough; devastating despair and self-doubt after a failed IVF cycle; relieved

joy when a pregnancy is diagnosed; deep doubts when having to decide whether to

continue ART treatment or not; panic and overwhelming fear of a (another) failure;

and, not least and of paramount importance, probing hope that everythingwill turn

out fine when finally holding one’s own baby in one’s hands.

Usually, both in clinical discourses and media accounts as well as in academic

writing, such feelings are dealt with either as a matter of coping with the demands

and suffering connected to IVF treatment, or as motivation for undergoing ART

treatment, or as psychological factors which may hamper or support becoming

pregnant. In any case, such feelings are seen as being external to the techno-med-

ical procedures of IVF itself (e.g., Devonport and Lane 2013; Rockliff et al. 2013).

From such perspectives, IVF and feelings are understood as quasi standing vis-à-vis

each other. However, such conceptualizations fail to recognize the generative role

that emotions and feelings have for technologies such as IVF in the first place.

To address this, I drawon Schatzki’s work on social practices, in particular,what

he calls the “teleoaffective structure.” Inhis view, social practices,defined as “tempo-

rally unfolding and spatially dispersed nexus of doings and sayings” (Schatzki 1996:

89), are organized by various aspects. Among others, the doings and sayings of a so-

cial practice “hang together” through its teleoaffective structure.This is “[…] a range



122 Part II: The Techno-Sphere

of normativized and hierarchically ordered ends, projects, and tasks, to varying de-

grees alliedwithnormativized emotions andevenmoods” (Schatzki 2002: 80).These

are normatively charged complexes of purposes and objectives (referring to the te-

los) and emotions, sentiments, and passions (the affective dimension) that govern

which activities are regarded as “right” and/or “acceptable.”

The teleoaffective structuring of IVF treatment as a social practice, I content,

relies on and at the same time produces hope in important ways: hope aligns the

doings and sayings of IVF treatment along its telos, having a hoped-for baby and be-

coming parents by both limiting and employing themultiple uncertainties involved

in IVF treatment; hope is also nourished when one after another task necessary in

IVF treatment is successfully worked off, enabling to proceed to the next.

At least two fundamental, interrelated characteristics of IVF are of central im-

portance here: Firstly, IVF is a complex and uncertain technology that requires the

concerted interplay of activities and capacities involving both technical procedures

and (mostly female) bodies, yet—and depending on the individual situation—with

more or less uncertain results. Both as a future possibility and as a past and current

matter of fact, failure (of producing follicles, embryos, and ultimately pregnancy, to

name but a few) is all too real, as IVF users painfully know after their first failed IVF

cycle at the latest.When I askedMrs Riedel (44 years-old, four unsuccessful IVF cy-

cles) after she andherhusbandhad stoppedART treatment,what hadher impressed

most during ART treatment, she replied:

The first two attempts where the implantation [nidation] didn’t work, the day

when I got the menstruation, that’s the thing that somehow stayed with me

most. Because maybe beforehand the hope is pretty high that it [getting preg-

nant] could work, and then suddenly there is the bleeding. That is, that is a

hammer. That was absolutely <Mrs Riedel laughs> a hammer. (Mrs Riedel)

The medico-technical IVF procedures, then, are to be understood as being neces-

sary but not sufficient for pregnancy to occur: it also requires (female and, to a lesser

extent, male) bodies to be successful. The biotechnological feasibility of IVF is giv-

ing nature a “helping hand” Strathern (1992); it can only enable pregnancy andmake

it more or less likely, but not directly cause it. The interplay of technology and bi-

ology remains unreliable and is often mysterious, which leads to multiple uncer-

tainties. In our study (Hadolt and Lengauer 2003: 285ff) we identified three main

types of uncertainty, which we called “uncertainty-of-occurring” (“Unsicherheit des

Passierens”)—Will there be enough good follicles? Will the retrieved eggs fertilize?

Will implantation work? etc.—, “uncertainty-of-the-actual” (“Ungewißheit des Tat-

sächlichen”)—What is really the reason that I cannot conceive a child? What exactly

was the reason that the last IVF cycle didn’t work? etc.—, and “uncertainty-of-the-

best-possible” (“Ungewißheit des Bestmöglichen”)—What should I do to make im-
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plantation as likely as possible? Should we change the clinic for our next IVF cycle?

etc. Hope tackles—and relies on—such uncertainties by maintaining the potential-

ity of both a positive, albeit hidden reality in the past and present, and a positive

outcome in the future. As a form of “embodied meaning-making” (Wetherell 2012:

4), hope does this by embodied feeling rather than cool, detached reasoning. Hope

maintains movement towards a desired future in the face of hovering failure. Hope

keeps the story/narrative of IVF going.

Secondly, IVF is a cumulative technology. Lasting between four to seven weeks,

and IVF cycle consists of a series of phases or steps, including: ovarian hyperstimu-

lation to produce up to 30 eggs capable of fertilisation; the “puncture” of the follicles

that have developed in the ovaries to retrieve (or “harvest” as some doctors call it) the

eggs; the fertilisationof the eggswith the sperm in the laboratory and the cultivation

of the resulting embryos for up to seven days after fertilisation; the embryo transfer,

inwhich one to three of the developed embryos are transferred back into the uterus;

and the biological implantation of the embryo in theuterus (nidation), the success of

which can only be checked by a pregnancy test after a further two-weeks of “waiting

period” at the earliest. Every individual phase must be successfully completed to at

least a satisfactory degree to maintain the possibility of becoming pregnant. If one

phase fails, the entire IVF cycle has failed.With a highly cumulative trajectory IVF is

like a “hurdle race” (“Hürdenlauf”), or “obstacle course” (Franklin 1997), in which all

hurdles must be successfully overcome to emerge victorious.

Given this hurdle race structure, IVF treatment is firmly directed toward the fu-

ture. In addition, after a failed cycle, IVF users are confronted with the decision

whether they should try another cycle, and thenprobably another one.Structuredby

the interplay of failure and hope, a specific procedural pathway is laid out to be fol-

lowed, both within and between IVF cycles. Junctures that afford alternative routes

only exist at specific points of the process (e.g., when the number and quality of fol-

licle during ovarian hyperstimulation is low), but most importantly in between IVF

cycles.

IVF treatment, in its dramaturgy of hope and failure (or success), has at least a

threefold temporal configuration: First, a step-by-step configuration that highlights

the next task and the nextmilestone at hand and follows an individual IVF cycle’s cu-

mulative trajectory.The temporal horizon for action and hope is the next step/task.

Second, the overall configuration of the individual IVF course has the successful IVF

cycle as its hoped-for temporal horizon. Particularly in these two temporal config-

urations, hope is strongly framed by the threat of future failure. One way of dealing

with this is to curb hope to a “proper” extent to avoid disappointment when the IVF

cycle fails.MrsMarek said about her hopes for a positive outcome when she started

her first IVF cycle:
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No, I don't want to setmy hopes too high, because otherwise I might be depressed

afterwards, or I don’t know. I’m the kind of person who can cope with something

quickly or something. But I always lower my hopes. And if it does work out, I’m

happy, but I don’t have high hopes for the first time. (Mrs Marek)

Another reason fornot committingoneself too strongly to aparticular outcomeof an

IVF cycle is that failure is not pre-programmed by decrying it. E.g., during thewait-

ing period during their first IVF cycle, 54 years-old Mr Riedel stated that he did not

want to “talk about the bear’s fur [getting pregnant] until the bear had been killed”

(“über den Fell des Bären reden, bevor er erlegt ist”), because that would bring bad

luck.

In the third temporal configuration, IVF, as part of the overarching project of

having a child and becoming a parent, has its temporal horizon in having a child

with or without ART treatment. IVF users emphasise this perspective before an IVF

cycle starts or has ended, but much less so within an IVF cycle. Only after the fail-

ure of an IVF cycle do opportunities for strategic decisions arise: whether to attempt

another IVF, when, in which clinic, under what circumstances, etc. Decisions must

also bemadeduring an IVF cycle, but these are largely left to themedical profession-

als or are based on the requirements of the next IVF step to be accomplished. Our

informants experienced their decision-making options as very limited and tended

to react to themedical instructions rather than actively acting; they practically never

acted against the doctors’ advice. In contrast, strategic planning became salient af-

ter the endof an IVF cycle, though even thenpeople only cautiously consideredplans

beyond thenext IVF cycle.Their considerations in this regardwerenot characterised

by an if-then, but rather by a casual exploration of possible courses of action; “let’s

see” (“mal schauen”), as 38 years-old Mr Pichler often put it, when he talked about

the future.

IVF users, therefore, tend to plan their quest for a child retrospectively about

past events rather than prospectively. Such planning is used to lend a certain coher-

ence to the quest of having a child and to evaluate past actions and events and give

them meaning. So, while for IVF users planning that is focussed on the individual

IVF cycle is prospectively limited by the possibility of failure, the experience of fail-

ure in their planning attitude in a broader sense is a kindof reflective pause to clarify

the next steps and an essential element in the ways of how couples structure their

stories of having a child and starting a family.

Embryo transfer and waiting for pregnancy

On thebiotechnical-assistedpath topregnancy, the embryo transfer, and thehoped-

for implantation of the embryo in the uterus, also known as nidation, play a crucial
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role. Embryo transfer and implantation differ from the previous stages in several

respects. Apart from the fact that implantation is the “decisive phase” inwhich it be-

comes clear “will it be something orwill it be nothing,” asMrs Salzer put it, the result

of the implantation phase not just concludes a stage, but the IVF cycle altogether. At

themedico-technological level, the embryo transfer is the lastmedical act; from this

point onwards, the conception process is considered as in any “normal” pregnancy,

and implantation itself must be left to the “natural” processes of the female body;

nothing more can be done to make pregnancy more likely. In addition, while the

work and result in the stages of hormone stimulation, puncture, fertilization and,

in the narrower sense, embryo transfer are characterized by their temporal proxim-

ity to each other, the result of the implantation phase, and by extension, the whole

IVF cycle, only becomes apparent after a waiting period, which is about two weeks.

Not least because of the high stakes, our informants experienced this waiting pe-

riod, painfully characterized by inactivity and uncertainty, as particularly stressful

and difficult to bear. E.g., Mrs Pichler, 32 years old, commented on the difficulties

during this waiting period after her second unsuccessful IVF cycle:

On the one hand, I’m happy, on the other hand I’m afraid. [...] of the result, of the

urine test [pregnancy test]. Of that, yes. Otherwise, I don’t mind. It’s not so bad.

But the fourteen days [of the waiting period], that’s a disaster. (Mrs Pichler)

One might expect that implantation and, in consequence, pregnancy is a matter of

either-or, either pregnant or not pregnant.This is indeed the case, but the temporal

point of view from which implantation is evaluated is crucial here. Only from an a

posteriori perspective, when a definite and unambiguous outcome of an IVF cycle is

established, does the outcome take on the binary form of either-pregnant-or-not-

pregnant. From an a priori position, however, before a definite outcome is reached,

things often are not so clear; the bodily state of gestation is uncertain, and preg-

nancy is hopeful.This can lead to a situation in which pregnancy becomes gradable,

a matter of more-or-less, and in which IFV users might feel “a little bit pregnant”.

All our informants agree that a “real” pregnancy only exists when an embryo

has been successfully implanted. However, since this event cannot be known when

it takes place biologically, but only afterwards, by means of the pregnancy test, it

is both uncertain if “it will happen” (a matter of “uncertainty-of-occurring”) and if

it perhaps has already happened (a matter of “uncertainty-of-the-actual”). Such

uncertainty—which comes into being only through the knowledge about embryo

transfer and implantation—opens a space of possibilities for understanding and

experiencing pregnancy in novel ways.The embryo transfer is a central facilitator in

this: having the embryo in the uterus after the embryo transfer—and being aware

of it—creates an as-if pregnancy situation, because our everyday understanding of

pregnancy is constituted by the idea of “baby in the womb.” The fact that “having
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put the embryo into the uterus” is not the same as implantation becomes subli-

mated via qualitative induction (a method of inference in which one property of a

phenomenon is used to infer the phenomenon as a whole): “having the embryo in

the uterus” becomes quasi equated “baby in the womb”, even though the process

leading to a pregnancy is not yet completed.

But not completely so: In particular, during the waiting phase after the embryo

transfer, our informants’ attitude oscillated between knowing what it takes for a

“real” pregnancy and hopeful feelings concerning the potential for pregnancy in the

first two weeks after the embryo transfer, being cautious and hopeful at the same

time. Many of them resolve the tension by feeling “a little bit pregnant”, such as Mr

Lang, who told us that his wife had a “feeling of being a little bit pregnant” when

she waited for the pregnancy test after her second embryo transfer. Similarly, Mrs

Koller, who repeatedly emphasised in our conversations howmuch she had learned

about reproduction from amedical perspective since she started IVF, reflects on the

time after the embryo transfer in her first IFV cycle, which was unsuccessful:

Somehow you think, well, I mean that, somehow you think you’re pregnant—a lit-

tle bit. I don't mean that you feel it […] as in stories about pregnancies, first when

you feel sick. I mean, you don’t really feel the pregnancy, […] that you have a big

belly, that you really experience—uh—[...] a physical experience of pregnancy,

that’s much later. But the thought, yes, this emotional feeling. [...] I mean, you

kind of build up a little bit, that you say, [...] it’s not certain yet. (Mrs Koller)

MrsMarek also reported that she felt “somehow pregnant” during the time between

embryo transfer and the onset of menstruation when she underwent her first (un-

successful) IVF cycle. She said about her behaviour during this time:

Well, when that [the embryo transfer] is over, you just walk like on raw eggs. <Mrs

Marek laughs> You think: just don’t move quickly! Yes, and then the waiting be-

gins. That, the 14 days, that was somehow. Because you actually think about it ev-

ery day. I think, one also feels somehow pregnant subconsciously, because you’re

totally careful and I hardly smoked anything. So that’s already. Somehow, I mean,

secretly youmaybe DO hope that you’re pregnant, but. Yes, it’s just, after a day: do

you feel anything yet? No, you don’t feel anything. Yes, and then on the 15th day

you take the [pregnancy] test. But I already knew one or two days before [that

she was not pregnant], because that’s when I started having cramps and light

bleeding. (Mrs. Marek)

Mrs Salzer expressed the difference between feeling and knowing evenmore point-

edly than Mrs Koller, quoted above, and said of herself that she had already had the

feeling of being pregnant immediately after the embryo transfer, although she did

not know this definitively:
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I mean, I already know that I’m NOT at that point, so [...] I mean, I already know

that it’s NOT necessarily [the case that she is pregnant], but from the FEELING?

YES. From that moment on, I have the feeling [of being pregnant]. (Mrs Salzer)

Likemost other IVF users in our study,Mrs Salzer was careful not to hope toomuch

that she would actually be pregnant to avoid disappointment and despair if treat-

ment proved to be a failure.

Making pregnancy real

Remarkably, the possibility of being “a little bit pregnant” also exists from a medi-

cal point of view. Even after the two-week waiting period following embryo transfer

has passed, it is not always possible to saywith certainty ”if it hasworked out” (“ob es

etwas geworden ist”) or not, to use Mrs Salzer’s expression.The onset of menstrua-

tion or a positive or negative pregnancy test is not necessarily the criterion bywhich

such a clear result can be determined. If the pregnancy test is positive and nomen-

struation has occurred, doctors and the women concerned assume that there is a

pregnancy. Such a “biochemical pregnancy” is then clinically confirmed a fewweeks

later by an ultrasound examination,making a pregnancy evenmore “real”.

The situation is different, however, when no menstrual bleeding has occurred,

but at the same time no clearly positive pregnancy can be determined due to am-

biguous hCG levels on the pregnancy test.3 Such a biochemical condition is some-

times referred to by some doctors in our study as “a little bit pregnant”. In the case

of the Mrs andMr Lang, where this occurred during their first IVF cycle, blood was

taken from Mrs Lang to determine the corresponding hormone status more pre-

cisely that by checking the hormone status in the urine. The couple was told in the

clinic that the result should be available the same day in the afternoon. For Mrs and

Mr Lang, 33 and 34 years old respectively, this increased their hope for pregnancy,

but also prolonged the period of uncertainty.Their anger was correspondingly great

when they only found out the result of the blood test the next day after several tele-

phone calls. Mr Lang reported the negative result to us in an e-mail:

Unfortunately, we were unable to find out yesterday whether we were allowed to

celebrate or not. At 3 o’clock in the afternoon there was still no result. Today we

tried again—8:40 a.m., still nothing, another hour's wait. We are not angry, but

here too the procedure is incomprehensible: Ultrasound appointment,—no, but

urine test,—but ultrasound—no, wait for urine test, – not clear, – so, blood test –

result in the afternoon,—no, but not,—so tomorrow morning,—no, but not so

3 The pregnancy test works by measuring the amount of human chorionic gonadotropin

(hCG), a hormone that only develops during pregnancy.
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early. Now, just after 10 a.m., finally the certainty. The waiting and hoping has

come to an end. But unfortunately, the bad news. Not pregnant. That has to be

digested in the first place. There were no tears, we are not upset. It’s still too early.

It wasn’t meant to be yet [to become pregnant in the course of the first IVF cycle].

(Mr Lang)

Even if thepregnancy test is clearlynegative, it can remainuncertainwhether apreg-

nancy is present or not if there is no menstrual bleeding. This was the case for Mr

and Mrs Pichler during their second IVF cycle and Mrs and Mr Salzer, also during

their second IVF cycle. The following vignette describes the medical appointment

to which I accompanied Mrs and Mr Salzer and at which the negative result of the

pregnancy test, for whichMrs Salzer had previously given urine, was discussed:

Dr Kramer greets us at the door of the consultation room and asks Mrs Salzer,

who was the first to enter: “Are you bleeding?” Mrs Salzer denies this, shaking her

head. Dr Kramer turns to Mr Salzer, who had entered immediately afterwards,

and jokingly asks him too: “Are you bleeding?” Mr Salzer also, jokingly mocking

his wife, says no. We all head to our seats as usual and before Mrs Salzer had

even sat down, Dr Kramer announces that the pregnancy test unfortunately is

negative: well, this would be just difficult now; if Mrs Salzer had already had

her menstruation, it would be straightforward: pregnancy test negative plus

menstruation; but it wasn’t clear that way; it could just be the case that her

menstruation would come later; but it could also mean that implantation had

been delayed somewhat and that the hormone levels had therefore not yet built

up.

Mrs and Mr Salzer listen quietly with disappointed and annoyed facial expres-

sions. Dr Kramer continues that unfortunately she could now only offer to do

another blood test; but she would probably only have the results on Monday,

because unfortunately it was already very late for today; in order to get the

results today, the couple would have had to come in the morning.

Mrs Salzer turns to her husband and says reproachfully: “I’ll kill you!” [At Mr

Salzer's suggestion, they had come to the clinic at 11 a.m., as Mr Salzer wanted

to go to work for a few hours beforehand]. Mr Salzer defends himself, says it

was not his fault. Mrs Salzer replies that it was certainly his fault, he had only

wanted to come at 11 and now it was too late for the results of the blood test.

Dr Kramer seem uncertain about what to do, first saying that it wasn’t Mr Salzer’s

fault and then immediately agreeing with Mrs Salzer that it was too late and

they should have come earlier.

They then go on and on about whether Mrs Salzer could be pregnant or not

and Dr Kramer keeps repeating that she was sorry that she cannot say anything

today; everything is very complicated in early pregnancy and normally these

steps that we observe go unnoticed.
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At one occasion Dr Kramer asks Mrs Salzer if she feels pregnant. Mrs Salzer replies

by asking how one feels being pregnant. Dr Kramer smiles and says that she could

only tell from what others had told her, but if she simply feels different? Mrs

Salzer: no, it is just like before the menstruation. Dr Kramer finally takes a blood

sample from Mrs Salzer, whereupon a discussion ensues as to whether it might

not still be possible to get a result today, which Dr Kramer again denies.

Dr Kramer leafs through the medical record again and says ponderingly that only

three embryos had developed; but these would have been quite nice (she repeats

this several times); but she had had a lot of eggs, a “huge pile of eggs” (“riesiger

Eierhaufen”), but only three would have been fertilised. Mr Salzer admits: “Yes,

that is also my poor [sperm] quality”. Again, Dr Kramer says that if Mrs Salzer had

got her menstrual bleeding, then one would know, but like this (?); there would

just be pregnant or not pregnant. Dr Kramer then adds that there was also “a lit-

tle bit pregnant”, so the hormone levels had to be observed; but the pregnancy

test was clearly negative. [...]

Finally, the meeting comes to an end and after arranging another appointment

for the next week we say goodbye.

All the way to the exit, Mr Salzer talks to his wife and tries to convince her that

they still had a chance for being pregnant. He calls Mrs Salzer (not very convinc-

ingly) a “slow breeder” (“langsame Brüterin”) and that it could be the case that

everything would just take longer. Mrs Salzer keeps repeating that she did not be-

lieve it, starting to cry. We stop and Mr Salzer hugs her for a few minutes, striking

her head. Eventually we continue walking towards the exit.

Arriving in front of the hospital, Mr Salzer lights a cigarette—not two cigarettes,

as he had done last time; Mrs Salzer had given up smoking in the meantime. Mrs

Salzer says challengingly that she could now smoke again. Mr Salzer replies: no,

she couldn’t; it could still be that she was pregnant. And he finishes the cigarette

on his own.

The following day Mrs Salzer calls me on the phone to tell me that her menstru-

ation started, which unquestionably showed that this IVF cycle was again unsuc-

cessful.

Apart from the social dynamics betweenMr andMrs Salzer and Dr Kramer respec-

tively and the dramatic quality that medical appointments can have, especially at

the very end of an IVF cyclewhen its ultimate result is not yet clear, this vignette also

shows howhope and uncertainty are intertwined in the teleoaffectivities of IVF.Un-

certainty, spanning what is actually the case now (“a little bit pregnant?”) and how

this will develop in the near future (“an established pregnancy?”), opens space for

hope. Against the background of inconclusive test results, bodily states of feeling

and organisational procedures, such hope is negotiated between the involved actors

in terms of past events in the hurdle-race IVF, uncertain medical knowledge about

reproduction, results of a urine test, ascribed personal qualifications and shared (or

not shared) cigarettes.At times,hope is probing, takingonhopeful diagnostic possi-
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bilities againandagain, thendesperateordwindlinguntil it crumblesawayandends

abruptly with the onset of menstruation—at least as far as this particular IVF cycle

with its specific time horizon is concerned. After a break, Mrs and Mr Salzer will

build up hope and try again and only stop ART treatment completely after a fourth

unsuccessful IVF cycle.

If we look at it as a process, pregnancy may also be gradable rather than binary

from a medical point of view. In any case, it needs to be made ever more “real”,

both physically and in terms of women’s feelings, beginning with hormone stim-

ulation and culminating in the pregnancy test. But even if a pregnancy is no longer

questionable fromamedical perspective because it has been “definitely” established

through pregnancy tests and ultrasound scans, the making-real of pregnancy can

continue.This takes two forms.Thefirst concerns the feeling of being pregnant.Mrs

Koller said in an interview one week after her pregnancy had been confirmed by the

positive pregnancy test that she cognitively knew that shewas pregnant, but that the

corresponding bodily feeling had not yet set in:

On the other hand, of course it was really nice when I heard [during the pregnancy

test] that it was OK. And somehow it’s also in my head: I mean, it’s OK now and

I’m now pregnant. But somehow, in terms of feeling it still needs time. [...] At the

beginning [of a pregnancy] it’s still most uncertain [that a pregnancy will last], or

I mean, the danger of something happening is the greatest. (Frau Koller)

AlthoughMrs Koller already felt “a little bit pregnant” during the phase of implanta-

tion, her feeling after the positive pregnancy test was too little to “really” feel preg-

nant.What shemissed in this context, as she explained elsewhere,were such typical

signs of pregnancy as morning sickness and especially the baby’s movements. As a

contribution to making the pregnancy real, she also gave an important place to the

ultrasound examination, which was scheduled for the week after the interview and

whichwas intended to confirm the pregnancy clinically, because she hoped that this

wouldmake the pregnancymore visible. She said about the pregnancy test: “Imean,

what’s the big deal? I mean, something just changes colour.”

In the above quote,MrsKoller also refers to the second formofmaking the preg-

nancy real: the risk that “something will happen.” Certainly, the positive pregnancy

test is the first objective, albeit not always clear, sign of pregnancy and once this hur-

dle has been overcome,womenno longer doubt that they arepregnant.What they do

worry about is whether they will stay pregnant. Especially in the first twelve weeks

of pregnancy, the threat of a miscarriage is experienced as a real possibility. Such a

threat was perceived as even more serious if women and couples had already expe-

rienced a miscarriage, as was the case with the Durand couple.

To some extent, such a risk is certainly also perceived in the case of non-med-

ically assisted pregnancies, although here, too, the first twelve weeks of pregnancy
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may be considered the “dangerous” ones even in this case.This is supported, for ex-

ample, by the fact that the gynaecologist who cared for Mrs and Mr Durand dur-

ing their pregnancy did not give Mrs Durand theMother and Baby Book (Mutter-Kind-

Pass)4 until after the twelfth week of pregnancy. He explained several times that he

would alwaysdo so inorder to reducedisappointment in case of amiscarriage.How-

ever, IVF users seem to experience the risk of pregnancy asmuchmore pronounced

than with “normal” pregnancies due to the high stakes involved in ART treatment

and the difficulties of getting pregnant in the first place. In addition, the way in

which the early stage of pregnancy becomes “visible” in the context of IVF may also

play a significant role.

Precarious knowledge

In IVF treatment, precarious knowledge is everywhere—and so is certain knowl-

edge in the very moment. To a certain extent, knowledge produces uncertainty, as

this points to the parts that still are not yet known. In contrast to medically unas-

sisted reproduction, where conception only comes conscious “after the fact” at a

comparatively late state, medically assisted conception is characterized by its very

early, conscious, and detailed perception. This also applies to the aspects that can

“go wrong”. As far as her theoretical knowledge of human reproduction was con-

cerned, Mrs Koller emphasized that it was precisely the knowledge of the possible

difficulties that was new to her:

So to speak, how it works theoretically, uh—the fertilization and a pregnancy and

so on, the development from the fertilized egg, that was COMPLETELY CLEAR to

me. I mean, with all the stages, the biology of it. But what was, uh, very NEW for

me was rather these things, that how REALLY possible it actually is that fertil-

ization occurs. And that, first of all, it’s not all that likely. And that if fertilization

does occur, that even with NORMAL [pregnancies], as is often the case with one

fertilized egg, but it aborts and you don't even NOTICE it and you just have your

menstruation. [...] Somehow, I don’t know, biologically speaking, OKAY: sperm

cell, egg cell: kabong! <Mrs Koller and the interviewer laugh> It implants! But I

mean, what kind of complications can there be UNTIL it implants! [...] So then,

it’s kind of like in the textbook: it works! But I know all the steps, where things

may not work. This is what you do not know and this is what you realize then

[when undergoing ART treatment]. (Mrs Koller)

4 In Austria, the Mother and Baby Book (Mutter-Kind-Pass) is a free of charge health prevention

program for pregnant women and young children up to the age of five.



132 Part II: The Techno-Sphere

Mrs Koller’s conviction that new knowledge is gained by going beyond textbook

knowledge and by focussing on the potentially flawed parts of reproduction is

striking. She focuses on what can “go wrong”, which in turn is enabled by the frag-

mentation of the procreation process by undergoing the “hurdle race” of IVFwith its

various stages and cumulative outcomes.The complexity of the process turnsmuch

of the knowledge that she had known as unproblematic before her engagement

with ART, precarious knowledge, knowledge until further notice. As a result, ART

treatment also has the potential to make “natural” conception visible in a new way

as an equally potentially ineffective endeavour.The need tomake a pregnancy “real”

after IVF treatment and the heightened awareness of howmuch can “gowrong”may

extend to the post-IVF phases of pregnancy and further add stress to IVF users. In

this sense, pregnancy after IVF may be by no means “completely normal”, contrary

to what medical professionals and the women andmen concernedmay believe.

Concluding remarks

In this chapter, I have explored the entanglements of temporality, uncertainty, and

hope as they become evident in the case of IVF treatment. I have argued that hope,

in its relational and intentional mode, is intrinsic to IVF as social practice: as part

of the teleoaffective structure of IVF treatment, hope holds together and organizes

the doings and sayings of IVF, and by extension the human and non-human partic-

ipants involved (Schatzki 1996; 2002). Against the backdrop of an often inconclusive

past and present and potential failure in the future, hope both relies on and tackles

uncertainty and—depending onwhere IVF users are in the process of IVF treatment

and which temporal horizon is salient—maintains concerted movement towards a

desired future; hope keeps the story/narrative of IVF going.

I followed IVFusers in their dramatic quest for having a baby and becomingpar-

ents as they experience and deal with the necessities, predicaments and imponder-

ability of IVF treatment.Focusing on thefinal phases of IVF treatment, I have shown

their pragmatic stance bywhich they,being specifically situated,work throughwhat

needs tobedone in the various stages of IVF treatment,make thebest possibleuse of

their resourcesathand, imagine futurepossibilities,and tryoutnew (andold) things

to achieve pregnancy. In such a pragmatics of uncertainty (Whyte 1997), hope for a

partially hidden favourable situation in the past and present and for positive out-

comes in the future is carefully modulated, as their story unfolds: In order to make

hope “bearing” (“tragfähig”, in the words of Kinsky 2023: 34), IVF as social practice is

organized in ways so that IVF users (and the doctors treating them) curb their hope

to prevent toomuch disappointment, should an IVF cycle turn out to be unsuccess-

ful, but nourish hope to the extent that necessary IVFwork can continue and suffer-

ing be endured. In such a “paradox of hope” (Mattingly 2010), hope has intentional-
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ity; it is hope for something, thus bringing its referents (e.g.,many eggs, embryos, and

ultimately successful pregnancy and a baby) into play, charging them with embod-

ied meaning and affective purpose, while simultaneously foregrounding potential

failure.

Hope dwells in uncertainty about what is, what will happen, and how best to deal

with. Knowledge brought into play as a means of dealing with uncertainty can also

foster uncertainty, as detailed general medical knowledge about human reproduc-

tion makes visible the many aspects of conception that can go wrong, and tentative

knowledge about the individual IVF cycle opens the space thatmakes gradable preg-

nancy in the form of “being a little bit pregnant” possible, both in the experience of

IVF users and in biomedical discourse, and necessitates work to be done to make

pregnancy “real.”

I want to conclude by drawing attention to three implications that might prove

useful for further research on uncertainty and hope beyond the case of IVF.The first

concerns the central role that affects/emotions can play in social practices such as

IVF. When taken seriously as relationally distributed among the (human and non-

human) participants of social practices and notmerely asmomentary private states

of feelings, hope can be probed for its function as an intrinsic constituent of social

practices, furthering our comprehension of figurations that give rise to phenomena

such as “being a little bit pregnant.”

The second implication concerns the many forms and shades in which hope

manifests itself in the stories of our informants, indicating complex feelings and

functions: burgeoning hope, desperate hope, confident hope, reckless hope, com-

forting hope, etc. Academic literature lacks a sophisticated language of hope that

could analytically capture this diversity. We could better grasp the significance of

hope as a generative force in social practices by paying more analytical attention

to such differences. Examining these across various socio-cultural settings might

show that there are many more culturally marked idioms of hope than we can

imagine.

Finally, the third implication relates to hope and uncertainty as they are tem-

porally framed. Contrary to the taken for granted assumption that hope and un-

certainty are always directed towards the future, our empirical material shows a

much more complex situation, in which hope and uncertainty wander to the past

and present and span to future events. By looking more closely at this temporality,

we couldgain abetter understandingofhow temporalfigurationswith their distinct

temporal horizons are constituted and operate as social practices unfold.
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7 Solo Living and Cancer in Denmark

Understanding Care Politics as the Architect

of Human Vulnerabilities

Rikke Sand Andersen

Introduction

What insights can people who suffer from cancer and who live alone provide about

relations between vulnerability and care politics? This is the question that under-

lines the discussions raised in this chapter, as I set out to understand ongoing shifts

in care politics as they emerge and transform in the context ofwelfare.The empirical

material is drawn from Denmark and from ethnographic work among people suf-

fering from cancer, but it speaks to much broader changes in the distribution and

definition of care, and the rise in solo living that are taking place across Scandinavia

and elsewhere (Vaittinen 2015). Also, ethnographic engagements with people who

suffer from cancer while sustaining life in the context of solo living, allows me to

explore what it means when we say that vulnerability is—at the same time—both

fundamental to human existence and political, such as noted by Judith Butler (2020:

20–22).

In Denmark andmore broadly in Scandinavia, since the 1960s onwards, the dis-

tribution of care resources have been organized around the guiding principles of a

care politics that emphasizes state-supported social security and individual inde-

pendence from the family. Anthropological literature on Scandinavia often names

this an egalitarian care politics, emphasizing howScandinavianwelfare politics aim

to promote equal distribution of care both within the families and within society,

and how this involved a substantial professionalization and institutionalization of

care. Ideally, women should no longer rely on kinship ormarriage for survival or for

living socially acceptable or sustainable lives, and the elderly, disabled or sick should

not relyon their families for careandsurvival (GullestadandSegalen 1997;Bendixsen

et al. 2017).

Theagingof theScandinavianpopulationsmeans,however, thatnot only is there

a dramatic growth in care needs, but also a diminishing professionalworkforce, and

the family and people’s private homes are increasingly reconsidered relevant con-
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texts of care (Vaittinen 2015; Mattingly et al. 2011). Since 2006 one in five beds in

Danish hospitals have been removed (Skovgaard et al. 2022), and “same-day-treat-

ments” of cancer patients have gone up by 40 percent. Also, home care services are

increasingly targeted at the neediest persons. Fewer older people receive munici-

pality services (cleaning, shopping, care) from 18 percent in 2008 to the present 11

percent of persons 65+ in 2019 (Hjelmar and Rostgaard 2020). This mix of capac-

ity reductions and political attempts to move care closer to the home of the patient

mean that sick individuals must increasingly navigate treatment and care from a

wide range of professionals, kin, and services concurrently (Skovgaard et al. 2022).

Anthropologists have described how the transfer of care responsibilities to families

may both heighten existing tensions and conflicts and promote experiences of be-

longing (Sparre and Rytter 2021; Grøn and Meinert 2017; Lamb 2014). But we only

have sparse knowledge onhowpeoplewho live alone experience andmanage chang-

ing possibilities of care, or how shifts in the distribution of care resources recon-

figure intergenerational responsibilities and vulnerabilities for individuals who live

alone.

According toEricKlinenberg,anAmerican sociologist, the prevalence of solo liv-

ing was minimal in societies worldwide prior to the 1960s (2013: 2–4). However, the

number of individuals living alone has now reached nearly 30 percent of all house-

holds in the United States. Additionally, several major European cities have wit-

nessed a surpassing of the 50 percentmark in terms of one-person households (Kli-

nenberg 2013). In Denmark, four out of ten adults live alone, with the percentage of

one-personhouseholds among the elderly exceedingfiftypercent (DanmarksStatis-

tik 2023). This chapter makes its initial contribution by highlighting the increasing

number of individuals living alone, and I propose that examining how people suf-

fering from cancer sustain life in the context of solo living provide a way to begin to

understand and theorize emerging shifts in the distribution of care resources that

are taking place in Denmark and across Scandinavia.

Introducing in detail the biographies and lived circumstances of Lise and

Michael, two interlocutors that I worked with from April 2020 until August 2021,

and drawing on the understanding of humans as embodied and vulnerable (Butler

2020; Guenther 2016) and upon critical feminist writings on care (Fischer and

Tronto 1990; Buch 2018), this chaptermakes its second contribution by pointing out

that access to care is increasingly dependent upon social negotiation, and studying

care in the context of solo living is a means of theorizing fundamental dependency

and ethical responsibility in the context of welfare. With Elana Buch (2018: 12) I

think of care as “the messy, disparate forms of practice through which people work

to make life happen”, and how these practices continually bring particular kinds of

social relations, political economies, or vulnerabilities into being. Such a perspec-

tive on care reaches beyond the immediate, intimate context of care as practice, and

it helps me acknowledge the polysemantic and shifting qualities of care and being
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that emerges when care politics change (cf.Meinert 2021; Fischer and Tronto 1990).

I suggest that attending to the productive dimensions of care politics and care prac-

tices helps to direct attention to what care produces (Buch 2018: 18)—including new

kinds of vulnerabilities that are historically and socio-politically distinct. Before I

turn to Lise and Michal let me share some more reflections on what I mean when I

talk about vulnerability.

Vulnerability and care politics

Etymologically speaking,vulnerabilitymeans tobeopen tohurt. It comes fromLatin

vulnerare, to wound, hurt, injure, or maim. As a verb it specifies an action. That is

probably why—in popular thinking and writing—vulnerability is often thought of

as a state of being open to hurt from external risks (Vaittinen 2015: 104). A commu-

nity can be susceptible to war, or a computer can be susceptible to damage. But as

living, social organisms humans are also internally and persistently vulnerable to

life itself; to the possibility of loss, destruction and to diseases such as cancer.There

are no autonomous subjects without needs, “only degrees of embodied vulnerabil-

ity” (Vaittinen 2015: 104) that elicits different care needs. In a similar fashion, Ju-

dith Butler (2020) says that vulnerability should not be understood as a static con-

dition, but as a dynamic and relational process that unfolds in the context of social

and historical relations.Humans are social bodies and therefore perpetually vulner-

able to the loss of others, and to violence and disease. As humanswe are “potentially

undone by each-other” (Butler 2020: 23). Vulnerability, in this sense, is not a prop-

erty of individual subjects, nor an external risk, but a product of social and political

structures and processes.Vulnerability, Butler says, names “the porous and interde-

pendent character of our bodily and social lives” (Butler and Yancy 2020: 483) and it

invites discussions on how to live, how to facemortality and how best tomake sense

of the world (Butler andWorms 2023).

It is important to note that vulnerability to Butler, does not only gesture towards

an existential condition. Instead, Butler advances vulnerability as an underlying as-

pect of human interdependence and coexistence, and one fromwhich political prin-

ciples emerge. Human vulnerability thus constitutes a repertoire of essentials that

are subject tomanipulation (for example throughpolitics) andpractice (such as care)

for the purposes of producing what they call livable lives (Butler and Worms 2023:

27–28). Following this line of thought, I suggest that exploring solo living in the con-

text of seriousdisease, testifies to theway inwhich carepolitics proposes itself as the

architect of human vulnerabilities. I develop this argument by attending to what I

consider to be emerging vulnerabilities in the context of solo living and changing

care politics. The first being relational vulnerabilities, which refers to the increasing

social and moral tensions that arise in negotiating access to care, and the second
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being vulnerabilities to the self,which I with reference to Lisa Guenther’s notion of un-

hinged (2016), define as the loss of abilities to engage in world-making activities.

Encounters with living alone

In this fieldwork, which I have done with my colleague Sara Marie Hebsgaard Of-

fersen, we have worked with ten key interlocutors, all aged 54–84, who lived alone

and suffered from cancer. To understand how people sustain life with cancer,we in-

vited interlocutorswhowere in long-termcare, andwho, to some extent,were living

with the prospects of “a life with cancer”. Cancer is treacherous and unpredictable,

though, and four of our interlocutors have passed away as I write.

The basic benefit of ethnographic fieldwork is its open-endedness (Rapp 1999).

We conducted fieldwork from 2020–2021 (app. 14 months), but it did not work out

asfirst planned.Our initial goalwas to explore the social dynamics of care situations

and to workwith care workers and family caregivers as well as those in need of care.

When the covid-19 pandemic broke out at the turn of the year 2019–20, enforced

lockdowns challenged our presence at hospitals and other care institutions.Also,we

were not able to visit with our interlocutors when home-care workers were present.

We ended up spending many hours in the homes of our interlocutors, mostly be-

ing present when others were absent. Instead of witnessing the relational dynamics

of care situations, we gained detailed insights into their life-histories, and through

their experienceswe learned about transformation in family- and gender values, in-

tergenerational relations, and expectations to care; subjects of relevance to our un-

derstanding of care politics, and how it manifests in the minutiae of everyday life.

Some visits were structured around life-history interviews, or on mapping and

narrating theweb of social relations thatmade up their lives.Other visitswere dom-

inated by informal conversations on experiences and notions related to “family”,

“home” and “care”. Sometimes we would go for a walk, act as chauffeurs to the hos-

pital, or go for a drive and visit significant places such as former homes and com-

munities where they had once lived. Also, we talked about experiences with living

alone, and we shared quiet moments together. Due to the risk of covid-19, three out

of ten interlocutorswere only engagedwith throughonline platforms.While the on-

line meetings tended to be shorter, and made “hanging out” difficult, they allowed

for regularity (we met often with these informants), and it was possible to both do

semi-structured interviews and engage in informal conversations. We also inter-

viewed three family members, one friend and one volunteer. In total we conducted

about eighty interviews.
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Solo living in Denmark

Despite themoral dominance of the nuclear family and the detached house [parcel-

huset] that developed during the 1960s and 1970s, the most dominant trend in liv-

ing- and household arrangements in Denmark since the 1960s has been the rise in

solo living (Klinenberg 2013). Today, there are 2.7 million homes in Denmark hous-

ing a population of 5.8 million people. In 1.3 million homes live only one adult (18+).

People end up living alone for a variety of reasons and living alone is experienced

andpracticeddifferently.While researchonDanish solo dwellers is very sparse Lynn

Jamieson and Roona Simpson’s research from Ireland (2013), as well as Eric Klinen-

berg’s (2013) research from the US suggests that people who live on their own have

different degrees of personal ties to kin, family, and friends. Some maintain rela-

tionships across households with partners, children, parents or friends, and others

do not.

This diversity was also present in our material. Seven interlocutors lived alone

because they had recently divorced, or their spouses had passed away, and three had

lived alone most of their adult lives. Two of those had raised children on their own.

None of them had actively chosen to live on their own, but that was “how life had

turned out”, as theywould often say.There is thus an aspect of contingency and tem-

porality to living alone. Some of our interlocutors had experienced it—at certain pe-

riods in their lives—as a source of freedom, while for others, and in other parts of

life, it was associated with social isolation and hardship. None of our interlocutors,

however, associated living alone with anything shameful, wrong, or dangerous (cf.

Lamb2022).Most of our interlocutorsweremiddleclass, all lived in urban areas, and

three, including Michael whom I will introduce in this chapter, lived lives that were

burdened by poor economy and fragile relations.

InDenmark livingalone is life-phase relatedandcomparedwithotherEuropean

societies such as France or Italy, inter-generational cohabitation is not very preva-

lent. Only three percent of all households in Denmark consists of three generations

(Rytter et al. 2021). Living alone is considered part of conventional life-stages, and

a source of “personal growth”. Small children are trained to sleep on their own, to

play in their own rooms, and young people are strongly encouraged to move out of

their natal home to develop into a full person. Overall independency, which some-

times manifest as distance or self-reliance or living alone is considered a source of

growth, and part of becoming a full person in Denmark.

In the 1970s one out of five elderly in Denmark, resided with the family of one

of their children (Christoffersen 2004). Lise had, as the only one of the interlocu-

tors that I worked with, lived with, and cared for her mother when her mother was

aging. In 1972 Lise was in her mid-twenties, had a newborn daughter, and was go-

ing through a difficult divorce. She ended up moving in with her mother, who lived

alone in a spacious flat. It was supposed to be a period of transition, but the three
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generations of women ended up enjoying the mutual care and support of sharing

the same household right up until Lise’s mother passed away. Lise is now in her sev-

enties, and her daughter has established her own home and nuclear family, while

Lise is living on her own in the flat that she used to share with her mother. I asked

her if she had ever considered moving in with her daughter now that she has fallen

ill. She responded laughingly and said: “I would never ask my daughter to do the

same. I am not her responsibility. She has her own family now.” Lise always refers to

her relationship with her daughter as “very close” [meget tæt]. But establishing the

kind of connectivity and relatedness that Lise treasures includes “not asking for too

much help”, even though she is dependent upon elaborate care and attention from

friends and family to sustain a meaningful life with colon cancer.

I will return to Lise later, but for now, suffice it to say that her biography reflects

historical shifts in care politics and cohabitation patterns in Denmark. The reflec-

tions she shares with me about her relationship with her daughter also reproduce

taken-for-granted visions of old age and illness as a time for naturally needing and

deserving care from professional care workers. Care politics are contingent in the

sense that they have emerged through historical struggle (Tronto 2013), and through

(inter)subjective, situated, motivated and creative questioning (Meinert 2021; Buch

2018). Following this I understand care politics in broad terms, as the distribution

and definition of care resources and responsibilities; not in a static sense, but as

the ongoing consolidation of sense-making, meanings- and practices that is con-

tingently re-established,butwhich comes to function as a generativematrix for fur-

ther practice1. We should, therefore, be careful to talk about care politics as some-

thing that axiomatically place care within the state or the family (Thelen and Alber

2018).But building uponScandinavian care research, it is reasonable to say that care

responsibilities within families have diminished due to the professionalization of

care fostered within the context of the welfare state, and the structuring effects of

an egalitarian carepolitics (Mikkelsen2016; Ludvigsen2017; Bendixsenet al. 2017: 5).

As Iwill discuss further in thebelow,care, in the context of the family rather emerges

into a relational ethics in the sense that it remains open to social andmoral negotia-

tion (cf. Andersen andOffersen 2022;Mikkelsen 2016).This perspective emphasizes

the inherent vulnerabilities that are intertwined within the consolidating and gen-

erative effects of care politics, I suggest. In the following I introduce Michael and

Lise, and I showhowan increasing reliance on family and friendswas—for some—a

source of compromise and doubt, as well as of connectivity and relatedness; what I

define as relational vulnerability. But for others, such as Michael, their homes were

1 I am inspired by Lisa Guenther’s writings of quasi-transcendental structures in my defini-

tion of care politics. A full account of this concept and how it might relate to care politics is

beyond the scope of this paper, but see Guenter (2021).
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transformed intoenvironmentsofunpredictability and instability.Difficulties inac-

cessing care made Michael more vulnerable, and the enforced mobility between lo-

cations (in and out of hospital), imposed upon him a model of care, which he could

not commit to and which—perhaps—ultimately contributed to his sense of aban-

donment and death; what I define as vulnerability of the self. Due to the complex-

ity of Michael’s case, I present his life and the conditions around his cancer care in

greater length than Lise’s.

Relational tensions

Lise is a former manager in the public sector, and today a highly active pensioner.

She has gone through surgery, and she is in chemo to “fight a cancer in her stomach”,

as she says. I visit her several times from spring 2020 until the early autumn 2021. I

came to know her as a very warm and cheerful woman,with an extended and active

network of friends and family. When I visit her in her large two-bedroom flat, we

sit opposite each other in the large couches in her spacious living room.Fromwhere

I sit, I can see her desk. It is loaded with papers signifying the mount of activities

that Lise is engaged in as a volunteer in various associations [foreninger].Her phone

is always on the coffee-table that divides the space between us when we talk. The

phone extends the sociality of the two of us to include her friends and the family-

members that are calling to hear how she is.The textmessages or the incoming calls

function as invitations to share this and that story of a friend, or as a reminder for

Lise to tellmewho is acting as a chauffeur to theup-coming chemo-treatment.Lise’s

daughter, Ruth joins Lise formost hospital appointments, but chemo takes up a full

day, and Lise’s friend,Karen,whom she has recentlymetwhen shewas volunteering

in a local cancer support group, has “the chemo duty”. Often Lise is very tired after

chemo, and she cannot drive her own car. “Chemo-duty” therefore not only includes

driving back and forth from Lise’s home to the hospital, but also in assisting Lise

climbing the stairs to the second floor and prepare some food in the kitchen while

Lise gets undressed in the bedroom. Karen brings the food into the bedroom when

Lise is comfortably placed underneath her blankets and sometimes, she keeps Lise

company while Lise eats. Karen leaves when Lise is ready to sleep for a few hours.

Due to chemo-treatments Lise is often tired, and she needs help shopping for

groceries and washing her clothes. Sometimes a neighbor stops by with a liter of

milk and some bread, and Ruth and her granddaughter helps her bring her clothes

down thebasement,where thewashingmachine isplaced.Also, shehashad toadopt

to a life with an ostomy-bag. Lise is a large woman, and she cannot clean the tubes

and the bag herself. Every morning a home care nurse comes by and help Lise clean

the tubes and get dressed. Also, every two weeks a care worker come by for 45 min-

utes and cleans her house. “It is not enough to keep the house clean”, Lise says, and
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she often hesitantly accepts Ruth’s offer to wash the floor in the kitchen when she

visits. To withstand the loss of bodily integrity, her sense of control and familiarity

with her own body, that cancer has brought onto her life, Lisemust—daily—engage

in care situations with a wide range of friends, family, and professional caregivers.

When friends comeover,do the grocery shopping,or drive her to thehospital, Lise is

remindedof “all the love that shehas inher life”, as she says.Care in this sense, struc-

turally supports her sense of self and her embodied capacities to engage in world-

making activities (Buch 2018).

Shortly before the Christmas holidays, I call Lise to ask if I could come visit be-

fore the holidays begin, and she tells me—upset—that she has been through a very

difficult period.

Signe [granddaughter] was in here washing my clothes again. I was just so tired,

exhausted… you know. I just lied there. I was like a whale in my bed. I couldn’t do

anything. I was so tired. Ruth was of course busy at work, but we had to call her.

And she came as soon as she could. We were afraid that I would lie there and

just die in their hands. It was terrible. I did not want Signe to see me like this.

And I was so dependent upon them. You know they cocked and took me to the

bathroom. Things I had otherwise denied that they should do.

Lise ends up spending two days at the hospital because her lung had collapsed. “But

nowI’mhomeagain”, she says.“It’s lovely,andMathilde [the careworker]nowcomes

every morning and keeps an eye on me”. Lise actively engages in many different re-

lationships, but it is important to her to reciprocate the generosity of others, and

she is most comfortable when she has the strength to co-define the terms of her re-

lationships. After the situation with the collapsed lung, she offers her daughter to

go shopping clothes for Signe, and she is planning how to “spoil Karen” with a nice

dinner when she has regained her strength.

To Lise, as well as to our other interlocutors, the necessity of asking for help was

both a source of relatedness and connectivity, but sometimes it was also uncom-

fortable fact of life, producing social and moral tensions, or what I call relational

vulnerabilities. To the elderly in Denmark, it is considered normal to be cared for

by professional care workers, and our interlocutors felt their life balancing precar-

iously at a juncture between “doing for themselves”—which included “getting by”

relying on what many of them considered to be sparse professionally provided care

and asking for help from family and friends.Statements such as “I always try to even

out my needs, so one week I ask my daughter, and the next, maybe a friend”, or “I

know my family would like to help me, but when? They have their own lives” were

prevalent throughout ourmaterial. Lise’s sense of self is inherently intertwinedwith

her relationships and interactions with others, and care needs—in a sociopolitical

context where care is often considered a condition of possibility (Guenter 2021) es-
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tablished by the state—often become a source of relational strains or disturbance.

As noted in the above, Lise often felt defined by “the virtue of the address” (Butler

2020: 46), in the sense that her care needs sometimes compromised her sense of self

as a capable person, and her notions of what constitutes “a good friend” or “a good

grandmother”.

In the context of solo living and cancer, embodied vulnerabilities are thus

co-constituted by a repertoire of relational and meaning-making issues that must

creatively be addressed to sustain life.Similar points have been raisedbyBuch (2018)

and Grøn and Meinert (2017) in their work on care and relatedness, addressing the

dark side of “kinship as a counterbalance to the recent illuminating preoccupation

with kinship as belonging, relatedness and kinning” (Grøn and Meinert 2017: 583).

Care is not only a “do-good-practice”. When in need of care, the ties we have with

others are delineated (Butler 2020: 22), and relational vulnerabilities emerge as part

of a relational ethics that is contingent on the centrality of defining and negotiating

care responsibilities. In the following I describe the case ofMichael and how a com-

parable situation involving unresolved care needs unfolds in another combination

of solo living, care, and vulnerability.

A broken self

In early September 2020 Michael had a rectal cancer surgically removed. After a

few days at the hospital, he was unwillingly returned to his home to recover. Ev-

ery morning different home-care nurses visit him.They clean his surgical wounds,

and the stoma-bag and tubes that has replaced parts of his intestines. But gradually

Michael’s wounds become infected, and he suffers from a pain that is brute and lim-

iting, in the sense that he is confined to his bed, and it is difficult for him to move

around in his home without assistance.

Michael is in hismid-fiftieswhen Ifirstmeet him.Wehave talkedon thephone a

couple of times before I visit him one August-afternoon in the small, terraced house

that he rents.Michael has worked on and off in casinos and had random chauffeur-

jobs. For the past 15 years or so he has been “outside of the labour-market” [udenfor

arbejdsmarkedet], living of social benefits. Before his life was interrupted by can-

cer and pains, he spent much time at the local library educating himself. Michael’s

curiosity and analytic interests in the world around him manifests in the ways in

which he narrates and interweaves his own story with references to ongoing polit-

ical debates on the state of the welfare society, lack of job-opportunities of political

will to distribute resources more fairly. Michael is disappointed by the then sitting

Sociodemocratic government, and he shares with me theories about the origins of

what he calls “the flawed-well-fare-system”wherewell-educatedmanagers anddoc-
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tors [djøffere og læger] earn a prosperous living, while people like himself are aban-

doned to a life in poverty.

When you are not working, you are not a real human-being in this system, and it

is the managers and doctors who decide if you can ever become a human being

again.

The only family he has left is his sister, Susan. Susan lives in the Northern part of

Jutland,which is a two-hour drive fromMichael’s home. According toMichael it is a

troubled relationship, and he has a two-year old niece whom he has never seen. Be-

sides from twomale friends,who occasionally drop by for a chat and a beer,Michael

spends most of his time on his own in the company of his cat, Muffy. Despite the

painful absence of company and intimate relations, Michael’s home is organized

in ways that reflect traditional values of sociality in Denmark. A large barbeque is

standing in the front of his house, and he can pull up extra kitchen chairs to make

room for four or five people to share a meal in his kitchen.

Perhaps to establishmeaningful, temporal connections betweenhis past andhis

present, Michael often repeats how his father, who had worked as a manual worker

himself, never encouraged him to pursue any kind education. “A society is always

in need of strong men, who are willing to work hard”, his father had reasoned.This

strategy had failed Michael and he blames the difficulties with building long-term-

relations on his poor economy and failed social status.

It is expensive to engage in friendships; to attend birthdays and eventually the

birthdays of their children, participate in nights out—concerts and… so I guess

that I gradually isolated myself.

Michael is eligible for public home care,which inDenmark is free of charge andpro-

vided by themunicipalities. Every day he is brought a warmmeal, and care workers

clean his house every twoweeks.Occasionally theywill help him shower. Public care

work is structured around tight work schedules, and care workers enter the homes

of the elderly and sick with detailed, and temporally demarcated, task-lists. Elderly

and sick people in need of home care on average receive 3.3 hours of care everyweek,

andgiven the reduction inhospital-based care, they spendmanyhours on their own.

Michael thinks “the homers” [hjemmerne] as he calls them—purposefully omitting

“care”—are running in and out of his home, not really paying attention to him or his

needs.Michael imagines that access to “proper care” [den rigtige hjælp]would repair

the damage that cancer has done to his life, and that he, because he is living in awel-

fare society, is entitled to receive care from “the system” [systemet or det offentlige].

InEarlyDecemberMichael estimates thathehas lost 30kg,andhis skin is “hang-

ing from his bones”, as he phrases it. His surgical wounds are very sore, and he
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suspects that they are infectious. Most days he is too weak to leave his bed. Simple

maneuverings such as brushing his teeth or going to the kitchen for a cup of coffee

previously neutralized through embodied knowledge and strength are now impos-

sible. Michael feels abandoned, and his capacities and desires to engage in mean-

ingful relations are diminishing. I know from a care worker that visits him, that he

has been offered support by the palliative care team at the local hospital, and amale

careworker,whomMichael trusts and talks aboutwith kindness, takes charge of the

situation. In December and January 2021 Michael is in an out of the hospital a few

times. It turns out that his wounds were infected, and the infections have turned

into a blood poisoning affecting Michael’s rectal areas as well as the rod of his pe-

nis. At the hospital he is constantly worried that they will send him home too soon,

and he also worries about transport. He succeeds, however, in persuading a nurse

to grant him a flex-taxi. Flex-taxies are paid for by the state and provide ameans for

people who are not able to drive themselves to get a ride home. “They keep asking if

I do not have someone who can pick me up. God dam it, I have told them SOmany

times, that I live onmy own”.

FromChristmas onwards I only talk toMichael on the phone.He callsme two to

three times a week. Sometimes he is joyful and wittingly asks how my managerial-

life [djøf-liv] is going. His voice gives away the ambivalence that is so characteristic

of the way that he relates to me and the care workers that come to his house. He is

both angry andwarm.Both dignified and very vocal about the neglect he suffers.He

is dependent upon care workers for care, and on me for having someone to talk to.

I ask if I can visit him, but he says: “My house is dirty, I am dirty, it would not be a

dignified visit”. I bring him food a few times, but I am not invited in.

In early spring 2021 Michael learns that his cancer has recurred. He is offered

more surgery,mostly to relief him of some of his pains.He refuses and tells me that

he does not trust that they [the system] regard him “human enough” [de sermig ikke

som et menneske] to be granted the care that surgery requires. Michael eventually

ends up at a hospice close to where his sister lives.He is there for a fewweeks before

he passes away. Eventually he is buried with his cat Muffy.

In the last months of his life, Michael is in despair, and his unmet care needs

filters into a breakdown of himself as well as his domestic space. As his body and

his home breaks down,Michael loses his abilities to engage inmeaningful relations

or other world-making activities (Buch 2018), which again adds to his isolation and

maybe even to his death.

Engaging accusations of abandonment

Michael—more so than any other interlocutor that we worked with—struggled to

access the kind of care that was necessary for him to sustain life (Butler andWorms
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2023), and in the end—abandoned by the systemandhis family—he gave up. In such

complex stories, with accusations of neglect it is important to consider different

and potentially conflicting perspectives (cf. Meinert 2021). I primarily had access to

Michael’s version, but I also talked to one of Michael’s care workers and to his sis-

ter, Susan, with whom he eventually re-connected in early spring 2021, just before

he came to the hospice. According to Susan, Michael did not find peace at the hos-

pice, but he “was calmer than when he had been at home”, and he had shared with

her stories of gratitude about some of the latter encounters that he had hadwith the

hospital. A fewweeks beforeMichael ended up at the hospice Susanwent to see him

several times a week. At first, he had refused to accept her presence and help, but

eventually he gave in. Susan tried to negotiate more public home care, cleaned up

his home a bit, and sat with him throughout the afternoons when he was tired and

in pain; making sure that his most basic needs of water and food weremet. Eventu-

ally she was on sick leave from her job. She was exhausted and together with a care

worker, she made plans for Michael to go to the hospice.

I was constantly in a battle with myself. There was no way I could take care of

Michael and my own family at the same time. Four hours in a car every time I

went to see him. And feeling guilty, knowing that he was lying there, in pain all

by himself when I left. What was I to do? I was glad when the hospice took him

in, but also felt a bit guilty.

Michael and Susan’s stories may be seen as everyday representations of an egalitar-

ian care politics, as they both expect care responsibilities to primarily lie within the

state. But their stories also exhibit the social negotiations and the porous connectiv-

ity that is fostered in the tension between Michael’s care needs and Susan’s insolv-

able situation, swaying between being able to helpMichael, and being cut off, or not

having the time and energy to care for him.The inevitability of Michaels care needs

testifies to his basic, human vulnerabilities.The pain, his thirst, and immobility in-

vite and demand resolution. Susan knew of this, and it haunted (Grøn andMeinert

2017: 582) her in profoundways. LikeMichael she felt that theywere let down “by the

system”, and she suffered from feelings of guilt and anger, because she was not able

to support Michael in a way that she considered meaningful to him nor to herself.

I suggest thatwe see Susan’s experienceswithMichael as a testimony to the pro-

duction of what I call vulnerabilities to the self. Lack of caremadeMichael’s life and

senseof self fall apart causing aprofoundunravelingof his life.Hebecameunhinged

(Guenther 2016) in the sense that he was unable to respond to any kinds of attention

from professional care workers, from his sister and from me. He was increasingly

disoriented and disconnected from the world, losing trust in the intentions of his

sister and his other caregivers. Unhinged describes, according to Guenther, “what

happenswhen the articulated joints of our embodied interrelational subjectivity are
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broken apart” (2016: 12). In her work on solitary confinement, Guenther shows how

physical punishment, exhaustion and isolation put intense pressure on the capacity

of American prisoners to relate to other people and to their selves. Prolonged iso-

lation cuts prisoners off from their network of social, cognitive perceptual and af-

fective support, and “structurally undermine their capacities for meaning making.

They become unhinged.They lose their embodied orientation in the world and their

sense of self” (2016: 154). I do not mean to indicate that Michael’s life is comparable

to the life of supermax prisoners, but I suggest that his lack of access to care and

the immense pains and what he experiences as a social abandonment result in him

falling apart. In this sense lack of care can be seen as a form of violence that erase a

subject’s connections to others, and reduce them to a bare, isolated self, which can

no longer sustain life.

The architect of human vulnerabilities

Weare all given over to others and to life inways thatwe cannot control (Butler 2020:

46). Cancer surely testifies to this. As attested by Lise andMichael, many embodied

practices previously part of an everyday normal, such as taking a shower, cleaning

the kitchen floor, or getting up and down stairs, are compromised, and in their at-

tempts to sustain life they are forced to recognise and make visible to others “the

basic vulnerable conditions of their embodiment” (Butler 2020: 26). For some, like

Lise, asking for help,was a source of relatedness,but itwas also a source of relational

vulnerability, in the sense that access to care was contingent on inter-relational ne-

gotiations of care responsibilities. ForMichael, social abandonment and lack of care

transformed into a loss of self. He became unhinged (Guenther 2016) and lost his

abilities to engage in meaningful world-making activities, suggesting that care re-

sources may be distributed in ways that sustain or denies or erase certain forms of

existence or subjectivity.

When care politics change, so does both the conditions and experiences of liv-

ing, andmore profoundly of living alone. Consequently, solo livingmay be seen as a

way of life made possible by care, and a way of life which is lived and experienced in

the tension between relationality and care politics. Care and the structuring effects

of care politics are, in this sense, what makes life livable (Butler and Worms 2023:

15–18). Understanding relations between solo living, care politics and vulnerability

thus also testifies to another anthropological testimony essential to the solo living

research, namely that living alone is not merely a reflection of an inherent, human

thrift for autonomy or freedom (cf. Coleman 2014). Vulnerability understood as a

generalized fact of life inmanywaysmarks the limits of individualism (Butler 2020;

Meinert 2021), emphasizing that solo living is a political and social accomplishment

sustained by care.This argument is important since it (once again) shakes themod-
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ern delusion of the human as potentially autonomous and independent, and it is

consequential for our understanding of the role of care in society (cf. Tronto 2013).

Exploring solo living in the context of serious disease, I suggest, testifies to the way

in which care politics proposes itself as the architect of our human vulnerabilities,

and it reminds us that vulnerability is not inherently individual, but distributed by

structures of power, privilege, and oppression (Vaittinen 2015).When I say that care

politics proposes itself as the architecture of our human vulnerabilities, I mean to

emphasise that the ongoing, creative distribution and definition of care resources is

a process that is intrinsically also shaping,designing, andproducing human vulner-

abilities. In this chapter I show how changing care politics produce both relational

vulnerabilities and vulnerabilities to the self.Care is in essence both a treatment and

an enabler of human vulnerabilities.

Attention to care as productive to relatedness (Carsten 2007) and social inequal-

ity or vulnerability (Buch 2018; Meinert 2021) is not new to anthropology. Recently,

Sarah Lamb (2014) and others (Meinert 2021) have described ongoing shifts in care

responsibilities between states and families that are taking place around the world.

In India, Lamb says, rural-to-urban labourmigration intersectswith drops in inter-

generational cohabitation and negotiations of care responsibilities of the sick and

elderly, and a law from 2007 stipulates that childrenmay be fined and jailed if found

guilty of neglecting their aged parents (Lamb 2014: 50). This law brings to light the

belief that the family, rather than the state, is the proper agent of care and, perhaps,

the fear that this obligation will not be honored. It also, however, bears witness to

the difficulties and often devastating care-caps that develop due to the speed of so-

cial change, and it affirms that creating a society that generates sustainable lives for

people of every ability and backgroundmeans recognizing the ways in which care is

deeply entangled with household-structures and changes in co-habitation patterns

(Lamb 2022; Klinenberg 2013), aswell as notions of intimacy, belonging and related-

ness.

Historically the welfare state has played a significant role in enabling the pos-

sibility of living alone, and the rise in solo living has been facilitated by those same

supportive care infrastructures that are currently undergoing transformation (Klin-

genberg 2013). The figure of the elderly solo dweller—I believe—in many ways em-

bodies a shared notion of what a successful welfare state looks like. It is important

forme to stress that I do not wish to contribute popular or academic narratives that

represent solo dwellers as per se vulnerable or lonely, or which equals solo livingwith

social disintegration (cf. Grøn 2016; Lamb 2014). I would argue that we see solo liv-

ing as an emergent sociality (see also Coleman 2009; Klingenberg 2013), partlymade

possible by an egalitarian care politics. Lise confirms this when she laughingly lit-

ters my inquiry about the possibility of her moving in with her daughter. “No, I am

not Signe’s responsibility”, she says, reflecting, how an egalitarian care politics have

historically normalized and supported the distribution of particular care responsi-
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bilities in Denmark. It is also important for me to emphasise that ongoing changes

in the distribution of care, and the invention of private homes as contexts of care

manifest in the everyday lives of sick people in a variety of ways (cf.Mikkelsen 2016;

Andersen andOffersen 2023). But for all they set up the contours of a care politics in

which the self, others and the home are brought into new forms of proximity,which

may be a challenge for people who live alone. Solo living is, as noted in the above,

regarded a normal way of life in Denmark. But it might in the future become a cru-

cial site of political struggle and contestation, as current, intersecting conditions of

care politics and embodied life are making solo living in Demark both possible, yet

increasingly difficult.
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8 The Uncertain Future of Antibiotics

Navigating Bacterial Presence in Hospitals

amidst Antimicrobial Resistance

Antonia Modelhart

Introduction

In recent years, antibiotics, one of the key pharmaceuticals ofmodern biomedicine,

are increasingly a scarce good: rising resistances to the common substances and a

dry antibiotic pipeline—astalleddevelopmentofnewantibiotics—configure infras-

tructural uncertainties: the massive and far-reaching reliance on antibiotics for the

function of not only modern biomedicine and but economies, security and moder-

nity itself shape grim visions of a future without effective antibiotics (Landecker

2016; Chandler 2019).

In my research on antimicrobial resistance (AMR) in hospitals, I follow the un-

certainties clinging to antibiotics and ask what this means for hospital staff in their

everyday encounters with bacteria, infections, and growing resistances to antibi-

otics. Particularly, I look at hygiene practices as the old-fashioned and odd compan-

ion of the antibiotic era and argue that these practices play a central role inmeeting

and managing antibiotic uncertainties in times of AMR. Aligned with the volume’s

inquiry of how “hope and uncertainty take on particular meanings in the policing

andmanagingofhealth, illness andwellbeing” I explorehowhygienepractices shape

themanagement ofmicrobial encounters amidst antibiotic uncertainties.As part of

AMR, these uncertainties are met with elaborate practices entailed in what is called

hygiene management in German hospitals that give substance to microbiopolitics

(Paxson2008; 2012; 2014),where thegovernanceofmicrobial presence is akeyaspect

of caring andmanaging individual and collective bodies.ApproachingAMRthrough

themeaning of uncertainty in the “policing andmanaging of health” opens a way to

explore themulti-faceted nature of AMR: because AMR is amoving subject through

scales, spaces and times, uncertainty figures on different layers, each layer telling us

something about how we envision acting upon it as a health threat.

On a global scale, the uncertain future of antibiotics as effective substances

against infections configures a looming global health issue that is both a present,
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but an even more pressing issue in bleak anticipations of a future without antibi-

otics. Relatedly, on a small-scale, health professionals in hospitals and especially

hygiene professionals, build the awareness inside hospital walls that enacts this

global health threat in daily practices and ways of doing medicine and healthcare.

Here, hygienists embody the large-scale uncertainties of AMR put into practice in

daily hospital flows, meeting hospital pragmatics infused by historical, political,

economic, and material spheres. Further exemplified on a microscopic level, these

uncertainties materialize themselves in the openness of bacterial compositions

that can mean so many different things and must be managed accordingly to

the hospital environment. Here, hygiene figures as the management of uncertain

bacterial presence, or to be more precise, the uncertain processuality of bacterial

compositions (which very well might be a deadly one for humans) linking back to

the large-scale uncertainties clinging to antibiotics as an effective substance to

control these presences.

Iwant to showhow the emerginguncertainties because of resistant bacteria and

ineffective antibiotics give rise to hygiene regimeswhere barriers,walls and borders

play a crucial role: hygiene is an ongoing negotiation and oscillation between the in-

side of the hospital and the outside. I am particularly intrigued by how actors con-

strue “the outside”, i.e., the social being and living outside of hospital walls as rel-

evant for hygiene matters inside the hospital, and ultimately, for managing AMR.

While hygiene is often assumed to follow universal protocols for sterility and clean-

liness,hygienework encompasses intricate processes of considering various aspects

and processes of the “outside” and thus configure andwork along localized and local

microbiologies (Koch 2011; Yates-Doerr 2017). In this regard, a patient’s skin and the

hospital’s walls both present specific barriers that require complex considerations

when enacting hygiene measures. The orchestration of hygiene is thus a delicate,

nuanced practice for managing human life alongside microbial encounters.

In the first part of this paper I map the relation between the hygienic hospital

and antimicrobial resistance. I follow the historical contextualisation of microbial

encounters and shifting epistemologies mirrored in the transformations from Pas-

teurian and post-Pasteurian approaches to trace how hygiene practices historically

engender different ways of approaching microbial life in relation to human life. In

the second part, I explore how hospital staff and patients make sense of bacterial

presence based on my empirical material.The procedure of risk-adapted screening

of patients in hospitals serves as a case to analyse the rationale of hygiene. Along

screening as one of the key hygienic measures in German hospitals, I question the

large-scale, societal implications of such hygiene measures when viewed through a

microbiopolitical lens.

The empirical illustration of the governing of microbes in the second part is

structured along the process of admission and discharge. Both the situation of

entering and exiting the hospital highlight how hygiene practices constitute a me-
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diation between the inside and the outside of hospitals walls. Within the hospital,

themediation continuous as one between humans,microbes, andmaterials, where

hygienic risk is allocated to specific bodies, patients, wards, and to spaces both

inside and outside the hospital.Whereas inside the hospital, hygiene practices aim

to exercise control andmanagement over bacterial presence and compositions, this

scenario changes abruptly once outside the hospital.These are the tensions I intend

to follow in this chapter, as they present themselves inmymaterial, being especially

remarkable in the experiences of a patient,Nina. Illustrating the situatedness of hy-

gienic risk, I will switch betweenNina’s perspective, a patient diagnosedwith drug-

resistant bacteria during a hospital stay, and excerpts from interviews conducted

with the hygienemanagement professionals I name Paul, Elli and Carl as well as Dr

Andress, a hygiene physician.

Theoretical approach

The chapter’s argument builds on recent theoretical approaches in thinking about

microbes: amicrobiopolitical lens (Paxson 2008, 2012, 2014) allowsme to analyse hy-

giene practices in their relation to and their entanglement with large-scale politics,

social practices, and biology while acknowledging the situatedness of bacterial ma-

teriality through borrowing from Landecker’s (2016) biology of history and wider dis-

cussions of local microbiologies (Koch 2011; Brotherton and Nguyen 2013; Yates-Doerr

2017).

The addition of micro to Foucault’s concept of biopolitics extends the analysis of

how populations are governed to how populations are governed by and through

their microbial encounters. Hygiene management, therefore, can be viewed as

a microbiopolitical approach, following Paxson’s understanding of “the creation

of categories of microscopic biological agents; the anthropocentric evaluation of

such agents; and the elaboration of appropriate human behaviors in relation to

microorganisms involved in infection, inoculation, and digestion” (Paxson 2008:

17).

To account for the sociomateriality of resistant bacteria the concepts of local mi-

crobiology and the biology of history has proven fruitful. They both deal, in different

registers, with the difficulty of accounting for the ever-changing material (biology

of history) and the situational (local microbiology) nature of biological agents such as

bacteria. Landecker’s (2016) proposes biology of history to capture the enmeshment

of bacterial evolution alongside the production of knowledge: As AMR illustrates,

producing knowledge about bacteria and their evolution that resulted in the devel-

opment and use of antibiotics, altered the materiality of bacteria themselves. The

altered materiality of bacteria displays in acquired resistance mechanism that give

rise to a biology of history, a materialized form of sociohistorical processes.
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The concept of local microbiologies (Koch 2011; Brotherton and Nguyen 2013), a

contribution to the concept of local biologies introduced by Lock (1994) in the 1990s,

stresses the implicit co-productive processes of social and biological records in hu-

man–microbial relationships (Koch 2011: 84). Building on Lock’s attempt to denat-

uralize the universal biological body with attending to local biologies, Yates-Doerr

(2017: 382f.) further argues to denaturalize the local and specifically ask for the per-

formativity of local biologies. In this vein, I look at themicroagents of local biologies,

bacteria, to explore what the localizing of biology means in the context of manag-

ing AMR in hospitals: what version of localities are actualized in bacteria’s biology

through hygiene staff?

This process of doing the local, I argue, is neither self-evident nor objectively

innocent, no matter how geographically formalized the local microbiologies in the

hospital are construed with the screening schemes (or in all the geographically dis-

tributed AMR-data). The microbiopolitics of hygiene work display the ever-chang-

ing ontological status of bacteria in everyday life. Hygiene practices epitomize the

essence of locality, through itsmeans and ends, and theway inwhichhygienists pro-

duce the hygienic hospital in a specific (microbiopolitical) way through localizing

and historizing biology.

Data collection and methods

At the core of this paper are questions about how living with—and being at odds

with—bacteria give rise to practices around hygiene, health, and disease. What is

done to act hygienic in view of the presence of bacteria? How is a hygienic hospital

in times of AMR envisioned in Germany? These questions centre around a tension

very central to my research on AMR in biomedicine: how hygienic risk in human-

microbial encounters revolve around specific spaces, bodies, andmaterialities.

I conducted 13 semi-structured interviews in Germany that focused on either

professional or personal experiences with diagnosed AMR. I visited four different

hospitals inHamburg,Germany’s second largest city,and interviewedhygieneman-

agement teams, as well as physicians and nurses specifically trained in hospital hy-

giene who were responsible for hygiene issues across the entire hospital. In hospi-

tal A, I spoke with two hygiene specialist nurses (Elli and Carl); in hospital B, I in-

terviewed one hygiene specialist nurse (Paul); in hospital C, I met with the hygiene

physician (Dr Andress); and in hospital D, I conducted interviewswith one infectiol-

ogist (Dr Krohn) and one microbiologist/infectiologist physician (Dr Spall), as well

as a nurse from the intensive care unit.

In addition to the hygiene management teams, I interviewed professionals

working outside the hospital, including a university scientist with a background in

chemistry and microbiology who is conducting fundamental antibiotic research;
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an expert at the municipal hygiene institute; two representatives of a company

specializing in hygiene products; and three representatives of a city-wide network

on multi-resistant bacteria, the Multiresistente Erreger (MRE) network. The MRE

network essentially gathers participants in the health care sector, funded by the

city’s health departments, to discuss the issue of drug-resistant bacteria and its

relevance to the working groups in hospitals, nursing homes, patient transport,

and on an irregular basis, primary care. On the patient side, I interviewed one

patient and one caregiver of an individual diagnosed with drug-resistant bacteria

and was informally in contact with patients through online Facebook groups about

drug-resistant bacteria, in addition to the methicillin-resistant Staphylococcus

aureus (MRSA) patient organization in Germany. To guarantee anonymization, I

use pseudonyms for the interviewees.There are 68 hospitals alone in Hamburg and

I visited four of them. I only use interview excerpts that don’t disclose any details

about the specific hospital.

I analysedmymaterial by applying situational analysis (Clarke et al. 2022) in con-

versations with constructivist grounded theory (Charmaz 2014). The situational anal-

ysis guided how I approached my data through mapping techniques, such as visu-

alizing positions taken on hygiene, human–microbial relationships in hospitals, or

risk-adapted screening.Constructivist grounded theory guided the coding of the data I

analysed with MAXQDA, in which the core categories of human–bacteria relation-

ships and hygienemanagement emerged along with the practice-oriented category

of risk-adapted screening.

The changing nature of infections: Hospitals in the antibiotic era

Following the widespread introduction of antibiotics in the middle of the 20th

century, the hospital came to be seen as a healthy environment (Gradmann 2017):

a clean place and the “best place to get better” (Condrau and Kirk 2011: 390). How-

ever, with AMR on the horizon the hospital’s image changed, being again more

a threat to health than a curative place as the German term for resistant bacteria

Krankenhauskeim (hospital germ) aptly mirrors. Hospitals and AMR became deeply

intertwined toward the end to the 20th century, which fundamentally changed the

image of the hospital as a potentially dangerous, infectious “hothouse” (Gradmann

2017). Returning to the last century, Gradmann (2018) interrogates the shifting

perceptions of hygiene and infectiology from the optimism of mastering microbial

encounters to more dystopian visions of the future. The promise for both a cure

and disease control, which was influential in the first part of the 20th century,

changed the status of hospitals, which were viewed as places that were healthier

and more hygienic than those outside the hospital walls (Gradmann 2018; Condrau

and Kirk 2011). Despite changing disease dynamics in hospitals, however, including
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a reduction in cases of pneumonia or tuberculosis, an increase in other infections,

particularly those acquired within the hospital setting, the promise of the hospital

as a “beacon” of infection control vanished. Already during the 1950s, researchers

complicated the promise of antibiotics for the elimination of infectious diseases

with observations of how the widespread use of antibiotics drastically changed the

nature of infections, including an increase in drug-resistant bacteria (Gradmann

2018: 107).

Landecker coins this changing nature of infections the biology of history because

the materialization of socio-political processes of antibiotic use displays in the

changing biology of bacteria as they develop resistances. Furthermore, the chang-

ing status of hospitals from “lighthouses to hothouses of infections” (Gradmann

2017) and inscribed visions of a controllable nature is paralleled by what Paxson

(2008) elaborates on with her concept of microbiopolitics: the shift from Pasteurian

to post-Pasteurian biopolitical versions of microbial encounters. While the Pas-

teurian approach tomicrobial encounters aimed at the elimination and eradication

of pathogenic microbes, at controlling and mastering “nature”, amid the buried

dreams of a world without infectious diseases, a post-Pasteurian approach high-

lights the collaborativenatureof human–microbial encounters and the situatedness

of pathogenicity. As she notes, “post-Pasteurianism takes after Pasteurianism” in

that it classifies microbes as good and bad, but the focus has shifted to make use of

good microbes in dealing with the bad (2011: 118). Her examples of artisanal cheese

making or the medical use of faecal microbiota transplantation (Lorimer 2020)

illustrate this post-Pasteurian approach, as does the case of hygiene management

in hospitals.

Post-Pasteurian approaches in German hospitals:
The work of hygiene teams

Today, in Germany, these epistemological shifts display in the ways that matters of

infection, ofmicrobial encounters, are enacted in hospitals.My analytic focus of hy-

gienemanagementbrings into focus theall-encompassing, infrastructuralworken-

abling the curative and therapeutic logic of the hospital. Here, post-Pasteurianism

articulates in the hygienic endeavours to weigh in on the uncertainties aligned to

the issue of AMR: to manage bacterial compositions and avoid infection.This is the

spacewhere hygiene teams operate, between acknowledging bacterial presence and

their potential to turn or be pathogenic: microbes are not understood as inherently

pathogenic but might turn out as such. Thus, hygiene work revolves around eval-

uating and managing this post-Pasteurian spectrum of bacterial presence. And all

this against a backdrop of complicated and far-reaching uncertainties attached to

the use of antibiotics, both theoretically and practically: On a global level, AMR is
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discursively presented as a threat to global orders, and in daily personal encounters

in hospitals, AMRmaterialises in patients who may already have resistance to sub-

stances and subsequently cannot be treated.

Every German hospital is required to have such a hygiene management team: a

unit of their own that is concernedwith all kinds ofmicrobes andmicrobial encoun-

ters. Patients,materials, and health care professionals comewithmicrobes, and it is

the hygiene teams’ tasks attend andmake sense of themwithin the hospital setting.

It is the hospital walls that give bacterial presence a specific relevance, and so does

the entering body become something else: as Brown (2019) writes in reading Mary

Douglas’ Purity and Danger (1966), entering a building points to different entries,

where “the bodies and buildings are awkwardly duplicatedwithin one another, both

symbolically and materially” (2019: 228). When entering the hospital, the patient’s

bodymingles with the building, its logistics and flows, and its hygienic regime.This

regime and its management entail a wide range of tasks and fields of activity. Paul,

the hygienist, showed me how different the days might look like for hygiene teams:

they document infections and antibiotic use on an Excel spreadsheet, adapt screen-

ingprotocols or isolationplans, they carry out hygiene visits in differentwards, train

new staff, and advise colleagues on issues of hygiene, antibiotic use, and infection

control.Everymorning,Paul is responsible for scanning thedata that thewards send

to inform the teams’ physician, who subsequently visits the wards and meets with

the team there to coordinate and agree on appropriate antibiotic treatment, as well

as the necessary hygienemeasures.Hours later,Paulmight need tomonitor the flow

and quality of water, the cleaning of technical equipment and themilk for new-born

infants ormight be called intomeetings to discuss the planning and construction of

a new ward.

The threads of these various hygiene practices all come together in the hygiene

management team,butmanyother actors are also taskedwith the day-to-daymain-

tenance of hospital hygiene. Nurses screen newly admitted patients and perform

smear tests.They also wash the patients in cases of unwanted bacteria or infection.

Physicians and pharmacists adjust antibiotic therapy; cleaning personnel take care

of professional cleaning; and the lab analysis team reports to the hygiene team.The

hygiene teams’ direct contact with patients is rare, but they typically make rounds

through the hospital and are on hand to advise when needed or to observe during

rounds.

Hygiene practices aim to understandmicrobial presence and prevent infection.

Hence, in hygiene management workflows from different areas of the hospital, in-

cluding wards, laboratories, pharmacies, clinical practice, and antibiotic surveil-

lance converge.The screening practices clearly sanction this assemblage ofmicrobi-

ological and pharmacological knowledge with clinical practice and the hospital site.

As onehygienist put it, a key task is to comprehendand recordwhat they call the “mi-

croorganism clientele”, moving through the hospital. This is done through screen-
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ing, detecting, testing, documenting, quantifying, and reporting bacterial compo-

sitions.

In thenext section, Iwill lookat thewaysofmanaging the “microorganismclien-

tele”which revolves in a post-Pasteurian fashion primarily aroundmanaging bacte-

rial presence to avoid people getting sick of it.

“Preventing infection, accepting colonization”

In hospitals, hygiene is commonly perceived as a peripheral aspect to biomedical

care, something thatmaintains theworkings of the hospital, but that also interferes

and disrupts the hospital’s “real” medical work (Bose 2017: 49). Hygiene teams are

often located in secluded areas in the hospital and both physically in their allocated

space within hospital walls as well as from their social positionwithin hospital hier-

archies, they tend to act from themargins. As to not come off as the unpopular hos-

pital police who just criticises ways of doing (like hand washing), besides the main

task of negotiating human-bacteria relations a lot of effort goes into maintaining

good relations to their colleagues.

It is often difficult for patients to grasp the processes of hygiene management

and how it intertwines with care and therapy, as it is the task of physicians and

nurses to consider the effects of biomedical interventions onmicrobial encounters.

Thus,many intervieweesworking inhygiene shared a feeling for the specific respon-

sibility of emotional labour as well.Thus, hygiene can be seen as a collective endeav-

our, where the care work encompasses relations to microbes as well as humans as

patients and colleagues.

If a patient like Nina is admitted to the hospital, the medical staff must make

sense of the patient in several ways. It may be important to know about any under-

lyingmedical conditions, the insurance number, or the weight of the patient, and in

terms of hygiene, to evaluate the risks at stake: do they carry drug-resistant bacte-

ria, which might lead to an infection? This evaluation is crucial and one of the first

steps, because it specifies the flows, spaces, and practices a patient will find them-

selves in. As with Nina, the reasoning behind screening for drug resistant bacteria

is two-fold: to secure the place and the patient.

In both admission and discharge, bacterial presence is crucial but with different

implications: upon arrival, potential pathogenic and troublesome bacteria might

enter with the patients, endangering the health of the patients and hospital flows.

But not every patient’s bacterial composition is relevant, and hygienic risk is dis-

tributed along specific criteria. These criteria play out in the decisions made about

which patients are screened for drug-resistant bacteria andwho is regarded as pos-

ing hygienic risk.These criteria also mirror a way of managing uncertainties about
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hygienic risk, of which bodies are risky at the same time (for other patients and the

hospital), and are seen as at-risk because of their bacterial compositions.

Admission: Situating human–bacteria relationships

After weeks in a hospital abroad because of deteriorating health, Nina was trans-

ported back to Germany on a special flight organized by her insurance company.

Her condition wasn’t improving, and something had to be done. Admitted to a

hospital in Germany with no diagnosis and vague symptoms, Nina was immedi-

ately isolated from other patients. Having returned from a non-European coun-

try, the reason for isolation stems from the concern that Nina might be carrying

a contagious, “tropical” disease. The status of Nina as a patient and the reason for

her ill health was yet unknown. Isolation was a means of practicing caution and

providing safety not just for Nina, but for others as well, including other patients,

the medical staff, and her family. A hospital is a densely populated place; thus,

it was better to be “safe than sorry”. Nina's isolation bought the physicians time

to thoroughly investigate their microbial composition and the presence of pos-

sible pathogenic viruses, fungi, bacteria, or parasites without endangering other

patients. (Field notes, Hamburg, 19.5.2020)

I analyse risk-adapted screening for drug-resistant bacteria as a standard hygiene

procedure in German hospitals, using Nina’s case. Screening, primarily done by

nurses, serves to evaluatewhether a patient should be tested for drug-resistant bac-

teria. Thus, upon arrival, the screening builds a basis for allocating hygienic risk.

Although the screening protocols are provided by the hygiene management team,

they are rarely executed by them.This screening process helps identify patients who

might harbour resistant bacteria. If such a harbouring status is already knownupon

admission, if e.g., patient x was once discharged with a status of having resistant

bacteria, the patient is immediately separated and isolated as hospital capacity

allows. If the patient’s bacterial composition is unknown, certain criteria point to

the need of further clarification. It is exactly these criteria guideline that builds the

risk-adapted screening protocol, which is practiced with a similar protocol across

German hospitals. Ultimately, this evaluation aims to minimize two major risks:

the ineffective use of antibiotics due to drug-resistant bacteria in patients and the

potential risk that a colonized patient poses to other patients. Nurses decide based

on a questionnaire defined by the Robert Koch Institute, the central administrative

body of public health in Germany. In this process of risk-adapted screening, nurses

working on the patient consider aspects of their medical but also non-medical

biography and their reason for hospitalization: in somewards, such as the Intensive

Care Unit, the screening criteria are broader, like wards with chronically ill or

severely ill patients. In other cases, the specific bodily problem and the allocated
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ward determine who is screened for which bacteria: certain drug-resistant bacteria

primarily pose a problem in gastroenterology wards; therefore, screening for spe-

cific drug-resistant bacteria is considered particularly important in these wards.

Evaluating the patient’s biography for making sense of bacterial compositions may

include information from their medical history, traveling activities, geographical

locations, or their occupation.

Nina’s case was unambiguous: Having been transferred from a hospital outside

of Germany, and even Europe, plus her unknown condition put her straight into

isolation. Transfers from other hospitals always pose hygienic risks, so patients are

automatically tested and, if possible, isolated. This routine serves also as a way for

hospitals to demonstrate that the resistant bacteria was not acquired in-house but

somewhere else. ForNina, screening for drug-resistant bacteriawas just one part of

the biomedical care she received and was not something she actively anticipated or

was informed about.

This observation resonates with the situation of how hospitals deal with AMR

in general and the often-drawn connection made by the interviewees between

health status and drug-resistant bacteria. The situation where bacterial presence

is regarded as relevant within hospital walls is build up through the patients, their

whereabouts, their activities, and their wellbeing:

What is inhaled outside, so to speak, is accumulated and amplified here [in the

hospital]. Because this is where all the people come together. The big problem

is that multi-resistant bacteria are above all a problem for people who are mul-

timorbid. A healthy young person is usually not affected at all. (Interview Paul,

hygiene specialist nurse: 479)

Thehygiene specialist in the interview expresses a common argument, where resis-

tant bacteria are problematic for specific bodies.The reasoning behind this framing

is to grasp the complexities of the microbial spectrum,where the presence of drug-

resistant bacteria does not necessarily indicate an infection. In healthy individuals,

non-resistant bacteria usually out-compete or out-grow drug-resistant bacteria af-

ter a short time and are thus no longer detectable (though they may very well be

there). For immunocompromised patients, however, the presence of drug-resistant

bacteria might easily lead to an infection.Thus, an infection in such individuals can

more quickly become a health threat. For patients, therefore, the hospital is poten-

tially a threatening place,where care, therapy and recovery, the function of the place

itself, might be endangered by the presence of drug-resistant bacteria.

Therefore, the exploration of bacterial presence in the hospital, relevant to cer-

tain patients in specific situations and within specific walls, allows for the detec-

tion of unwanted bacterial compositions in thefirst place (i.e., to identify a potential

problematic bacterial presence).While usually the medical staff (e.g., nurses) carry



Antonia Modelhart: The Uncertain Future of Antibiotics 165

out thepractical steps involved inpatient interactions, these are typically guided,su-

pervised, observed, and sometimes controlled during so-called hygiene visits by the

hygiene management team.Thus, a central task for the hygiene management team

is to strike a balance between detecting certain bacterial presences and avoiding in-

fection, as well as to pass on the necessary processes to the medical staff working

with the patients. One hygienist told me how he himself experienced a moment of

epiphany in terms of making sense of his profession and his daily practices:

So that was a bit of an “aha moment” for me, that the focus is clearly on avoiding

infection (…). The primary goal of hygiene measures ultimately is the prevention

of infections. Not the prevention of colonization. And that is a very important

point that we always have to remember. Because colonization itself is usually a

temporary thing. As I said, these germs typically disappear again with sensible

nutrition, normal diet, and normal personal hygiene. (Interview Elli and Carl, hy-

giene specialist nurses: 118)

In contrast to above statements about a healthy, young person being “fit” enough to

deal with a certain bacterial presence, the temporality of this presence is brought

up by the hygienist.The hygienist Carl employs practices like “diet” and “normal hy-

giene” as key, as technologies of the self to meet bacterial compositions, to build up

the body capable of overgrowing resistant bacteria.

Therefore, of crucial importance is the evaluation of bacterial presence and their

relation to the potential pathogenicity (infection) of their presence: hygiene is all

about acknowledging bacterial presencewhile at the same time considering its tem-

porality. And all this also to ultimately avoid unnecessary antibiotic use: as hygiene

specialists point out, defining and diagnosing a patient’s bacterial composition can

only be considered a snapshot. Even in a case of certain stabilization after identify-

ing the bacteria, it is only partial insofar as bacterial presence is understood as tem-

poral.Nevertheless,oncediagnosed, the bacterial status remains attached to thepa-

tient anddefines their roleduring thehospital stay and farbeyond.To rid themselves

of the status of being colonized, a patient must prove with three tests over a certain

period that the bacteria are no longer detectable. As Nina told me, once she was di-

agnosed with resistant bacteria and moved outside the hospital, she had to prove

on three different occasions that the resistant bacteria were no longer detectable.

Otherwise, entering the hospital with a known status of drug-resistant bacteria re-

quires immediate isolation, which, as one of the interviewees pointed out, can be

accompanied by stigmatization and neglect by themedical staff (InterviewDr Spall,

infectiologist physician: 28).

Hygiene management is the solid ground upon which hospital business oper-

ates. Implementing risk-adapted screening, a rather complex process, as well as a

dynamic field of developing knowledge, requires time and skilled personnel. How-
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ever, at a time when care and hygiene practices are often outsourced or fragmented

for economic reasons, practicing proper hygiene can easily become complex:

The most common problem is actually the issues around screening. We have

poured all this information into various standards and work instructions. But

nevertheless, I can also understand that there are nurses on staff who are only

here three or four times a month, because they have a part-time job, or only work

in the middle of the night if there is an admission. They get this piece of paper,

then they are supposed to interpret these crosses or checkmarks. And then they

have to think about what do I do now? Do I have to swab the front, back, top,

or bottom, perform a rapid test, PCR? And what do I actually need to do right

now? It becomes more and more complicated over time. Because you simply

learn more and more about these microorganisms. And it goes on and on: “Oh,

we can make another special regulation.” And that is also totally understandable

and important from a technical point of view. But for the colleagues on the

ward, exactly this kind of implementation can be super complicated, sometimes.

(Interview Paul, hygiene specialist nurse: 371)

Standardized protocols and screening schemes cannot conceal the fact that hygiene

is a complicated decision-making complex and involves an entanglement of prac-

tices of care based on attending to bacterial presence. Thus, hygiene management

interferes with hospital architecture, everyday care, human-bacteria relations, sys-

temic issues of organizational care, and patients’ health conditions.

For example, a central aspect of hygiene management is concerned with the lo-

cation inside the hospital where human-bacteria encounters unfold.The type of hy-

giene practiced depends on the vulnerability of the patients on the ward and the

underlying causes for such vulnerability. In an intensive care unit or in transplan-

tation wards, hygiene practices in general, and the bacterial threat in particular, are

afforded more relevance than in other wards where less vulnerable patients are lo-

cated. Hygiene management is a daily practice that involves negotiating multiple

categories of relevance that are bound to hospital logistics and architecture, to the

practices and resources of care and specialized wards, and to the bacteria and the

patient. In addition,hygienemanagement depends on the patient’s disease pattern,

the type of ward, the bacteria in question, and which part of the body is the best lo-

cation to swab for infection. This daily negotiation helps to configure the human-

bacteria relation; the relation may become stabilized due to diagnosing a specific

bacterial presence (as MRSA), but the diagnosis remains a temporal snapshot of a

bacterial presence that is open to multiple outcomes, including infection, sepsis,

death, disappearance, or overgrowth.

From the perspective of hygiene management, the evaluation of bacterial pres-

ence follows one important credo: accept colonization, prevent infection. As one hy-

gienist emphasized, hygiene is not about preventing colonization and thus bacte-
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rial presence, rather it involves acceptingbacterial compositions as anormal process

andaspart of thehumancondition.Hygienepractice includes theprocess of coming

to terms with bacterial presence that informs the management of it. Risk-adapted

screening is one example of how thismanagement takes place inpractice, approach-

ing bacterial encounters on a spectrum (Huttunen et al. 2021) rather than by the du-

alistic classifications of good versus bad bacteria, which a screening questionnaire

might suggest at first glance.This speaks to a post-Pasteurianmicrobiopolitical ap-

proach, where the bacterial composition is worked with and evaluated instead of

just eliminated with antibiotics. While this certainly hints to a more generous en-

counterwithmicrobial presence, it is also important to keep inmind that these elab-

orate practices of post-Pasteurian approaches are born out of a sense of necessity,

of desperation and of the fear of a shortage in antibiotics.

Discharge: Calibrating human–bacteria relationships

After Nina had undergone countless tests, the period of isolation and hospitaliza-

tion ended after a few days. Without a medical explanation for her illness, Nina

was prepared for discharge from the hospital. Shortly before she left her room

to exit the hospital, she was informed that resistant bacteria had been detected.

This new information about her bacterial status, which Nina was told in passing,

was unsettling: she was unsure if this is the diagnosis, the explanation for her ill

health. On the way out, Nina was given some limited information about how to

manage her drug-resistant bacteria and how to get rid of the status as a carrier.

She should pay attention to her hand hygiene, and she should avoid contact with

older or immunocompromised persons, as well as pregnant women and children.

Nina could not make sense of this information if she is contagious and danger-

ous to others or herself. She was wondering why she is released despite this diag-

nosis. Already shaken by the experience of her illness and the lack of biomedical

explanation for it, this new status of “being someone with something” in biomed-

ical terms, further irritated Nina as she was released to the outside world. (Field

notes Hamburg, 19.5.2020)

In Nina’s case, a characteristic example of how hygiene proceeds, processes such as

screening, testing, washing, or isolation are a peripheral aspect of care practices.

The reasoning behind these practices is often unknown to the patients, as was the

case with Nina. Swabs were taken from her skin, her nose, and the rectal area, but

these appeared to be procedures like the others. Only upon leaving the hospital was

she informed about her bacterial status, a diagnosis without a disease, an unstable

bacterial condition:
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I remember, when I was discharged, that was also one of those moments; I was

in an isolation room the whole time, you have a corridor, a showerhead for wash-

ing, a small room where the staff change clothes and disinfect everything, and

I was just behind it. I am isolated and supposedly a danger emanates from me.

The next day, when I was discharged, I was allowed to walk through the corridor

without wearing a mask or gloves, which I found totally strange. Because a few

hours before I was still in the isolation room, but now I was suddenly allowed to

walk through the corridor, and touch the door handle, the light switch, the pen.

(Interview Nina, patient: 9)

The immediacy and relevance for Nina of carrying drug-resistant bacteria was put

into context and relativized by themedical stuff by associating it with her young age

and overall health status. What was of utmost relevance inside the hospital was al-

ready changing as she left her roomand headed for the exit. As the patientmoves on

to the outside, leaving the hospital walls behind, so does the bacterial composition:

it becomes something else, and so do the hygiene practices.The practices of hygie-

ne management are clearly bound to the hospital setting. For the patient this clear-

cut division is often irritating and confusing. The professionals however argue for

the temporal relevance of bacterial presence along giving a pragmatic picture of the

patient concerning the overall health status and age:

That is also the reason why in everyday life, where you don’t have much contact

with very sick people, you don’t have to isolate yourself, for example. The need

to be isolated is irritating for many patients here. They are isolated, almost like

lepers, I would say, even though this is an exaggeration. Though you can only get

into the isolation ward with a face mask and protective gown and everything.

And then one day, the patient is discharged. They are put into the cab and take

part in life again normally, just like that. Because the bacteria identified in their

body are actually not dangerous for a healthy person. (Interview Paul, hygiene

specialist nurse: 488)

Thispoint is often exemplified in reference to peopleworkingwith animals,whether

in factory farming or as a horse trainer: Working alongside animals leaves an indi-

vidual susceptible to drug-resistant bacteria, but at long as you are healthy or young

or both, carrying drug-resistant bacteria is not likely to cause harm.Nina and other

patients diagnosedwith drug-resistant bacteria experience this situation as an am-

bivalent one. In the hospital, diagnosis with drug-resistant bacteria is considered

highly relevant and ismanaged through various hygienicmeasures, such as screen-

ing, swabs, isolation, disinfections, and protective clothing. The way a patient is

treated and cared for if diagnosed with drug-resistant bacteria differs materially,

spatially, and therapeutically from other patients.With the departure from the hos-

pital, this special role as a patient disappears, as does the relevance of the bacte-
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rial composition harboured by the patient, thus modifying the human-bacteria re-

lationship.

A diagnosis, but not a disease

Nina’s confusion about harbouring drug-resistant bacteria—a diagnosis, but not a

disease—points to the difficulty of integrating these hospital-bound practices, in

conjunction with and against bacteria as contextual practices in an individual’s ev-

eryday life and concerns about one’s own health, body, fellow humans, and nonhu-

mans (such as pets).

From the patients’ perspective, hygiene practices often seem opaque. The pa-

tients may be screened, undergo smear tests, and are perhaps isolated and rigor-

ously washed, but these are supplementary practices of the biomedical care that

brought them to the hospital in the first place.Theymay receive an unlikely diagno-

sis: a diagnosis that not necessarily indicate a disease or pathology but nevertheless

necessitates several hygiene measures.What follows is by no means simply “a fight

against” bacteria. Hygiene management is a nuanced consideration of what might

happen,andananticipationof futureharmcausedbydrug-resistantbacteria along-

side local microbiologies.

By questioning, screening, and diagnosing, the vulnerability and ultimately un-

certainmeaning of being colonized by drug-resistant bacteria is evaluated and tried

to be contained by isolation, protective clothing, hand washing, close monitoring,

and sanitation. Isolation is a drastic intervention that cuts off the patient formphys-

ical contact and social closeness and ultimately covers the intricate processes at play

to deal with bacteria. But in all that weighing of bacterial possibilities, the post-Pas-

teurian approach of exploring andmanaging instead of killing is strongly supported

by the notion of healthy, adaptive bodies that are in a good position to fend off en-

counterswith bacteria (Martin 1994; Brown2019).One interviewee, a hospital-based

physician formicrobiology andhygiene,noted that thenumber one credoof hygiene

in current practice is “to preserve the patient’s own flora.” Patients arrive at the hos-

pital with their own bacterial diversity and this diversity, she emphasized, must be

protected (Interview Dr Andress, hygiene physician). Hospital staff need to remain

“neutral” in this regard, so as not to endanger the flora of the patients. And for this

purpose, she argued, simply as it may sound, it is primarily about “hands, hands,

hands, hands. Because the hand is the most important infection transmission site

in medicine”.

Hygiene practices like handwashing are necessary for the hospital to keep run-

ning smoothly, to allow for the flow of care, interventions, and therapy, in cases

where AMRposes amajor risk for this uninterrupted flow of care.Thepatient’s body
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is biographized along their bacterial compositions andmanaged in its capability of

position itself in microbial encounters and as microbial being.

Risk-adapted screening is one example of howhygienemanagement takes place

in practice, approaching bacterial encounters on a spectrum (Huttunen et al. 2021)

rather than by dualistic classifications of good versus bad bacteria, which a screen-

ing questionnairemight appear to suggest at first glance.This speaks to a post-Pas-

teurianmicrobiopolitical approach,where thebacterial presence isworkedwith and

evaluated instead of just eliminated with antibiotics.While this certainly hints to a

more generous encounter with microbial presence, it is also important to keep in

mind that these elaborate practices of post-Pasteurian approaches are a necessity,

configured through despair and fear of having no antibiotics, hence no thoroughly

Pasteurian substance, at disposition.

The biology of history (Landecker 2016) is of large-scale induced bacterial evo-

lutions—such as antimicrobial drug resistance—entangled with humans operating

in the world as travellers, migrants (Kamenshchikova et al. 2018), farmers, and the

chronically ill. These entanglements become meaningful in the hospital setting

through localizing specific microbiologies such as bacteria. Locality here is done

by mobilising specific types such as geographic, professional, or bodily locality that

signify hygienic risk.Themicrobiopolitics at play rely heavily on the rationalities of

creating an individual and collective body capable of embracing bacterial diversity.

Hence, hygiene practices outside the hospital setting are far less rigid, in contrast

to the potential menace of a healthy self and healthy environment. Health is not the

absence of bacteria, but the equilibrium of the bacterial composition in and around

the individual. Leaving behind the Pasteurian approach and a top-down one-size fits

all concept in hygienic practices, the case of hygiene management demonstrates

a post-Pasteurian microbiopolitical regime in the face of AMR, which emphasize

bacterial diversity, the bacterial spectrum, locality, and situatedness over sterility

and the killing of microbes as inherently pathogenic.

Conclusion

Hygiene practices are an integral part of hospitals and multiple hospital workflows

meet through the questions about care and therapy, of cleanliness and contamina-

tion, of design and architecture, of equipment and instruments, of construction,

and of transportation or mobility. What does this specific mediation through hy-

giene work between the inside and the outside, spatially, and physically through

walls, as well as bodies, tell us about the governance of microbes and bodies in gen-

eral?

Returning to the eye-openingmoment one hygienist shared about how hygiene

management is not about having no bacterial compositions, but about avoiding in-
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fection: followingPaxson’s diagnosis, this approachmarks a post-Pasteurianunder-

standing in which good hygiene management is not a war against microbes but a

balance act of making visible and thus managing bacterial presence. Still, there are

such things as “bad” microbes, but only in relation to the humans: it is the human

that needs to contextualize in face of bacterial presence.This in turnmarks another

remarkable observation: thatpost-Pasteurianapproachesgovernmicrobial encoun-

ters alongwith construing capable bodies:microbes are not necessarily bad; they are

only bad if the human is ill-equipped to encounter them.

Like recent discourses about the danger of COVID-19 (for whom, or for which

bodies?), a central category in situating microbial presence for anticipating their

potential harm is that of healthy bodies. Certain bacterial composition remains a

temporary status for the healthy body. “Healthy” in this case relates to the antic-

ipated potential of the body’s bacteria to out-compete drug-resistant bacteria, as

the hygienist in the interview excerpt mentions, through “sensible nutrition, nor-

mal diet, and normal personal hygiene” (Interview Elli and Carl, hygiene specialist

nurses: 118). The bodies in these narratives of drug-resistant bacteria are in Emily

Martin’s sense (Martin 1994; Brown 2019) pictured as “flexible”, where the immune

system works under the skin and inside the body to regulate bacterial balance and,

therefore, good health.Martin’s analysis of theways inwhichmetaphors andmean-

ings of the body and the immune system have changed over time is helpful here

because the “flexible body” of today is very much articulated in the foundation of

hygienemanagement work: detecting bacterial presence and avoiding infection are

key factors, as is mastering unstable and adaptable bacterial compositions created

through the process of microbial balance.

I have shown how in Germany hospitals work alongside growing uncertainties

about antibiotics and concern over AMR, hygiene staff enacts local microbiologies

through the screeningprocess.This canbeunderstood as an effort tomeet the grow-

ing uncertainties of antibiotics and the meaning of bacterial presence with partial

control and manageability. These localizing practices and the construction of lo-

cal microbiologies come with implications. Coming back to Yates-Doerr (2017) ap-

proach of denaturalizing the local the sameways anthropologists tend to dowith the

biological body, I want to conclude this chapter with following up on these implica-

tions.For example, situating thebacterial presence inmedical staff is not considered

necessary according to official guidelines.Moreover,medical staffmay display their

own local microbiology due to their workplace and daily work with patients with

diverse bacterial compositions. But no one canmanage these relationships. A diag-

nosis of an infection with drug-resistant bacteria is not considered an illness; how-

ever, it could endanger other patients, andmedical staff with patient contact would

have to stop working immediately without being able to take sick leave. Again, a di-

agnosis of harbouring drug-resistant bacteria stipulates a certain risk, but it is not

a disease.This situation constitutes a legal grey area and exemplifies how bacterial
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presence is embedded inwider socio-politicalmatrixes, and that human–microbial

relationships are indeed a question of governance.

Research onAMR is often touted as a flagship effort for bringing together differ-

ent disciplines in the fight against a global health threat, as expressed in a research

program titled One Health (Hinchliffe 2015; Kahn 2017). Indeed, hygiene manage-

ment practices typically incorporate multiple sites and localities, as the screening

schemes show. However, this strategy carries the risk of naturalizing locality in lo-

calmicrobiologies and inscribing evaluationpatterns inbiologicalmateriality.Thus,

the locality in local microbiologies, as in certain bacteria, are handled not only as

a matter of geography, but also as a matter of diseases and professions, or of all

three taken together. While acknowledging the immensely important and delicate

work hygienemanagement teams do on the frontlines of AMR, I also like to see this

analysis as a point of departure for thinking critically about the underlying assump-

tionsarticulated in the localizingpracticesofhygienework (andAMRpracticesmore

broadly).

Hygiene management is a microbiopolitical practice that connects the hospi-

tal arena to a broader vision of managing human life vis-à-vis microbial life. I have

shown how the everyday negotiation of what hygienic action requires fits into the

post-Pasteurian approaches to encountering microbes: the effort to identify risk in

and for patients is focused on evaluating local microbiologies, how they are com-

posed, and which locality needs to be actualized to bemanageable.Thus, a local mi-

crobiology is a never-finished, partial, and temporary snapshot:Which local micro-

biology is actualized in any given moment depends on the hygiene regime estab-

lished at a particular hospital.

Moreover,hygienemanagement also showshowsomuchof post-Pasteurianmi-

crobiopolitics rely on unhinged notions of the healthy body that is in itself capable

of living the good life withmicrobes. But more often, it is not a choice, and humans

are enmeshed in socio-political necessities that are neithermicrobe-free nor always

healthy. It is these ramificationswe should pay attention to in organising the health-

care system, in livestock farming, in our modes of production, and in the way we

extract resources from humans and nonhumans alike.
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9 Transfigurations of Lived Iatrogenic Risks

in Switzerland

Rachel Démolis, Thierry Buclin, and Rose-Anna Foley

Introduction

Polypharmacized1 elderly individuals find themselves navigating uncharted terri-

tory.Theymust regularly consumemultiplemedications due to their chronic condi-

tions while simultaneously remaining acutely aware of the potential adverse effects

of such use on their body2 and the lack of comprehensive evidence regarding the

interactions between these numerous medications. This constant uncertainty sur-

rounding their polypharmacy evolves over time, prompting them to develop strate-

gies to manage these uncertainties. This raises the question: what transfigurative

processes occur among polypharmacized individuals regarding their experiences of

uncertainty related to iatrogenic risks?

The biomedical literature extensively documents the potential adverse effects

that individuals living with polypharmacymay encounter. However,most of the ex-

isting literature approaches this issue from a medical, pharmaceutical, or public

health perspective. In a recent work, Fainzang et al. (2019) dedicated a special issue

to medication risks, addressing the topic from a socio-anthropological standpoint.

However, to the best of our knowledge, there is limited literature that delves into the

experiences and practices related to iatrogenic risks among polypharmacized indi-

viduals from a socio-anthropological perspective.

1 Polypharmacized individuals, also known as polymedicated individuals or individuals living

with polypharmacy. In the context of this study, it characterizes individuals who have been

consuming more than four medications per day for over three months.

2 According to Noaves et al. (2017: 878), “An estimated 5–78% of the elderly are subject to poly-

pharmacy, 13–58% to drug–drug interactions.” Long-term polypharmaceutical use is descri-

bed in themedical literature as potentially inducing adverse effects. “Inmedicine, an adverse

effect (AE) is a harmful and undesired effect resulting from amedication or intervention and

procedures” (Rossini 2010: 89). According to Lalic et al. (2016), inappropriatemedication pre-

scription, distribution or use leads to higher hospitalization prevalence.
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This paper is part of a broader socio-anthropological research project3 focusing

on elderly polypharmacized individuals’medication use and their interactions with

their pharmacists inWestern Switzerland. Using a critical interpretative approach,

our investigation delves into the interpretations and meanings that individuals at-

tribute to their illnesses, experiences, and health practices while considering the

macro-social dynamics that influence these representations and practices.

In this textweargue that experiences of uncertainties associatedwith iatrogenic

risks among polypharmacized individuals lead to the transfiguration of their med-

ication use strategies. Specifically, individuals themselves are the principal actors

in the transfiguration of their experiences, and pharmacists contribute to shaping

and transforming these experiences. We also explore the transfigurative impact of

their perceptionof timeon their experiences of iatrogenic risks and, conversely,how

polypharmacy-induced uncertainties affect individuals’ relationships with time. To

understand how these uncertainties are managed by both individuals living with

polypharmacy and pharmacists, we approach the examination of medical uncer-

tainties through the lens of twodistinct analytical frameworks: the concepts of trans-

figuration and the temporal modalities of kairos, chronos, and aevum.

Transfiguration

We draw upon Kehr et al.’s (2019) and Mattes et al.’s definition (2020) of transfig-

uration, which denotes the “continual, processual engagement and disengagement

of humans with each other and their material and non-material worlds within and

across particular figurations (i.e., relations of power and webs of social interdepen-

dences), eachofwhich is imbuedwith its ownspecific logic thathelps tohold theweb

together” (Mattes et al. 2020: 69). Kehr et al. recently used the concept of the trans-

figuration of health and the moral economies of medicine, describing “how perva-

sive and commandingmany aspects of economics and finance – and the values and

logics that the highly advanced capitalist world order is inflicting on all domains of

human existence and wellbeing – have become over the last decades, not least with

regard to the omnipresent politics and practice of neoliberal governance” (2019: 2).

As such, medical products and health policies are transfigured, as they are “imbued

with economic, ecological, scientific, political, cultural andmoral values and norms

that vary across place and time and are embedded in both local and global relations

of (inter-)dependency and power.”

3 Study financed by the Swiss National Scientific Foundation (SNSF), project n° 10001A 176336

by Foley, R.-A. entitled “Les personnes âgées face à leur polymédication: approche socio-

anthropologique des usages des médicaments et relation au dispensateur” conducted bet-

ween 2017 and 2022.
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This conceptual lens is particularly compelling because it departs from conven-

tional approaches that solely emphasizemacro-social dimensions that shapemeso-

andmicro-social dynamics. Instead, it offers a dynamic perspective through which

to examine the reciprocal influence of structural figurations, health professionals,

and health insurance policies, all of which are also transfigured as they interact with

individuals’ practices.

If Kehr et al. describe the economization of health as the primary transfigura-

tive force affecting bodies and relationships, we contend that in the context of ex-

periences related to iatrogenic risks, individuals themselves emerge as the primary

transfigurative agents of uncertainties associated with medication consumption.

We then show the roles of pharmacists in shaping and transforming these experi-

ences. To comprehend uncertainty, we use the second analytical framework to de-

lineate various perceptions of time and to understand how they influence the trans-

figuration of uncertainty. In this text, we refer to three temporal modalities.

Kairos, chronos, and aevum

Trapani andMaldonado (2018: 279) emphasized the “new importance” given to kairos

in the context of temporal modalities. Additionally, scholars such as Derbez et al.,

who refer to the work of Adam et al. (2004), have emphasized that “the notion of

kairoshas longbeenmobilizedby sociologists of time,notably as beingdistinct from

chronos” (2018: 14). Kairos denotes “the moments in which time is experienced as

charged with significance,” according to Svendsen et al. (2018: 23). Chronos, “in an-

cient Greek, refers to ‘the mere passing of time’” (Svendsen et al. 2018: 23). It repre-

sents “linear, chronological, clock-time” (Wheater 2022: 12).Niles et al. highlight the

interplay and sometimes the contradiction between these temporal modalities in

their account of midwives’ experiences, entitled “Kairos care in a Chronos System”

(2021: 484). They discuss the challenges faced when striving to provide individual-

ized care within a health system driven by imperatives oriented around efficiency

and promptness. Another term used in the literature to describe different temporal

modalities is aevum. As defined by Kermode et al. (2000: 461–72), “‘aevum’ in me-

dieval Latin signifies a mode of existence situated between worldly time and eter-

nity.”

It is essential to distinguish between the perceptions of time held by individ-

uals and pharmacists, as the perception of uncertainty is closely intertwined with

one’s personal view of time. Time exerts a transfigurative influence on experiences

of iatrogenic risks, and the uncertainties resulting frompolypharmacy significantly

impact individuals’ relationships with time. Using these analytical lenses, our in-

quiry revolves around several questions:What types of uncertainties do individuals

encounterwhen facedwith polypharmacy-associated iatrogenic risks?What strate-

gies do they devise to navigate and cope with these uncertainties? Furthermore,



178 Part III: Health Management

what strategies do pharmacists adopt when addressing the uncertainties arising

from polypharmacy? How do temporal modalities transfigure polypharmacized in-

dividuals’ experiences and practices related to iatrogenic risks? Conversely, how do

these uncertainties alter their perceptions of time?

We begin by uncovering the narratives surrounding iatrogenic polypharmaceu-

tical risks in lay discourse. We then explore the strategies employed by our partici-

pants to navigate the uncertainties associated with iatrogenic risks. Next, we deci-

pher how individuals experience various temporalmodalities of iatrogenic risks and

how living with polypharmacy transfigures an individual’s relationship with time.

Secondly, we examine how pharmacists develop strategies to navigate the uncer-

tainties inherent inpolypharmaceutical practices.Thesemultifaceteddynamics also

lead to variations in perceptions of temporalities among these health professionals,

reflecting their unique economic temporalities.Wefinally discuss how the practices

of both individuals and pharmacists contribute to the transformation of lived iatro-

genic risks, and how this transfiguration extends to a global scale.

Methods

The data for this study were collected as part of a socio-anthropological research

project that focused on understanding the logics and practices of elderly polyphar-

macized individuals regarding their medication in Switzerland. We conducted 45

semi-structured home interviews with polypharmacized individuals aged 65 years

and older. Additionally, we conducted focused observations of their household

pharmacy supplies. The interviews lasted from fifty-five minutes to two hours. We

also observed pharmacist-patient interactions during “polypharmacy interviews”

or “polymedication checks” (PMC).4 Furthermore, we conducted nine follow-up

filmed interviews, which were specifically carried out for the purpose of creating a

research film (Demolis et al. 2020).5

In addition to the interviews with individuals, we conducted interviews with

four pharmacists who partnered with us in this research. Following the data collec-

tion, we fully transcribed all interviews and applied coding and crosschecking us-

ing MAXQDA software. Subsequently, we analyzed the subthemes using a content

analysismethod.Thefilmed interviewswere integrated into the overall analysis and

subjected to the same coding and sub-coding process.

4 “Since 2010, Swiss community pharmacies can offer a ‘polymedication check’ (PMC) to pa-

tients on ≥4 prescribed drugs taken over ≥3months. The check is focused on adherence prob-

lems, drug-related problems, and the need for supply of prescribed drugs in a weekly pill

organizer” (Messerli et al. 2016: 1071)

5 The film can be accessed at the following link: https://polymedication.hesav.ch/acces-film/
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For this paper, we adopted a case study approach, wherein we thoroughly ana-

lyzed and synthesized all data relevant to our researchquestion, yielding key results.

We selected the most representative quotes from the narratives of the 45 partici-

pantswhosedataweanalyzed; quotes fromsixprotagonistswere selected.Through-

out the text, we provide information about the characteristics and contexts of these

selected participants.

Findings

Individuals’ various levels of uncertainties pertaining

to their polypharmaceutical practices

Our participants shared their experiences and representations concerning iatro-

genic risks associated with specific medications. They recounted risks such as

dependency, undesirable side effects (e.g., dizziness, weight gain, drops in blood

pressure, myalgia), and allergic reactions. Additionally, they expressed uncertainty

related to iatrogenic risks when using several medications simultaneously, includ-

ing concerns about overconsumption, drug interactions, and the consequences

of long-term daily exposure to pharmaceutical chemicals. However, for some

participants, mandatory polypharmacy was non-negotiable due to their medical

conditions, resulting in heightened levels of uncertainty. We will describe these

various types of uncertainties.

First,when facedwith the combination of severalmedications,which somepar-

ticipants referred to as their “medication cocktail,” they grappledwith uncertainties

regarding its potential outcomes.

Monsieur Boichat is an 80-year-old retired cook who lives in the countryside with

his wife. He trained as a cook and travelled internationally during the first part

of his career before settling down as a hospital cook. His father was a farmer. He

has two sons, one of whomworks as a state worker and the other as a lorry driver.

He has kidney failure and has a knee prosthesis and currently lives with diabetes

and high cholesterol.6 He takes seven medications per day on a chronic basis.

Monsieur Boichat stated the following:

The cocktail […] may well lead to something not good […] Nobody knows what

happens with several medicines [...]. The medication cocktail […] when you make

6 Participants’ pathologies are indicated the first time they are referred to.
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cocktails with liquors and things like that, it can bring about things that are not

good. (Monsieur Boichat, July 13, 20187)

Some participants expressed uncertainty regardingwhich specificmedicine among

the cocktail may be responsible for potential harm.

Monsieur Courvoisier is an 85-year-old retired train conductor. He received pro-

fessional training in mechanics and electronics. His father was a mechanic who

became a market gardener in his later life. He has two children, one of whom

works as a pharmacy laboratory technician. He lives with his wife in one the main

towns of western Switzerland. He has a mechanical aortic valve and suffers from

lower gastrointestinal bleeding, obstructive voiding dysfunction, and hyperten-

sion. He takes five medications per day and takes three more occasionally.

Because I took medication for a long time...I think the one harmful to the kidneys

is… Aldalat, I don’t remember which one. (Monsieur Courvoisier, October 8, 2018)

Additionally, the form of harm that may be caused is uncertain, as illustrated by

Monsieur Courvoisier: “If we took it for a long time, it may have an effect on the

kidneys, or I don’t know what.”

Another cause for uncertainty was the perception that highmedication usemay

at some point become harmful; however, they were uncertain when or if this situa-

tion would arise.

Madame Rosselat is a 66-year-old retired trade union secretary. She also used

to work as a social educator. She trained in sales and then completed her edu-

cation to become a social educator. Her illnesses drove her to be medically dis-

charged five years before her retirement. She lives by herself in one the main

cities of western Switzerland. She is from the Swiss Jura. She is divorced and has

one daughter, who is a psychologist. She lives with rheumatoid arthritis, clogged

coronary arteries, asthma, hypertension, cholesterol, and osteoarthritis, and she

currently takes 10 medications per day.

You have to get check-ups on your liver; you have to get check-ups on your kid-

ney: I wouldn’t be surprised if one day I had either a kidney or a liver problem.

(Madame Rosselat, July 27, 2018)

This uncertainty stems from the awareness among most respondents that despite

significant scientific and technological advancements, the intrinsic unpredictability

related to their polypharmaceutical consumption remains.This uncertainty persists

because not all medication combinations have been scientifically documented for

7 The day on which the interview was conducted is indicated at the first mention of each par-

ticipant.
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elderly patients. However, they cannot discontinue their medication, leaving them

with no viable solution. Madame Rosselat expressed the following: “I would like to

stop but I can’t!”

Relying on and constructing medical common-sense discourses

Facedwith theseuncertainties, studyparticipants createda series of common-sense

medical discourses for themselves; they often referred to them as belonging to the

realm of common knowledge:

Madame Bovet is a 67-year-old retired psychologist. She has four children and

began her studies after raising her children. She lives with her husband, an engi-

neer, in one of the main towns in Switzerland. She currently lives with refractory

chronic low back pain, hypotension, age-relatedmacular degeneration (ARMD), and

urinary and fecal incontinence, and she takes nine medications per day and takes

another 10 medications occasionally.

She stated the following: “Everybody knows these side effects.” (Madame Bovet,

September 20, 2019)

Theprimary cornerstone of thismedical common-sense knowledge is the recog-

nition of hazards associated with highmedication consumption.

Monsieur Griset, a 90-year-old former army instructor, is a widower living in the

periphery of a major town with his grandson, who attends a university nearby. He

has three children. Since retiring, he has become very involved in charity work,

providing school andmedical supplies to low-income countries. He lives with pos-

tural back pain and sciatica, lumbar spinal stenosis, acute hearing loss in one ear,

and insomnia, and he currently takes ninemedications on a regular basis and four

medications occasionally.

He stated the following: “We well know we shouldn’t consume too much, that if we

consume too much, there is the negative side.” (Monsieur Griset, May 17, 2019)

Secondly, the consequences of iatrogenic polypharmacy are frequently de-

scribed in relation to specific bodily functions. Most participants highlight the

impact of polypharmacy on organs such as the kidney, stomach, and liver, as exem-

plified by Monsieur Courvoisier, who stated the following: “Maybe not all of them

but some of this medication surely harms the stomach.” (Monsieur Courvoisier,

October 8, 2018)

Thirdly, the vocabulary commonly used to describe polypharmacy frequently in-

cludes terms like saturation, exaggeration, and accumulation of medicines within

the body.Monsieur Griset expressed the following: “There is such a huge panoply of

medication!”
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Massé (1995) invoked the concept of idiosyncratic knowledge, referring to an in-

dividual’s beliefs derived from their own observations, reinterpretations of infor-

mation in their environment, and corporal personal experience. In our study, we

propose the term “medical common-sense,” drawing fromC.Geertz’s conception of

common sense, which encompasses an assembled and reassembled, evolving, and

constructed “interpretation of the immediacies of experience” (1975: 2).

Individual strategies for navigating uncertainties associated

with lived iatrogenic risks

While facing the uncertainties described above, our participants have developed

strategies to navigate the challenges associated with iatrogenic risks.

Medication moderation, avoidance, and compensatory strategies

The primary strategy involves moderation and avoidance.

Madame Duret is an 82-year-old former commercial employee who lives in a

small town with her husband. She received a secondary school education. Her

husband, a retired carpenter, used to own a carpentry business and then worked

as an employee. She has three children. She currently lives with chronic refrac-

tory pain, fibromyalgia, rheumatism, osteoarthritis, hypertension, and thyroid

disorders, and she takes six medications per day and another one occasionally.

She also uses alternative and complementary medicine.

She indicated that despite her chronic pain, she limits her use of paracetamol: “One

must not do too much [i.e., take too much medication]” […] “I am allowed to use it,

but I avoid it because we know that these products are not good for the liver and all

that.”

MadameBovet states that they are consequently abidingby the rule of exception:

“Sometimes,we reallyneed it. Iwant to avoid takinganythingandeverything.”Mon-

sieur Courvoisier describes himself as avoiding resorting to statins at all costs, as he

views this as a step towards “sparing his stomach.” Madame Bovet is wary of suc-

cumbing to a medication “spiral”: “Sometimes you would have to take a pill to treat

the secondary effects of another medication; in this case I would rather not take it

than get into the spiral.”

Similarly, Madame Duret avoids resorting to sleeping pills and anxiolytics. De-

spite her severe sleep disorder, she refuses to take sleeping pills: “…if I can manage

like that…when you have not slept for three or four nights, the fourth night you sleep

better.” This strategy is intended to limit the potential negative secondary effects.

Several respondents therefore refrained from using antalgic medication.Monsieur

http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm
http://www.units.miamioh.edu/englishtech/eng49502/graydobt/Geertz%20Excerpt%201.htm


Rachel Démolis, Thierry Buclin, and Rose-Anna Foley: Transfigurations of Lived Iatrogenic Risks 183

Griset stated the following: “…it helps a little bit ...but I don’t feel like taking it all day

though. Because the truth is, when you take it, it knocks you out afterwards.”

In these circumstances, caution and abstinence sometimes also extend to re-

fraining from experimenting with “natural products,” as emphasized by Madame

Duret, who expressed the following: “As far as natural products go, I do not try any

medication that would be inappropriate.”

Consequently, patients frequently turn to compensatory strategies to reduce

their reliance on conventional medications. Several participants describe resorting

to dietary measures as a means of protection against the adverse effects of med-

ications. For example, Madame Duret opts to eat yogurt as a stomach protection

mechanismrather thanusingproton-pump inhibitors.Similarly, someparticipants

avoid taking certain medications, such as anti-inflammatory drugs, on an empty

stomach, as mentioned by Madame Bovet. Monsieur Courvoisier, on the other

hand, eats apples rather than taking statins. Similarly, some participants have

explored non-medication-based strategies. Madame Duret, for instance, opted

for an intrathecal pump delivering morphine derivatives to reduce her medication

consumption: “In order to have less medication [...] in order to limit the use of the

Oxynorm, which did not suit me.”

In some instances, participants decide to use non-medication therapies or

turn to “natural” treatments.We observed two primary approaches to natural treat-

ments. In some cases,participants avoid addingnatural or homeopathic treatments

to their allopathic treatment,while in others, they use natural treatments to achieve

medication sobriety.

Developing experiential expertise

A core strategy developed by elderly individuals resides in developing experiential

lay expertise (Epstein 1995).MadameBovet illustrated how shemitigates underlying

uncertainties by leveraging her own knowledge regarding iatrogenic risks: “I know

side effects, I am careful [...] I know what substance is adequate for each thing. I

have integrated it well. I know. It preventsme from taking anything and everything,

which I don’t feel like doing.”

Other participants documented their medication use meticulously over time in

notebooks.Several studyparticipants incorporated the readingofmedication infor-

mation leaflets into their self-examination process, to determine if a negative feel-

ing may be assessed as a side effect of the introduction of a new molecule in their

cocktail. Monsieur Griset states the following: “I take the medication, and then, if I

notice I don’t feel good, I look at the information leaflets.”

Developing and exercising this experiential knowledge is pivotal to circumvent-

ing these uncertainties. As Fainzang has noted, we observe in this case the develop-

ment of a “lay pharmacovigilance” (Fainzang 2014: 334); individuals develop strate-

gies not only to maximize efficiency, but also to minimize risks. We shall use the
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term “lay pharmaceutical vigilance” to distinguish it from “pharmacovigilance” as a

formal system.This differentiation is crucial because it distinguishes the systematic

approach from individual observations of medication’s effects on oneself.

To consolidate their experiential expertise,participants also rely on technologies

that enable them to assess treatments’ effectiveness. Monsieur Boichat monitors

his insulin level as part of this process. Participants may also depend on laboratory

analyses ordered by their physicians to evaluate the suitability of consuming new

molecules, thereby strengthening their expertise. Monsieur Courvoisier, for exam-

ple, conducts such controls to identify “whichmedication causes greater harm than

gain.” Similarly, using blood tests, Madame Duret regarded positive results as evi-

dence that she has not exaggerated hermedication use.This prompts us to question

the notion of iatrogenic risks as developed in public health policies.These actors de-

velop individual lay expertise and, in some cases, challenge existing figurations. For

instance, while researching information about her thyroid therapy, Madame Duret

collected data that she provided to her general practitioner and her pharmacist. She

also shared experiential data with her migraine specialist who then used it in treat-

ing other patients.

MadameRosselat,on theotherhand, suffered severe adverse reactionswhile us-

ingChinese herbalmedicine recommended by aChinesemedicine practitioner. She

reported this incident to her health insurance company, which reimbursed her for

the treatments. In these cases, it is evident how experiential pharmaceutical knowl-

edge is employedby studyparticipants toboth informandchallenge currentmedical

practices concerning iatrogenic risks.

Living with iatrogenic risks in chronos, kairos and aevum temporalities

Our participants navigate different temporalmodalities.They livewithin a “chronos

system”where the clock relentlessly ticks, age advances and, formost, the burden of

managing pathologies and the associated medications accumulates. Despite wit-

nessing the “mere passing of time” (Svendsen et al. 2018: 23), their perception of

time is marked by inexorability. Regarding their medication regimen, it is unlikely

that their prescriptions will become less complex. Thus, the passage of time fre-

quently translates into heightenedmedication-associated risks. As discussed previ-

ously,MadameRosselat anticipates the timewhen shewill encounter liver or kidney

problems due to her polypharmacy.This mirrors another Greek mythical reference

to living under the Sword of Damocles, a sentiment shared by many participants:

Because it's true that it does improve health. But I think that on the other hand,

it must alter certain things. If one day someone says to me: ‘you have a sick liver,’

I won't be surprised. Or the kidneys, that's it. That's why we check twice a year.

(Madame Rosselat)
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In certain circumstances, one might argue that polypharmacized individuals live

in a state akin to “aevum,” especially when they undergo altered states of con-

sciousness. For instance, two participants have described feeling “out of it” during

extended uses of morphine. However, all participants reject this altered perception

of time and choose to discontinue opioid use when the dosage is too high or when it

induces a distorted perception of reality. Madame Rosselat, for example, stated the

following: “TARGIN is a morphine derivative—I don’t take it more than three days

in a row because after that I can’t remember my name… my memory isn’t as good,

my head is fuzzy, it’s no fun.”

The lives of polypharmacized individuals are also characterized by kairotic

moments. Drawing on Taylor’s interpretation of kairos (2007), these are instances

when “extraordinary things occur that break everyday life routines” (Derbez 2018:

14). Several experiences within the realm of polypharmacy can be described as

kairotic times. To illustrate this, medication-related accidents constitute a depar-

ture from the ordinary routine of daily life. For example, Monsieur Griset recounts

an incident of accidental overmedication that resulted in hospitalization.

So, they told me: "You did well to come because... it could have been... something

serious. And if it happens again, you come straight away. And then they changed

the medicine.

As cited earlier,MadameRosselat also recalls her intense experience, as the Chinese

herbs she was counseled to use triggered adverse reactions. Somemedical appoint-

ments may become life-altering consultations; receiving laboratory or tests results

may be of immense significance, as they indicate positive or negative news. Simi-

larly, medical consultations are in some cases moments of revelation that may have

major significance for the future.

Monsieur Treboux is an 80-year-old retired sales representative living with his

wife in the countryside. He suffers from diabetes and non-alcoholic liver cirrhosis

and currently takes seven medications per day.

Heexpressed that learning about his liver cirrhosis diagnosiswas a life-alteringmo-

ment for him: “Around three years ago, I said, “”Now I have for how long?” And then

the... thediabetologist he said tome, ‘don’tmake any... anybig commitment tomore

than a year and a half.’ So, it’s up to me to make an interpretation.”

Conversely, some consultations and encounters can be deemed auspicious.

These are the moments when participants discover solutions that enable them to

reduce their medication intake or acquire new insights into appropriate medica-

tion usage. In this regard, polypharmaceutical interviews led by pharmacists can be

viewed as transformative and positively life-altering.
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Additionally, these uncertainties significantly influence how individuals’ per-

ceptionsof timebecome intertwinedwith their daily experiencesof chronic illnesses

and polypharmacy.Many participants in our study havemultiple health conditions,

necessitating several medical appointments per month and, in some cases, daily or

weekly visits from healthcare professionals. Their lives are frequently punctuated

by these medical appointments and check-ups. Living with several pathologies and

with polypharmacy transfigures their relationship with time. It becomes marked

by their medication routines throughout the day and the medical appointments

they attend over the course of months. These uncertainties regarding their health

and medication usage serve as the foundation for the strategies that participants

develop to address doubts associated with highmedication consumption.

Strategies employed by pharmacists to address uncertainties associated

with iatrogenic risks

These dynamics are intricately interwoven with other social domains that influence

individuals’ practices in relation to iatrogenic risks. Pharmacists play an essential

role in the transformation of individuals’ experiences of iatrogenic risks.

We conducted interviewswith four pharmacists who collaboratedwith us in the

study.They facilitated participant recruitmentwithin their pharmacies (in situ) and

allowed us to observe the polymedication checks (PMCs) they conducted with study

participants.Twoof thepharmacistsweremanagers in a largepharmacy chain,with

one located in the city center of amajor city (pharmacist 1) and the other on the out-

skirts of a large city in Switzerland (pharmacist 2). Another pharmacist worked in

an independent pharmacy in a very small town in Switzerland, primarily serving

patients from rural areas (pharmacist 3). The last pharmacist was the owner of an

independent pharmacy in a small town in Switzerland (pharmacist 4).

We uncovered three practices employed by pharmacists to address the chal-

lenges associated with iatrogenic risks arising from polypharmacy.These practices

include a) pharmacistsmaking calls to physicians to seek prescription clarifications

or to notify them of potential inconsistencies or incompatibilities, b) the utiliza-

tion of clinical decision support software, and c) the conduction of polypharmacy

interviews.

Calling the physician to obtain prescription clarifications

To manage the risks associated with polypharmacy, pharmacists must perform

several verifications. One interviewee described her role as the “patient’s last safety

net” because she is the final health professional responsible for verifying prescrip-

tions, dosages, and the medications that her patients consume before delivering

them (Pharmacist 2, February 27, 2020). Pharmacists do not have access to a com-

plete patient file containing all medical information regarding the patient, as the
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“Dossier Électronique du Patient (DEP),” housing comprehensive medical records,

is still in the process of implementation and has not been universally activated

by all patients (Bünzli et al. 2023). In Switzerland, health insurance is not free.

It is provided by private companies and is mandatory for all residents. Patients

can choose their health insurance provider among approximately 60 insurers. The

pharmacists we interviewed in 2020 did not have access to patients’ electronic files,

and physicians do not transfer any medical information to them. A pharmacist we

interviewed described operating “blindly,” “guessing” the patient’s diagnosis, and

“reconstituting” the consultation and being relegated to the role of “drugmerchant”,

who “doesn’t need to know” (Pharmacist 2). In such cases, pharmacists frequently

need to call physicians to obtain clarifications regarding prescriptions, a process

that requires diplomatic skills and is embedded in the power dynamics between

physicians and pharmacists. In a context where physicians can recommend differ-

ent pharmacies, maintaining a positive relationship with the provider is of critical

economic importance for pharmacists. Trust in one’s physician is frequently re-

garded as a cornerstone of a patient’s treatment ‘adherence’ or appropriation. The

pharmacists we interviewed also emphasized that trust between the pharmacist

and the physician is a crucial element in resolving prescription clarification issues.

Using clinical decision support systems

Furthermore, to mitigate polypharmaceutical uncertainties, clinical decision sup-

port systems have become ubiquitous in pharmacies. These systems flag potential

drug–drug interactions and provide information about their severity. Pharmacists

may use their judgment to interpret this information considering whether the pa-

tient has previously experienced these medication combinations. However, these

systems, while considered indispensable, can be problematic, as they “always pop

up,” potentially creating a “false sense of security” (pharmacist 2).

The temptation to rely solely on the tool’s output underscores the importance of

maintaining a dialogue between the pharmacist and the patient to assess the poten-

tial severity of the risk and itsdetectability.Consequently, thisdialoguemust remain

linked to the traditional role of pharmacists in discussing the patient’s experience

with these medication associations.

Performing polymedication checks

Polymedication checks (PMCs) offer a glimpse into how issues involving polyphar-

maceutical iatrogenic risks are intertwinedwithmore global economic and political

concerns, shedding light on ongoing power dynamics. PMCs, a service offered in

Switzerland, enabled polymedicated patients to engage in 20-minute discussions

with their pharmacist to addressmedication-related issues, including interactions,

understanding thepurposeof education,and increasingmedication confidence and

adherence (Krähenbühl et al. 2008; Messerli et al. 2018).These PMCs represented a
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major advancement in defining the pharmacists’ role in Switzerland by emphasiz-

ing their specific training and dispelling the perception of their “drug merchant”

role. It also underscored the pharmacists’ qualifications as healthcare professionals

capable of providing recommendations.Notably, this service was reimbursed by in-

surance companies and did not require a physician’s prescription. One of the phar-

macists we interviewed revealed that the pharmacy chain he worked for placed par-

ticular emphasis on polypharmacy interviews, accounting for approximately half of

the PMCs conducted nationwide. Employees were encouraged to conduct these in-

terviews, with PMCs listed as part of their annual corporate objectives (Pharmacist

1, February 3, 2020). Interestingly, representatives from this chaindescribed the ser-

vice as non-commercial and viewed it as a public health commitment.The incentive

was not primarily commercial but to enhance the public image of pharmacies as

providers of patient-centred care and to elevate the profession’s profile as service

providers. Identifying the profession as service providers was regarded as vital by

this pharmacy chain. However, reimbursement for these interviews was rescinded

after a six-year trial period. Another pharmacist, well-versed in local financial dy-

namics within the pharmaceutical and insurance sectors, stated the following: “in-

surance companies are notwilling to reimburse simply for the sake of patients’ trust

in their treatment. Proof of safety, efficiency, and cost effectiveness” was not estab-

lished (Pharmacist 4, March 7, 2020). Most pharmacists were unwilling to advocate

for the ongoing reimbursement of this service, as they perceived it as not being cost-

effective. This perspective was described by a pharmacist working for an indepen-

dent pharmacy in a small town in Switzerland (Pharmacist 3, February 26, 2020).

Discussion

Medication users as key actors of the transfiguration

of their lived iatrogenic risks

In response to the uncertainties related to iatrogenic risks, individuals employ var-

ious strategies. Participants in our study drew upon experiential pharmaceutical

knowledge to confront these uncertainties. They actively informed and challenged

prevailing medical practices concerning iatrogenic risks. However, these efforts

were undertaken individually within the context of their interactions with health-

care practitioners, operating in parallel rather than in coordination. We observed

incremental parallel transfigurations of practices for assessing iatrogenic risks.

Although these learning processes and challenges are typically experienced

by individuals separately, it is important to recognize that information circulates

among patients and caregivers (Fainzang 2001), particularly among patients who

suffer from chronic illnesses. Over the course of their medical trajectories, patients’
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representations are likely to be largely influenced not only by medical discourses

but also by natural therapists and pharmacists. Individuals frequently discuss their

personal medical concerns with friends and family, and some may join patient

associations dedicated to scrutinizing the iatrogenic effects of medications. Fur-

thermore, we consider that medical professionals play a crucial role in facilitating

the dissemination of these individual medical experiences, thereby transfiguring

individual separate experiences of polypharmacy-induced risks.

Individuals also cultivate experiential expertise and develop lay pharmaceutical

vigilance practices and discourses, adopting precautionary strategies.These strate-

gies are often intertwined with broader medication-related concerns that surface

among our study participants’ discourses. There is a prevalent skepticism directed

towards pharmaceutical companies, which participants frequently describe as

prioritizing corporate and financial interests over individual access to health.These

pharmacovigilant practices are closely connected to a more general aversion to

“chemical” products with a preference for natural alternatives. In some instances,

they align with global ecological concerns, reflecting a desire to detoxify both the

planet and our bodies.

The presence of this “ecological discourse” among the elderly has been docu-

mented for some time (Collin 2001).However,ourfindings suggest that it has gained

greater prominence on a global scale, influenced by policies and advertising cam-

paigns aimed at addressing climate change. Additionally, local political and cultural

imperatives in Switzerland, exemplified by referendums regarding synthetic pes-

ticide use in agriculture and waste management policies, have contributed to the

amplification of these concerns.

Medication moderation dynamics are exhibited by our study participants and

are also co-constructed and interwoven with more global, institutional dynam-

ics. This is evident in the implementation of deprescribing policies in hospitals

and nursing homes (Cateau et al. 2020) that are co-constructed with evolving

institutional, and hospital offers. For instance, advancements in pain treatment

technologies, observed in the pain clinic we studied, contribute to reducing medi-

cation usage or dosages, in alignment with the global deprescribing movement. It

is noteworthy that moderation practices among poly-medicated elderly individuals

extend to the use of “natural” products, thereby deconstructing the preconception

that simply switching from chemical to natural products is a magical solution that

addresses iatrogenic risks.This observation lays the foundation for further research

into the perceptions of polyherbacy-associated iatrogenic risks among the elderly

and the wider population.

In this sense, the transfiguration of iatrogenic risks precipitated by individuals’

own vigilance is intertwined with global criticism directed at pharmaceutical com-

panies, the growing international preference for “natural” and local products, and

decisions made at the local political level. Individual transfigurative actions related



190 Part III: Health Management

to perceptions of uncertainty regarding iatrogenic risks intersect with global and

local dynamics.

Lived iatrogenic risks across kairos, chronos, and aevum temporalities

Individuals living with polypharmacy experience uncertainties within various tem-

poral frameworks. To better interpret these notions, we will examine more closely

the literature describing these concepts. Wheater describes kairos as “a favorable

moment, an opportunity,what onewould call today the ‘appointed time,’ the ‘crucial

moments,’ or the ‘best times’” (Wheater 2022: 12).Lanznotes thatRamo’s description

of kairos (1999) was “originally named from the Greek god of the favorable moment”

(Lanz 2021: 2). For Trapani and Maldonado (2018: 271), “it has enabled granular dis-

tinctions between closely related notions like the ‘opportune,’ the ‘appropriate,’ and

the ‘possible’”. “Kairos can be considered in itself as an event. Indeed, the specificity

of kairotic time appears especially when extraordinary things occur that break ev-

eryday life routines” (Taylor 2007;Derbez 2018: 14).Kairoshas beendescribed as “one

of the deities of ‘magical moments’” (Adam 2004: 8) and as the “God of lucky coinci-

dence and the rightmoment for favorable action” (Derbez 2018: 14).Regardingaction

and its effectivity, every moment is not equal.There are “good” and “bad”moments.

Chronological time (chronos) is the conception of time that holds great signifi-

cance in our secular modern era (Taylor 2007). It refers to uniform, repetitive time

composed of hours,minutes, and seconds that can bemeasured, “what is commonly

called the clock-time” (Derbez 2018: 14).

Within the chronos temporality, individuals’ polypharmacy becomes integrated

into their daily routines, and they address it by incorporating it into their tempo-

rality. As the number of their pathologies andmedication regimens increases, indi-

viduals’ perception of time becomes transfigured.Their lives become punctuated by

their medication use andmedical appointments.

When viewed through the lens of aevum, the lived experience of iatrogenic risks

is one that participants reject when they cannot actively participate in the transfig-

uration of their experiences of uncertainties. This is an indication that individuals

are not passive observers of various temporalities. They actively incorporate their

medication routines into their chronological time, which they embrace. However,

they reject medication that induces an altered state of consciousness—an ‘aevum’

state—where their agency is diminished.

Experiences of iatrogenic risks are prevalent within kairotic time, which occurs

during life-altering events, such as medication accidents or when patients discover

medication-induced complications. Kairotic time is also at hand during polymed-

ication checks (PMCs) when patients learn more about their own treatment. Dur-

ing these kairotic moments, actors from various social domains converge. Particu-
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larly during emergencies, all actors cooperate to transfigure iatrogenic risks, such

as when amedication accident occurs.

Pharmacists’ practices that transfigure individuals’ experiences

of iatrogenic risks and their perception of time

Uncertainties are undergoing transfigurations due to technological advancements

over time. The use of computer-assisted analysis and various forms of software by

physicians and pharmacies has exerted a profound impact on the provision of in-

stantaneous answers related to polypharmaceutical risks. Similarly, the develop-

ment ofDEP is expected to accelerate access to information for both individuals and

health professionals.This technological development is progressively transfiguring

perceptions and practices related to polypharmaceutical uncertainty. It is also re-

shaping the power dynamics among health professionals and changing the nature

of relationships between patients, physicians, and pharmacists. The computeriza-

tion of pharmacists’ practices and the DEP will contribute to merging various tem-

poralities experienced in parallel by patients, physicians, and pharmacists.

Thestrategiesdevelopedbypharmacists to addresspolypharmacy-induced risks

underscore the fact that patients,physicians, andpharmacists operatewithin a sim-

ilar clock time, but their temporalities diverge. Pharmacists, who bear responsibil-

ity for ensuring the safety and suitability of treatments and their delivery, operate

within a distinct temporal framework compared to primary care physicians. They

receive the prescription after the doctor–patient consultation and engage in a dis-

tinct interaction with the patient.

This discrepancy also underscores the fact that various interconnected social

domains evolve within different economic temporalities. Economic considerations

play a pivotal role in mitigating polypharmacy-induced uncertainties. PMCs, for

instance, could empower patients to better comprehend and manage their treat-

ment. However, the sustainability of such services is subject to national economic

and legal rationales, frequently determined by national pharmacist organizations

(Swissmedic) assessing the safety of therapeutic products and the economic fea-

sibility of these interventions. For patients, their economic temporality revolves

around their monthly health insurance payments and other healthcare-related

expenses, which are intertwined with their broader financial circumstances. Phar-

macists find themselves navigating multiple temporalities, including those of

patients, physicians, insurance companies, and the legal bodies that dictate the

duration of PMCs and whether they will continue to be reimbursed.
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Global transfigurations of lived iatrogenic risks

The issues surrounding iatrogenic risks among polypharmacized elderly individ-

uals are of global concern, generating scientific research across various domains,

including pharmaceutical research, health economics, computer sciences, medical

sciences, and chemistry. Software developed to facilitate medical decision-making,

for instance, might be created in Canada8 and subsequently be sold and utilized in

locations as distant as Madagascar or New Zealand. The collective efforts to miti-

gate uncertainties related to polypharmaceutical iatrogenic risks are, indeed, global

in nature.

Furthermore, certain historical and global pharmaceutical events can be con-

sidered pivotal and transformative, contributing to shifts in how the pharmaceu-

tical industry is portrayed in the media and perceived by individuals. For example,

the Vioxx scandal in the USA in 2004 left consumers skeptical of the pharmaceuti-

cal industry’s vested interests.A similar event occurred inFrancewhen theMediator

treatmentwas trialed.More recently, the pharmaceutical company Purdue Pharma,

known for producing opioids, has faced numerous legal charges. Their marketing

strategies have been criticized for inducing opioid dependency among the patients

they were serving. These events have further intensified the critical attitudes held

by the media and the public toward pharmaceutical companies.These incidents re-

sulted in a long-lasting paradigm shift, eroding people’s trust in the pharmaceutical

industry.These paradigm shifting events may be interpreted as kairotic times, cru-

cial moments, which played a pivotal role in a global transfiguration in the percep-

tion of the pharmaceutical industry. Patients becamemore critical toward themand

more cautious in their medication use.These historical events induced institution-

alized doubt and precipitated the emergence of deprescribing movements, such as

the “less ismore”movement in theUSA, the “overdiagnosis”movement in theUnited

Kingdom and Australia, and the “SmarterMedicine”movement in Switzerland (An-

gel 2004; Goldacre 2012). Transfiguration, in this context, should therefore be un-

derstood as a dynamic process of evolving social representations.

Conclusion

Elderly individuals living with polypharmacy in Switzerland encounter a multitude

of uncertainties linked to their highmedication intake.These uncertainties encom-

pass questions regarding the potential outcomes of their medication cocktails, in-

cluding which specific medications might pose risks and the nature of harm that

8 Canadian software used globally which helps professionals and patients to reduce their

medication use.
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could result.They are aware that not every medication combination used by elderly

persons can be subject to scientific study. These uncertainties find expression in

common-sense medical discourses.

In response to these uncertainties, individuals develop various mitigation

strategies. These strategies encompass medication sobriety, avoidance, and com-

pensatorymeasures.Additionally, individuals cultivate laypharmaceutical vigilance

practices. They often express concerns about the perceived “unnaturality” of phar-

maceuticals, the inherent toxicity of “chemical products,” and the influence of

consumerist society and profit-driven pharmaceutical corporations. In their quest

to navigate uncertainty, they construct a “medical common sense” to interpret and

cope with the uncertainties associated with polypharmacy-induced risks.

While public health policies typically frame these risks as adverse events that are

“combated by both the health insurance system and health professionals” and that

“affect mostly the elderly “[authors’ translation]”9 our findings suggest that individ-

uals themselves also play an active role in combating iatrogenic risks, thus trans-

figuring their own experiences.They are not merely passive recipients of protective

measures provided by the healthcare system; they are also proactive agents in eval-

uating and exercising vigilance over their own polypharmaceutical regimens.

The research conducted by Kehr et al. (2019) highlights the intricate interplay

between the practices of individuals and healthcare professionals, situated within

economic and power dynamics operating at both local and global levels. Our study

revealed that these practices are embedded in complex economic andpower dynam-

ics,which operate on an individual level and on ameso-social level. Representations

of iatrogenic risks have become deeply ingrained within evolving local institutional

and hospital policies, in alignment with the emerging global trends that prioritize

medication sobriety and deprescription practices.

Theuse of the transfiguration concept allows us to delve deeper.The transfigura-

tion of uncertainties in polypharmaceutical practices may be understood in various

ways. For individuals living with polypharmacy, their perception of time is trans-

figured. Their perception of chronos, or “clock-time,” becomes increasingly inter-

twinedwith the timingofmedication intake throughout thedayand their adherence

to medical appointments over the course of the year. They also encounter kairotic

times, whereinmedication accidents or medical appointments take on life-altering

significance.

The transfigurative role of time in the lives of individuals living with polyphar-

macy operates at the individual level. Individuals’ lay vigilance practices also trans-

figure several figurations.When narrating their firsthand experiences of iatrogenic

9 https://www.ameli.fr/assure/sante/medicaments/medicaments-et-situation-de-vie/iatroge

nie-medicamenteuse; last accessed on 24.11.2023
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risks, they have the potential to influence the practices of healthcare professionals

and, in some instances, to impact the policies of health insurance providers.

Pharmacists’ temporalities also differ from those of physicians and patients.

Their capacity to mitigate polypharmaceutical uncertainty hinges on their ability

to navigate the power dynamics between physicians and pharmacists. Addition-

ally, they are subject to various economic temporalities, including decisions made

at the national level, deeming polymedication checks (PMCs) non-cost effective.

The evolution of information technologies, such as the use of DEP and software

supporting clinical decision-making, also results in the transfiguration of phar-

macists’ processes and temporalities involved in solving polypharmacy-associated

uncertainties. Consequently, interactions between different social domains are also

transfigured.

On a global level, some pharmaceutical “scandals” have unleashed transfor-

mative effects by eroding public confidence in the pharmaceutical industry. These

events have contributed to the transfiguration of uncertainty in pharmaceutical

use.

In summary, elderly individuals and pharmacists are essential actors in the

transfiguration of iatrogenic risks. They are entangled in broader dynamics, in-

cluding reimbursement policies, pharmaceutical controversies generating media

attention and growing skepticism toward the pharmaceutical industry. This en-

tanglement is also rooted in global and local shifts in attitudes toward chemical

and imported products. Polypharmacized individuals rejectmedications that cause

unwanted side effects. They avoid medications that would confine them to an ‘ae-

vum temporality’, which would make them passive participants. It is crucial for

them to exercise lay vigilance over their polypharmacy. This underscores the vital

role polypharmacized individuals play in reshaping their experiences of iatrogenic

risks. Their control over the temporality in which they live is a critical factor in

this process. Individuals and pharmacists often operate under distinct temporal

frameworks. For pharmacists, chronos time revolves around selling merchandise

and preventing medication accidents, while individuals’ chronos time involves

incorporating medication consumption into their daily lives. However, their tem-

poralities intersect during kairotic moments, particularly in emergencies when the

risk ceases to be amerepossibility andbecomes a reality, as in the case ofmedication

accidents. In such situations, both parties strive to draw upon their accumulated

experiences during their separate chronos time. They can then integrate the new

knowledge acquired in this kairotic time to enhance their understanding and prac-

tices of polypharmacy in their chronos time. Ultimately, kairotic time enables them

to jointly transfigure the experiences of iatrogenic risks.
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10 “Skyped, Zoomed and WhatsApped”

Practicing Psychotherapy in Pandemic Times

Andrea Stöckl

Introduction

In this paper, I will reflect onmy experiences as a practicing psychotherapist in Aus-

tria from an auto-ethnographic point of view. Having worked as a medical anthro-

pologist in a medical school in the United Kingdom for nearly 17 years made me all

too aware of the regulations of medical and allied health professional training. Be-

ing a student again at 40, when I started psychotherapy training, gave me another

perspective together again. At 53 I was finally equipped to leave the academic world

behind and start the adventure of opening my private practice, when all of a sud-

den, a pandemic was announced by the WHO. I was suddenly confronted with us-

ing Zoom, Skype, and the Smartphone as allies in the healing process.This brought

more uncertainty and insecurities to my life as I was unsure how my professional

life and practice would change.

In this chapter, I reflect on the changes in interactions and treatment inmy psy-

chotherapeutic practice from2020 to 2023,when I suddenly had to switch from see-

ing clients in the privacy of the consulting room to seeing them as “talking heads”

on Zoom. The COVID-19 pandemic was declared shortly after I had set up my pri-

vate practice in Innsbruck, Austria, in January 2020. Apart from familiarizing my-

selfwith the complexity of diagnosingmental health disorders andfinding dysfunc-

tional patterns that caused my clients problems in everyday life, I had also finally

mastered the problematic tasks of noticing, naming, and communicating what in

psychotherapy is called “transference” and “countertransference” in the sessions in

real-time. Transference occurs when a patient, based on their experiences and neu-

rotic or dysfunctional interpretations of these experiences, casts other people as ac-

tors in their inner world and sees their actions and ways of being only through the

lensof theirdysfunction, leadingmostoften toa repetitionof theoriginal trauma.In

any therapeutic relationship, psychotherapists will also be given a role in this “play”;

the therapist is more or less aware of the role they have been given in the client’s

world, and the reaction to this role is called countertransference, which any good
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therapist will be able to recognize and use in the consultation room to make the

implicit and unconscious “game” that the client is playing explicit. Learning to deal

with this countertransference and its manifestations in the psyche and body of the

therapist is one of themost challenging skills tomaster on the journey to practicing

the “impossible profession.” For this chapter, it is essential to conceptualize trans-

ference and countertransference because it helps us understand which challenges

psychotherapy must face using video telephony.

Every school of psychotherapy has amodel of transference and countertransfer-

ence (Levy and Scala 2012). Inmy experience, I knew I had started tomaster this skill

when I noticed that the sensation of my bodily affects had changed. Suddenly, I felt

nervous on theway tomy consulting roomanddidn’t quite knowwhy,or Imade sure

that I would wear more expensive items of clothing on a day I knew a specific client

would be coming to seeme or that I would worry about the quality and brand of the

tea and water I would sometimes offer my clients. Reflecting on these “worries” in

areas ofmy life inwhich I felt comfortablemademe aware that a difficult clientwith

severenarcissistic traitswouldwait forme, traits that I hadnot yet consciouslymade

sense of in terms of diagnosis. Similarly, I started to notice very unusual exhaustion

in the evenings on days in which depressed clients had come to seeme, yet grieving

clients did not have the same effect: I knew that despite the same symptoms they

presentedwith as depressed clients, theirswas not a far less hopeless struggle. Like-

wise, I had started to use forms of somatic attention (see also Csordas 1993) withmy

clients: could they sense trust and certainty in their embodied feelings rather than

in their thoughts? Could they move from cognitively analyzing whether they could

trust someone, which often leads to obsessive thought patterns, to an intuitive sen-

sation of trust in themselves, their partners, and their therapist? Could they distin-

guish a sensation of anxiety from the nervous tingling that hope engenders? Could

they move from overthinking to focusing on these somatic modes of interpreting

emotions and the world around them?

Just about when I noticed that I could use these newly honed skills of somatic

attention to my feelings in the consulting room, everything changed: the pandemic

COVID-19 hit us, and consultation in person was, in most cases, not possible any-

more. I had to adapt to new versions of treatment quickly. While the professional

body of psychotherapists in Austria, the Österreichischer Bundesverband für Psy-

chotherapie (ÖBVP), viewed the delivery ofmental health care via technology with a

lot of scepticismbecauseof a lackof evidence-based research (Finger-Ossinger 2021)

my clients welcomed the integration of tools such as Skype, Zoom andWhatsApp in

their search for an answer to their ailments.

After initial confusion about data protection and “safe” delivery of the consulta-

tion online on Zoom video-telephony, my clients and I settled into the new routine

of “being”with each on Zoom.Not onlywouldwe now see each other only as “talking

heads,” i.e., the face and upper torso rather than the whole body, but in addition,we
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wouldalso seeourown faces talking in themoreminorpop-upof theZoominterface

mirror. We would no longer share a bodily presence in the same room. How could

we carry on working on embodied emotions? How could I use my skills of noticing

transference and countertransference in the virtual world?Thesewere the questions

that I started toaskmyself increasingly.Furthermore, Iwas concernedaboutmypri-

vate space and the framework in which therapy should and could be delivered.The

correct setting is a significant factor in psychotherapy. It is not an accident that we

refer to therapy as “going to therapy” and “coming out of a depression”.The consult-

ing roomprovides the clientwith a setting and a framework for feeling safe and thus

being able to trust.Words that cannot be spoken anywhere else can be uttered there

and nobody would or should ever hear them again. Walking or driving back home

gave the client with enough time to process what happened in the session so that

everyday life could be lived without intruding on therapy. All this would change by

using online tools to deliver therapy directly to the client’s room and to their psyche.

It is also a truism that psychotherapy is an “impossible profession” because sim-

ilar to social anthropology, it deals with a person’s ideas of the past, the present and

the future; sometimes it deals with waiting for the right moment to put into action

what had been imagined and desired for a long time. One becomes all too aware

of the passage of time when the past, present and future are condensed into a 50-

minute session.The past and what we remember of it shape our present and influ-

ence what we fear or wish for the future.

Psychotherapy is an impossible profession because one can never know if the

therapeutic relationship works, if there is an outcome and if there is an outcome,

whether this outcome is what the client wanted or, rather, what he or she feared the

most. Therapists work with aspects of the unconscious, with the numinous, with

aspects of a person’s life that are sometimes not known and sometimes not felt,

yet these aspects are there and manifest in symptoms such as anxiety disorders or

depression. If therapy is successful, these aspects of a client’s personality are un-

earthed andmade conscious.Happiness is not always achieved, but the client some-

times leads amore fulfilling life, and, in the best case, is equippedwith the ability to

make decisions when it is the right time or has the skills to wait until it is the right

time. Holding the space of indecision is a critical element of good mental health.

Hope is what brings people into therapy, a hope that the future will be less burden-

some than the present, and fear or desire makes an uncertain future often hard to

imagine. I was presented with these challenges at the beginning of my new career

and had to navigate these by using newly developed technology such as Zoom and

WhatsApp.

Having outlined all the above, let us now have a look at how health authorities in

Austria dealt with these challenges.Then I will discuss the impact of using Zoom in

my own private practice.
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Regulating the impossible profession:
Governance of online therapy in Austria

Practicing counseling and psychotherapy has changed over the last 30 years ever

since the advent of personal computers and, more recently smartphones. Before

1991, practicing psychotherapy was not regulated by the Austrian government.

The Psychotherapy Act (Psychotherapiegesetz), introduced in 1991, has provided a

legislative framework for the profession. This framework governs training, prac-

tice, and the recommendations concerning professional development. Austria, the

country where psychoanalysis and psychotherapy were developed at the beginning

of the 20th century by Sigmund Freud and his circle, has chosen a unique path

to train prospective psychotherapists: people of all professions can take up psy-

chotherapy training. This means that anybody with an interest in psychotherapy

who has a “sense of calling” can apply to a commissionwithin theMinistry of Health

to pursue professional training.This applicationmust be argued for by the applicant

and granted on a case-by-case decision. Once this has been granted, the applicant

can go on to study the principles and basics of psychotherapy (Propädeutikum)

at either a university or at a private institution with university status. The degree

obtained falls short of one semester’s duration and thus does not align with the

Bologna legislation. Consequently, upon completion, graduates cannot carry any

title such as Bachelor of Arts or Bachelor of Science but can only use this degree

to gain access to one of the 40 training institutions in Austria. These institutions

offer psychotherapy training in one of the 23 recognized psychotherapy forms,

such as cognitive behavioral therapy, psychoanalysis, or humanistic psychotherapy.

Teaching and training based on the Psychotherapy Act does not equip the student

psychotherapist; however, with knowledge of the code of ethics surrounding online

psychotherapy or data protection, two significant developments in social aspects of

providing healthcare that have changed since 1991.

Austria has stringent laws on confidentiality obligations (see Rechtsinforma-

tion des Bundes). It ensures that the relationship between therapist and client is

legally regulated. Clients must feel safe, knowing and trusting that their secrets re-

main with the therapist. A usual setting is when a client visits a therapist’s treat-

ment room.The therapistmust ensure that the room is soundproof.With the rise of

online therapy, all these issues of assuring that trust can be maintained have been

challenged because of the vulnerability to security breaches of electronic communi-

cation and the setting of the client’s location at the time of consultation. Can clients

arrange a space where they are free to talk without being listened to?

In Austria, psychotherapy is regulated alongside themedical ethics principles of

the Hippocratic Oath which is based on confidentiality and non-maleficence. Fur-

thermore, similar to other countries, the Declaration of Geneva, formulated by the

World Medical Association in 1948, states that patients’ rights need to be respected
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regardless of age, disease or disability, creed, ethnic origin, gender, nationality, po-

litical affiliation, race, sexual orientation, social standing, or any other faction to in-

tervene between duty and patient. The duty of confidentiality is part of the respect

that a medical professional has toward his patients. In the case of psychotherapy, it

does not even end with death, but secrets told in the sessions must be maintained

even if the patient dies. Confidentiality must also be maintained towards relatives,

the police (with a few exceptions), other therapists, and medical doctors. Even the

fact that someone is in treatment is a secret and must be treated as such. Infor-

mation that can lead to a patient’s change in economic or social standing must be

treated as secret.There is, however, an exception,which iswhen the clients are plan-

ning to harm someone else orwhen they are planning to harm themselves andwhen

children or adolescents are in danger of domestic violence.

As mentioned above, clients and therapists have requested videotelephony be-

cause of the ever-growing demand for psychological help in what is perceived as an

era of increasing uncertainty. As such, online therapy can be placed under the um-

brella of the newly emerging field of telemedicine (TM). In principle, telemedicine

means that medicine is delivered and practiced from afar, using a digital device. In

recent years, it has not only been used to diagnose conditions but also to instruct

patients on how to treat themselves (Waller and Stotler 2018). Functionality, appli-

cation, and technology have been defined as the taxonomy of TM (Bashshur 2011).

These include consultation, diagnosis, monitoring, and mentoring (Waller and

Stotler 2018). In terms of time, telemedicine can be asynchronous, which means

that diagnostic images, exams, and other medical interventions could be delivered

at different times, whereas a synchronous event is interactive and occurs at the

same time (ibid.).Telemedicine can be delivered via mobile phones on apps, Zoom,

or Skype. These applications proved to be increasingly difficult because they could

no longer guarantee thatmeta-data would be protected from commercial interests.

Zoom nevertheless became the market leader for the delivery of online therapy in

Austria because the company behind Zoom could guarantee that meta-data were

not shared with other cyber-companies. Yet it camewith a caveat: after 40Minutes,

the free trial version of Zoomwould cut conversations short, and one would have to

restart the conversation. Therapy sessions usually last 50 Minutes. Normalization

and professionalization thus meant purchasing the anual subscription to Zoom so

that the 50-minute session could be guaranteed without interrution.

Ever since 2020, 30 percent of consultations in total are allowed using video-

based consultations in Germany, but the first point of contact must bemade in per-

son. In Austria, a new legislation coming into force in 2024 will probably allow for

video-based psychotherapy, especially ever since the COVID-19 pandemic in 2020

to 2021. This legislation will consider what has already happened, namely that “cy-

bertherapy”, or the “virtual couch”, is here to stay. The new legislation will have to

consider that therapists are awareof thepitfalls of dataprotectionwhen theyuseon-
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line tools such as Skype (which is not officially recommended) or Zoom.They must

use a certified video service provider, guaranteeing that data is encrypted and no

contact sharing happens.They also need to ensure that the client has privacy in their

personal space to guarantee privacy.The therapistmust be in his consultation room

and not in his own home. Yet, WhatsApp—which clients frequently used to com-

municate with me, shares data with its mother company, Facebook or indeed Meta

Platforms, Inc.

Zoom,Skype, andWhatsApp thus confrontedmewith several ethical questions:

howwould I respond if a client sentme aWhatsAppmessages,which happened fre-

quently? Should I buy a second phone and get a new phone number? Suddenly, pa-

tients appearing on my Facebook feed became a common occurrence. Would I also

appear on their Facebook feed? Was it time to make my profile completely private?

Would I be sued for being negligent? Could I be sued for breaching the confidential-

ity contract?These are issues that the incoming legislation will have to regulate.

Let us go back to the argument about the importance of somatic attention in

psychotherapy that I mentioned above. Let us consider taking somatic modes of at-

tention into account to understand why these changes need more debates rather

than only legal regulation.

What is psychotherapy? A moment in time in which past, present,
and future collide in sensations and interpretations?

The characteristic of psychotherapy is that a spoken word is a tool; that is why psy-

chotherapy is also called a “talking cure.” But the spoken word is not the only tool

that therapistsuse. Increasingly,psychotherapistshavebecomeaware thatbody lan-

guage and the transmission of affect in corporeal sessions are as influential as the

spokenword in the session.When a problematic topic is discussed, the atmosphere

in the room often says more about what is happening than the spoken word. Psy-

chotherapy ismuchmore than traditionalmedicine but also a corporal relationship;

as such, it has much in common with the other allied health professions, such as

physiotherapy or osteopathy, that treat themuscles and bones of a “touchable” body.

In Austria, these somatic modes of experience can be studied as continuous profes-

sional development after therapy training.Theyare seenas anaddition to the talking

cures.

This paradigm shift to relational psychotherapy had already begun with the

development of object relations theory in the 1950s, e.g., with Melanie Klein’s dis-

cussion on object relations (see Mitchell 1987). This laid the ground for relational

concepts, which focus on intersubjective views and embodied knowledge of both

the client and the therapist. From this perspective, a therapist combining both the

psychodynamic perspective and embodied, implicit, intuitive knowledge would
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also consider the experience of the lived body of the client.The therapist would also

be aware of their countertransference, manifested as lived-body sensation. Psy-

chotherapists working from this perspective would be trained to notice any slight

change in the atmosphere in a room which would indicate the mood surrounding

the client. The client is “in a mood” to speak from a phenomenological perspective,

and the psychotherapist also enters this mood.

Evenmore so, a therapist considering embodimentwould notice how their body

is tunedwith the body of the client in countertransference, caused by affects that are

primarily implicit in the body but cannot yet be voiced ormade explicit inwords and

language;wordswhich signify emotions but are not yet found.TheGermanpsychia-

tristThomas Fuchs,who alsoworks from this interrelation embodied stance,distin-

guishes between “the phenomena of bodily expression, bodily presence, intercorpo-

real resonance and synchronicity as well as intercorporeal proximity” (Broschmann

and Fuchs 2020: 460).

These new approaches in psychotherapy thus do not only deliver us a new

perspective on the somatic expression of psychological pain, commonly referred to

as psychosomatic medicine or psychotherapy, but they also allow us to understand

bodily processes in the therapist during and after the consultation and thus to

understand psychological phenomena such as grief, depression, and anxiety dis-

orders from an entirely new perspective. A therapist trained in this tradition often

experiences on a somatic level the pain which the client feels but cannot yet allow

surfacing from their unconscious, due to the hypothesis that on a neurotic level,

human beings all function similarly, otherwise the act of mentalisation (Fonagy

2008), i.e., implicitly and in anticipation knowing or feeling what another person is

going through, which makes human interaction possible, could not take place.This

phenomenon is increasingly incorporated into psychotherapeutic theory and prac-

tice, again basing this on what developmental psychologists call implicit relational

knowing (Lyons-Ruth et al. 1999).

These developmental psychologists propose that in addition to being able to

learn to verbalize knowledge as children, we human beings are already born with

the knowledge of how to do things with intimate others, which they would refer to

as “implicit relational knowing” of client and therapist that “intersect to create an

intersubjective field that includes reasonably accurate sensing of each person’s way

of being with others, sensings we call the ‘real relationship’” (Lyons-Ruth et al. 1999:

282).

A predecessor to these debateswas the philosopher and psychotherapist Eugene

Gendlin, who already in the 1960s, started to combine the philosophy of implicit ex-

perience with a new form of psychotherapy based onmaking the implicit explicit by

guiding the client to feel what he referred to as the “felt sense.” A felt sense is a bodily

sensation that is an intuitive body feel for unresolved issues.This philosophy of the

felt sense gave rise to the development ofwhat is now referred to as “focusing,” a psy-
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chotherapeutic technique that allows the client to “focus” on this implicit bodily sen-

sation tomake it explicit cognitive knowledge (Gendlin 1996).Gendlinmight be seen

as a philosopherwho anticipatedmore recent debates on the role of themicrobiome

of the gut in producingmoods,which can then, in turn, lead tomooddisorders such

as major depressive disorder (Borkent et al. 2022). Suppose we take this type of re-

search seriously: in that case, sensations and moods are “produced” or “created” in

the abdomen before traveling upwards to the brain, where they are processed and

turned into cognitive knowledge.

Mental health in modern times

Feelinguncertain aboutwhere things aregoing in your life, fearing theworst, feeling

depressed, unhappiness, impatience, just wanting to cry, to run away, wishing you

were someone else, in some other place, or inwith someone else, losing all hope that

your life and your work in this world make any sense at all—these are all states of

being that every human is familiar with.When these states of being become perma-

nent andwon’t dissolve,whenwecannot control themany longer by sheerwillpower,

whenwe have lost hope that things will change,we speak of poormental health.We

find ways of naming these states which then manifest in diagnosis so that we can

treat these manifestations.

We create metaphors to speak about these manifestations (see Kirmayer 2004)

and we nominate and train people to treat these manifestations. In some cultures,

these people are called shamans; inWestern societies, caring for ailments of the soul

has been institutionalized as counseling and psychotherapy (Kirmayer 2004). The

healer restores the faith of the afflicted in the world and makes sure that the un-

certainty of living and being is transformed into trust and the capability to rely on

oneself and on others. In the best case, a sense of awe and beauty of life itself and the

world around us is restored. In the best-case scenario, a sense of self and belonging

in the bigger scheme of life is found (Frankl 2006[1959]).The person is capable again

of leaving his or her inner shell and going out into the world to transcend himself

and contribute to what anthropologists refer to as “dwelling” (Ingold 2011).

A healthy person can resonate within any given lifeworld (Rosa 2019) so that in-

ner and outer needs are found and fulfilled. As such, everyone contributes to the

best of all worlds.This is how sociality functions in the best of cases. Of course, this

best-case-scenario ismost of the time only held together by theworst-case scenario:

people increasingly live on their own and only communicate via premeditated tech-

nology, which does not allow them to create inner spaces of being with their own

self,what psychoanalysts call the “inner garden” (Kristeva 1982). Climate change and

newglobal-scale diseases remind us every day that certainty in necessary security to

lead our lives is only a dream, a long-lost hallucination. Beauty is increasingly only
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found in protected areas of the world where human beings are not allowed to dwell

as they like. Increasingly, people lead lives online rather than in the real world. Soci-

ologist Christopher Lasch (1991) has already 1991 pointed out that narcissistic traits

such as taking the self as a reference point rather than adhering to the values of a

wider community have becomemainstream in the contemporary USA.The need for

permanent self-improvement and the need to compare oneself to others in a com-

petitive spirit fosters depression and anxiety and a sense of weariness, as described

by sociologist Alain Ehrenberg (2010). This is not the place to discuss the complex-

ities of the contemporary state of mind, so to speak, but the cultural diagnosis of

these two sociologists should remindus of the tasks of contemporary psychotherapy

asa typeof socialwork.Theneed for constant self-improvement,alienation,and iso-

lation all contribute to a diminished sense of social coherence and social resonance,

as described byHartmut Rosa (2019).Would telemedicine and cyber-psychotherapy

contribute to this trend of increasing isolation and alienation?

Let us have a look at how I experienced the change from delivering health care

in the consultation room to having to use digital media.

Auto-ethnographic observations:
The transfiguration of the therapeutic relationship

As I have already mentioned above, virtual communication tools such as Skype,

Zoom, andWhatsApp replaced face-to-face meetings and the intimacy of the space

in the consulting room.When I first started using these tools, the clients seemed to

adapt to these new technologies much better than I did: they cherished the conve-

nience that they no longer had to leave the house for an appointment. They could

see me, come rain or sunshine, early in the morning or late at night. They often

needed to find a space in their home where they felt safe and protected to speak to

me and tell me about their lives, but once they had arranged this, they were fine.

With some of them, the change to using Skype or Zoom—we had moved to Zoom

after initially using Skype but stopped it because it did not provide the safe digital

space that I was required to use—even provided them with a much more intimate

space than the consulting room.

I noticed that they started to talk about issues that had been difficult to talk

about in my consultation room; once they had gotten over the uncanny feeling of

seeing themselves andme on the same screen, they started talking about topics that

in other settings are much more difficult to talk about, such as e.g., body dysmor-

phia, issues with substancemisuse, and difficulties with their partners. Sometimes

they stepped away from their screens, seeking retreat in the areas of their rooms

that I could not see. This seemed to give them more freedom to control their own

space, especially their own private space. It felt as if they were more in charge of
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regulating their free associations, a technique pioneered by Sigmund Freud. Freud

askedhis patients to lie on the sofa andhewould sit behind themso that the patients

could just say what came to their minds rather than having to have a conversation

with the therapist. They could freely speak without censoring what they would say

to me so that they would not have to feel a sense of shame. Sometimes they sat at

their desks, having become part of the home officemovement, and showedme their

favorite books; sometimes, they would arrange their books so that I could appre-

ciate their intellectual curiosity. My younger patients were already equipped with

the professional tools of the YouTuber generation and were proud to showme their

equipment such as vintage-style microphones.

For me, it was a muchmore difficult move. I often found that having to keep up

with the rapid changes in how to use online video telephony is stressful. At first, I

was also concerned about seeing myself in the little pop-up window that comes up

when the Zoom sessions start.Was this what I looked like?Was this the expression I

unconsciouslymade when someone toldme about stressful events or difficult emo-

tions? I wanted to minimize this pop-up window even more, but I soon learned to

cherish it: at least I could now study myself and observe my own unconscious reac-

tions andmimics.

I could learn from this, knowing that patients very much try to “read” the facial

expressions of their therapists. Already established trust can be ruined within one

mini-second of a therapist’s raised eyebrow. Seeing and being seen becomes part

of the therapeutic process. I needed to learn to own my face and my expressions. I

needed to learn to take care ofmyexpressions.Mental health andpsychologicalwell-

being are tied to seeing and being seen. The image I want to present to others, the

(imagined) need to invent a respectable persona that hides my true inner self, the

fear I have of being judged on my looks, the terror of seeing myself reflected in the

mirror after a sleepless night: who is not familiar with these feelings?

Eating disorders and body dysmorphia are some of the most common psycho-

logical disorders that people present in the consulting room and that are a direct

result of not being seen from a kind and favorable perspective.Thus, suddenly, here

we were, having to look each other in the eye on Skype or Zoom, but not only that,

but we also had to face our own faces, so to speak. Suddenly, I sawmy own twitches

of the eyelid in close-up, and I became aware of the micro-expressions of my own

mimic. I becamepainfully awareofhowoften Iwavedmyhandsaroundwhile speak-

ing, trying to emphasize my point. Had I always been like that? How could I look

others in the eye while trying frantically to ignore my own reflection in the Zoom

mirror? I suddenly not only had to be aware of and process the micro-expressions

of my clients, but also those of myself. Did the horror of seeing myself reflected

whilst thinking and speaking signal that I was suffering frombody dysmorphiamy-

self or was that just a normal reaction to a new phenomenon? Was this even a phe-

nomenon I could use and discuss withmy patients, thus sharing the common expe-



Andrea Stöckl: “Skyped, Zoomed and WhatsApped” 207

rience? Suddenly, we no longer had to painfully go through the exercises of getting

to know—and hopefully like—our own reflections in the mirror, which is a much-

used tool in the treatment of body dysmorphia. Suddenly, I and the client had both

arrived in the desert of the real, to quote Slavoj Žižek (2002).

Yes, that was us, talking to each other as we really were, not our imagined

persona. As Freud observed, when two people make love, there are always at least

three people present because one of the parties involved in physical contact would

dream of an imagined perfect erotic partner whilst pretending to be in touch with

the present partner. Current relational psychoanalysis knows that this is true: when

we communicate, we always communicate with an imagined other who then, in

turn, communicates with us as the imagined other. What we refer to as our “real

selves” is often painful and shameful to experienc, and often, we do our utmost

to hide it and invent personas. Yet, in the Zoom meeting, even though it was a

virtual space, it was a space that was more “real” than the real space. Yes, this was

us: unkempt, crying, in need of coffee, in pajamas, and without make-up. With a

twitching eye (my own neurobiology of stress expressed itself) and red cheeks (the

neurobiology of the client’s shame). Onemore phenomenon often jokingly referred

to as the “séance-quality” of online meetings had to be dealt with. “Are you there?”,

“I cannot hear you,” “Are you still with me?”, “I can only see your frozen image, but

I hear your voice!”, became standard sentences in the Zoom consulting room. How

would these disturbances interfere with the intense process of the emotions that

we were just discussing and trying to understand? And strangely enough, yes, we

could. Sometimes, these disturbances even became jokes, which lightened up an

already emotionally laden session.

As I already discussed above, recent developments in psychotherapy made us

aware that bodily presence is as significant in the consulting room as the narrative

that is being constructed in mutual talking engagements. Co-regulation of breath-

ing is as important a factor in establishing a trusting relationship as is nodding and

making reassuring sounds and noises.The sense of sharing a bodily space of being

together, of sharing a place and feeling safe, is as important in counseling as is the

clever interpretation of a dream and the wise insights of shared experiences. Was

this possible on Zoom? Was it possible to feel connected and yet be in two differ-

ent rooms? A strange phenomenon occurred: yes, it was possible. Sometimes the

shared virtual space was even more intimate than the shared physical space could

ever be. Suddenly some strange form of democracy started to take shape: the client

no longer came to my room only. I no longer had the privilege of “being at home”

while the clients had to create a place for themselves in my space.

Suddenly,we both shared only the online space.Often, this led to some interest-

ing exchange: Me: “What lovely curtains you have, and I really like your sofa!” or “I

had not realized youwere on a beach in Brazil?”, until I noticed that one could “fake”

the environment on Zoom. Interestingly, after approximately 5 minutes these envi-
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ronmentswere forgotten: oftentimes, amuchmore intense space between the client

and me developed in these virtual spaces. Yet, the need for “faking” the background

of the Zoommeeting also allowed me to understand more aspects of client’s needs:

the need to conceal parts of the self and the home environment often disclosedmore

about them than they wanted to let on. And yet, the phenomenon remained that

there was a felt-sense of greater shared space on Zoom. This continued to amaze

me when, after we were allowed again to meet in person andmy clients returned to

my consulting room, there was a strangeness in the air, as if we had come too close

online and now had to re-establish corporeal boundaries.

The last aspect of telemedicine I wanted to discuss is the impact of mobile

phones on the communication between therapists and clients. As I mentioned

above, WhatsApp also became a lifeline for some of my clients. In some treatment

contracts, I allow suicidal clients to addme to their list of people to be contacted if a

crisis occurs, and for some of them, this became a lifeline.We later also switched to

SMS or iPhone messenger again because of data protection andWhatsApp becom-

ing part of the Meta-group to which Facebook also belongs. One of the aspects that

WhatsApp also “allowed” or indeed “afforded” me to do was to notice when clients

were last online, which sometimes meant that they were online all night when they

could not sleep. Despite warning them about this feature, some clients found it

comforting that I would know that they were still alive. This feature entered my

everyday life. I could hear the “ping” when a new message arrived. I also wondered

what it would mean when they switched off the function that I could see when

they had read my message. What did it mean when I noticed that someone had

sent me a message but then deleted it again?These functions of technology and the

mobile phone became part of the consultation outside of the consultation room.

Going back to where I started this discussion, I had to learn not to always be in

“somatic modes of attention” and to consciously switch off the hard-learned bodily

sensation of transference and countertransference. For my clients, mobile phones

andmessenger services such asWhatsApp became a lifeline in their search for hope

and certainty.

Conclusion

I have described above how cultural commentators such as Julia Kristeva, Christo-

pher Lasch and Alain Ehrenberg have tried to construe the contemporary self.They

diagnose a lack of innermental space, increased traits of narcissism, and, following

on from that, weariness. Hartmut Rosa reminds us to resonate with our environ-

ment to stay sane. At the same time, communication between human beings,which

helps to regulate emotions, fosters empathy, connections, is increasingly aided by

technological devices. This is also the case in psychotherapy. My question thus was
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whether the use of telecommunication tools in psychotherapy would contribute to

the trend of alienation and isolation.

The usage of Zoom, Skype, andWhatsApp has entered the therapeutic space be-

tweenpsychotherapists and clients and, in all likelihood, is here to stay.Even though

clients are again allowed to leave their houses and see the therapist in private prac-

tice in their consulting rooms, the Austrian government has not yet decided to reg-

ulate the usage of the communication tools as was the case before the pandemic.

We can thus assume that they will become part of the therapeutic alliance between

clients and therapists. The fact that these technologies allow us to create a differ-

ent, sometimes more intimate, relationship with the clients should let us embrace

these technologies rather than legislate against their use. Cyber-psychotherapy will

become part of telemedicine in the near future, and this will be a good thing be-

cause it allows clients to stay in their own familiar environment, in case they cannot

reach a psychotherapist. Legislation will come in that will regulate the governance

and ethics aspect of this kind of telemedicine, such as which software is safe to use

and how often therapists and clients will have tomeet up in person.However, some

other aspects of the therapeutic alliance will have to be redefined if we take video

telephony as a unique tool seriously.

My research sample has only been I, so it is hardly representative, but I would

like to propose a few aspects that might shape future discussions. First, I think that

the online relationship does not impact transference and countertransference. We

human beings seem to be able to relate on a somatic level, evenmediated by a com-

puter or by a mobile phone. Discussions on the alienating characteristics of these

technologies will have to be reimagined because, frommy limited experience, these

technologies sometimes even allow us to build deeper connections and relation-

ships. Thus, rather than contributing to more alienation, they allow us to relate on

different levels of intimacy and privacy. Some aspects of our somatic experiencewill

have to be adapted, e.g., the phenomenon that for some clients, corporeality in the

consulting room can be intimidating and hindering their willingness to discuss cer-

tain aspectst of their lives, e.g., shame and guilt.The notion of being able to control

the environment, crucial for patients with anxiety disorders, might be helpful for

them. In conclusion, I would like to suggest that a lot of research is needed to un-

derstand the impact of these new technologies on the therapeutic relationship so

that they can be used to their full potential.
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of Chronic Fatigue

Mette Bech Risør and Nina Nissen

… I have always felt strong, and suddenly

I do not have it in me, and cannot plan.

I try to keep up just to do something,

this is what I need somehow. I need to

find a way to cope with this, acceptance. I

cannot find the balance between [doing]

too much and [doing] too little… I blame

myself. I am angry with myself, but I

also tell myself that others are in worse

trouble… I think that sometimes I can… I

am terrified to become too passive, I feel

trapped …

(Trond)

Imagine a life dominated by a constant sense of tiredness, feeling exhausted and

overwhelmed; trying to make sense of an unpredictable and fluctuating, intense

bodily sensation,while simultaneously experiencing how fatigue impacts your cog-

nitive and physical capacities and your identity aswell as depriving you of social and

intellectual functions. Imagine further that the causes of this sensation of tiredness

are not identified despite multiple medical examinations, tests and assessments.

Based on a study of people suffering from fatigue and hoping for help by taking

part in a diagnostic assessment for conditions of chronic fatigue, we argue that the

diagnostic process is enacted as a sharedaffective effort and that this effort is consti-

tuted and materialized in the relationality of the clinical encounter. With Manning

weask: “What if, insteadofplacing self-self interactionat the centerofdevelopment,

we were to posit relation as key to experience?” (Manning 2013: 2).

Several sociological and anthropological studies have scrutinized and elabo-

rated the enactment of diagnoses and temporality in clinical settings and encoun-

ters (e.g., Büscher et al. 2010; Chew-Grahamet al. 2010; Gardner et al. 2011; Gardner
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and Williams 2015; Mol 2002; Moser 2010; Smith-Morris 2015). These studies ex-

plore the making of a diagnosis in collaborative, relational practices of assessment

as a material-semiotics approach to the assemblage of diagnostic processes. By

contrast, Tessier (2018) presents an analysis of diagnosing dementia by drawing on

early theories in psychiatry, particularly Gefühlsdiagnose. Tessier demonstrates how

health professionals used their own feelings and reactions towards a patient as an

instrumental effort to enable contact with the patient, making diagnostic work an

assemblage of stabilized concepts built on sensory experiences of “affordances.”

Tessier concludes: “Medical expertise is still bound to a sensible experience of the

world that is never given a priori” (Tessier 2018: 125). That is, stabilized biomedical

knowledge and reasoning are combined with or perhaps guided by “feeling”, by

“our own affectivity” (cf.Minkowski, in Tessier 2018: 124) in a concrete and affective

meeting with the patient.

This focus on affect is also taken up by Hadolt (2018) in a study of genetic coun-

seling. He examines how a counseling situation is organized, stressing a specific

style of affectivity that influences rationale, client-centeredness, and professional

compassion.Hadolt argues that the counselor and counselee “connect and resonate

with each other as experiencing and receptive bodies” (Hadolt 2018: 136).He employs

the concept of “affective coordination” to analyze a process of shared andmutual at-

tunement, whereby affect brings about affordances to which each person must re-

spond.Collu (2019) likewise explores affect in psychotherapy sessions with a couple.

Especially attentive to a crisis unfolding during a specific session, he elaborates how

its affectivemomentsmove things (Stewart 2007),while “possessing” the couple and

the therapists involved.Hesuggests that “wecannotunderstand therapeutic efficacy

if we focus only on language and discourse” (Collu 2019: 290). Accordingly, we may

benefit by asking what the impersonal and evanescent qualities of affect may offer

to the analysis of therapeutic sessions or, in our case, diagnostic processes during

the assessment of chronic fatigue (cf. Swallow and Hillman 2019).

The sparse anthropological literature which explores fatigue or tiredness does

so through studies of chronic fatigue syndrome (CFS), cancer, or fibromyalgia (Hay

2010; Risør and Lillevoll 2021; Seppola-Edvardsen and Risør 2017) and tends to posi-

tion the tired body in relation to, for example, illness narratives and diagnostic ne-

gotiations (Sachs 2016). Further,Ware’swork onCFS (Ware 1992, 1999) demonstrates

how life is lived in the context of specific cultural expectations that prompt a social

course dominated bymarginalization and social distance, while other scholars em-

phasize the embodiment of suffering (Addison 2013) and the legitimacy of a diagno-

sis and itsmedicalizing effects for possible CFS patients (Sachs 2001, 2016). Limited

research has inquired how a diagnosis of CFS or related disorders such asmedically

unexplained symptoms (MUS) materializes (Chew-Graham et al. 2010; Hydén and

Sachs 1998; Rasmussen 2017).
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CFS is a debilitating multifaceted disorder, characterized by fatigue, muscu-

lar and joint pain, extreme exhaustion after exercise and long recovery time, sore

throat, flu-like symptoms, unrefreshing sleep, cognitive impairments, and sensitiv-

ity to sound, smell, and taste, however, not all patients experience all symptoms.

CFS constitutes a profound challenge for those affected and for health profession-

als. Patients are often offered a variety of assessments, sometimes based on inter-

disciplinary, biopsychosocial approaches, followed by advice on activity regulation,

psycho-education, and classes teaching coping and daily management strategies.

The diagnostic processes are, however, often surrounded by uncertainty, despite

a presumed “aura of factuality” (Geertz 1993) of biomedical knowledge. Epistemic

uncertaintybecomesespecially prominentwhen the classificationofdiseases is con-

tested due to a misalignment between symptoms and established disease models;

in other words, when the indexical aspect of the biomedical sign is denied (Sta-

iano-Ross 2012).This is precisely the case for patients suffering fromchronic fatigue

where diagnostic assessment rests on a disorder with no clear etiology in the bor-

derlands of disease classification.

In this study, we explore how the interplay between a patient, health profes-

sionals, diagnostic criteria, advice on regulated activity, emotion and affective in-

teraction shape and enact the diagnostic assessment. In our analysis, we integrate

howorganizational routines,neoliberal health ideologies,gender andsocial circum-

stances work as a wider context for such an assessment, inducing an ambiguous

complexity of concerns andmatters-at-stake involving all parties.

Affect, affective atmosphere, and attunement

Anthropologists have increasingly attended to affect and affectivity which encom-

pass ordinary activities (Stewart 2007). This affective turn reacts to textualism and

cultural theory (Stewart 2007; White 2017). It emphasizes what slips and evades,

what is maybe ineffable (Brown and Tucker 2010) or non-representational (Thrift

2008) but nevertheless significant because it moves and drives processes forward.

Particularly related to a critique of dyadic encounters, this affective turn posits that

intensities and potentialities emanate from atmospheres and non-individualized

relationality rather than from subjective agency (Anderson 2009; Massumi 2002).

Accordingly, affect is embodied and instills agency not in individuals but rather in

and through relational experiences.

Attending to affect has helped anthropologists to examine the senses and sen-

sations and the materialities of lives that are lived through body andmind (Stewart

2017).This focus rests on an ontology that, asManning (2013) argues, is based not on

a fixed notion of self, subject, or agency, but rather on the relation as the prominent

analytical unit. Thus, the clinical encounter can be understood as a performance
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of mutual responses and resonances in the actual moment of a clinical process,

accounting for emotions, sensing, adapting, mirroring, and sharing of knowledge

as well as intersubjective experience. The social also encompasses moods, atmo-

spheres, and rhythms that come from places where language stops or is insufficient

(Knudsen and Stage 2016). Overall, bodies have the capacity to affect other bodies

and to be affected by them (Anderson 2006). Attention to affect and its potentiality

may illuminate change andmovement in specific encounters.

Differences between affect and emotion are often debated (e.g. Swallow and

Hillman 2019) and may be difficult to distinguish. However, following Massumi

(2002), different logics and orders pertain to emotion and affect. An emotion holds

subjective content, a qualified, owned, and recognized intensity.Affect is not part of

a determined regime; it is not prescribed; it is prior to but potentially able to become

something. Other researchers link affect and emotion (e.g. Ahmed 2004; Wetherell

2012), arguing that affective practices entangle emotional, bodily, social, andmate-

rial figurations, and combine affect with meaning-making and the discursive. We

acknowledge this understanding; however, we wish to remain close to the notion of

affect as a felt intensity that is primarily experienced bodily. The intensities noted

in this study were embodied and shared and also affected the first author and

prompted her to try to understand their potentiality and their movement.Without

abandoning discursive matters, cultural mechanisms, and templates that mediate

clinical encounters and which are part of the assemblage of a diagnostic process,

we attempt to choose another—bodily—scale of attention (Hastrup 2013) in order

to grasp intensity and affective moments.

To concretize affectivity, we draw on the notions of affective atmosphere and

affective attunement. Anderson states that perhaps “the use of atmosphere in ev-

eryday speech and aesthetic discourse provides the best approximation of the con-

cept of affect” (Anderson 2009: 78). Like affect, atmosphere denotes an intensity, but

it draws attention to something shared, something overflowing in space and time,

without belonging to a specific body but still being embodied.The atmosphere of a

situation is undetermined because it is not fixed, yet it is there and affects the situ-

ation.

Further, by drawing on affective attunement, we may understand how bodies

react to cues or atmospheres, either creating sameness or distinction depending on

the bodies’ dispositions (Knudsen and Stage 2016). Manning, paraphrasing Stern

(1985), notes: “Affective attunement is key to interpersonal becoming. Affective at-

tunement is another mode of immanent relation where the relation radically pre-

cedes thepurportedunityof the self.Attunement is amerging-withof vitality affects

across experiences toward emergent events” (Manning 2013: 7).Weaim to showhow

patients and health professionals attune to each other in this way, resonate and cre-

ate or transform emerging affordances or matters, giving way to potentiality and

movement.
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Lastly, hope anticipates the indeterminate that has not-yet-become and dispo-

sitions of hopefulness may move suffering bodies (Anderson 2006), creating spe-

cific hopes. Hence, potential is central (Massumi 2002) and speaks to the intensity

of hope. Taussig et al. (2013) explore potentiality as something that can be imag-

ined and talked about but does not (yet and never may) exist. It may denote some-

thingabout tomanifest itselfwhencomparingwhat “isnot andwhatmightneverbe”

(Mattingly 2010: 3). In this sense, there is a close affinity between affect, hope, and

potentiality; i.e. hope as an ability to affect and be affected by the world (Anderson

2006: 747).

The study

This study is basedonfieldwork in aNorwegianuniversity hospital clinic specialized

in diagnosing chronic fatigue. Participants in the studywere patients who had been

referred from primary care to a specialist fatigue clinic for CFS assessment. All the

patients had a long-standing history of fatigue as a dominant health complaint, and

all had experienced several examinations and tests in primary care as well as in hos-

pital departments in order to ascertainmechanisms or reasons for their symptoms.

On being referred to the specialist clinic, the patients primarily expressed nervous-

ness (“How would it go?”) but they were also relieved, hopeful, and excited to pos-

sibly be at an endpoint of their diagnostic trajectory, being seen by CFS specialists.

Their long history of complaints and various symptoms had severely impacted their

professional life, their social life, and personal identity. Some expressed a desire for

a CFS diagnosis, others merely clarification and support. Personal endeavors, am-

bitions, hopes, and concerns were at stake and patients sought support to enable

a more manageable life. This was the case for both Anna and Trond whose clinical

encounters we analyze below.

To carry out the study, the first author collaborated with a specialist team at a

university hospital, consisting of a physician, a psychologist, and an occupational

therapist, occasionally substituted by a physiotherapist. By coincidence, all the pro-

fessionals on the teamwere women.During spring 2017, the first author conducted

fieldwork at the clinic where the team is based and followed twelve patients during

three consultations, one with each health professional. The team assessed two or

three patients each week, and patients spent an hour, sometimes longer, with each

health professional, depending on the conversation and the problems discussed.

Consultations were spread over two days and would eventually result in a diagnos-

tic decision—a CFS diagnosis, an alternative fatigue diagnosis, or no diagnosis at

all. Further, the final fourth session with all health professionals was also observed.

Here, the professionals first discussed their individual conclusions and arrived at a

joint diagnostic decision and then summoned the patient to explain their decision
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andoffer advice.Theverb“to summon” isdeliberately chosen todescribe the tension,

nervousness, and atmosphere of anticipation associatedwith a verdict. Patient par-

ticipants,waiting for this consultationhad, for example, slept badly thenightbefore,

were exhausted, sweating and finally bursting into tears as both Anna and Trond

did. The following analysis draws predominantly, but not exclusively, on this final

session.

Fieldwork with the intention of analyzing a relational setting and grasping how

patients and health professionals sense each other, and how they adapt,mirror, res-

onate, and respond to each other is not a straightforward task. A methodology that

seeks to identify affective processes requires an understanding of what affect is and

how itmight be traced (Knudsen andStage 2015; Staunæs andPors 2021).Affectmay

be best studied if linked to a specific situation and to the bodies involved in that situ-

ation, including the researcher-body.To this end, thefirst author—byusingher own

body—noted the intensities of statements, reactions to these, responses in words

and body, non-verbal language and expressions, moods, the intensity of voices or

lack thereof, and the affectswhichwere expressed verbally.Even thoughweallow for

affect to be expressed through articulations of meaning (Wetherell 2012), in the fol-

lowing we primarily trace affective attunement and atmosphere through embodied

fieldwork, for example by attending tomore-than-representational layers of experi-

ence, sensory work, and bodily sensations, and how these intertwine with biomedi-

cal agendas, themateriality of the setting and resulting atmospheres (Knudsen and

Stage 2015: 16).

The CFS landscape in Norway

CFS is a disorder that has increasingly been diagnosed in Norway during the last

few years. Howmany people are diagnosed is uncertain since registration is unreli-

able and contradictory. An estimated 10.000-20.000 individuals currently have this

diagnosis and the media mention a five-fold increase between 2008 and 2015, es-

pecially among young people and adult women. The increasing number instigates

debates about the impact of societal strains on people. It also spurs academic and

clinical debates about diagnostic borderlands. On the one hand, the expansion of

disease boundaries increasingly specifies more and more bodily states as diseases

and, on the other hand, this introduces continuous contestation and ambiguity re-

lated to illness experiences, exposing what is outside the borders of disease (Rosen-

berg 2006). Several patient associations,medical societies, and laymedia vigorously

take part in debates about both diagnostics and recovery strategies.

Tomeet thegrowingdemand for assessmentand treatmentofpossibleCFS,spe-

cialist teams were established in several Norwegian hospitals from 2013 onwards.

Thenational guidelineonassessment,diagnostics,andcare (Helsedirektoratet 2015)



Mette Bech Risør and Nina Nissen: Affective Processes and the Diagnosing of Chronic Fatigue 219

constitutes the backbone of the work of these teams. Assessment includes physical

andpsychological examination,history taking,anddifferential diagnoses (basedon,

for example, blood tests, diagnostic imaging, and the use of depression and anxiety

scales).TheNorwegian guidelines base the diagnosis of CFS on the Canada consen-

sus criteria (Carruthers et al. 2003; Helsedirektoratet 2015), which are considered

to be conclusive for a diagnostic decision. These criteria measure and operational-

ize levels of fatigue by assessing whether a patient has a 50 percent reduced activity

level, compared to self-reported previous activity levels. This supposedly objective

measurement is decisive for a diagnosis, being the principal criterion to sustain or

dismiss the overall symptom presentation.

Norwegianguidelines further provide advice to patients onhow to regulate their

everyday activities, for example, through adjusting and balancing activity according

to individual capacity. Accordingly, talk about activity was themost important focal

point of the observed consultations, defining the agenda of the encounter, i.e., talk-

ing about activity levels “before” and “after” in order to determine reduced capacity

and establish details on general activity to advise on regimens suitable to a patient’s

situation. The term “activity” thus references a specific assessment criterion inte-

gral to “activity levels”, but also everyday activities, and care, revealing tensions and

discrepancies in perspectives.

Being active is a cultural and social norm for all patients. Due to physical con-

straints and fatigue activity, “doing” is connected to what has been and what is

longed for. For the patient, activity is embodied, practically embedded, and in-

scribed with despair, anticipation, and hope (Adams et al. 2009). All participants

deeply regret what they no longer can do, while also trying to explain that they are

still active, in their own way and on their own terms, thus embracing hopefulness

as well as a prevailing notion of agency (Laidlaw 2010). In the medical context, the

notion of activity is closely related to productivity, agency, and competence, and

activity levels constitute a biomedical diagnostic criterion. This transformation of

activity into a supposedly objective measure of activity level detaches activity from

its subjective meaning.Thus, the perceptions of activity generate moments of hope

and intensity for all parties, however in different ways.

The case of Anna: Resonance through hope, fear and passion

Anna, in her mid-thirties, is a single mother of two children.The first author meets

Anna in the waiting room at the university clinic, where other patients wait too.We

sit next to each other while Anna awaits her first consultation with the occupational

therapist (OT). The first author asks her some questions about her situation, how

long she has waited to be referred, where she lives, whether she has children, and

related questions about these kinds of topics. Anna makes the first author feel a bit
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hesitant about asking, not inviting much to the conversation, just answering po-

litely. But when talking about her children, Anna happily shows pictures of them

playing football. We continue talking more about them and my children as well.

While waiting, Anna wears her overcoat—dark, somewhat out of shape—which she

also keeps on during consultations.

During the consultation with the OT, Anna is met with eager questions about

her everyday activities, her daily rhythms, and her resources; all very concrete, rou-

tine questions for the OT. Anna answers quite briefly, giving the impression of be-

ing very exhausted, sad, and dejected. She remains wrapped in her thick coat, sits

with her hands clenched and hardly moves when talking.When answering there is

a tone of sorrow and a heaviness to her voice and bodily presence—at least this is

how she affects the first author and how she interprets themood of the scene. Anna

adds information about her lived life, past and present troubles and efforts, feel-

ings of regret and grief because she was unable to keep the job she enjoyed, can no

longer undertake outdoor activities with her children, and no longer has any social

life. Anna emphasizes that her main concern is to be a goodmother to her children.

The OT seems affected by Anna’s narrative and the emergent mood. She tunes

into Anna’s history, makes eye contact with her, nods, and shows openness in her

body language by leaning towards her. Eventually, the OT moves on to her routine

advice about activity regulation for managing daily tasks, while also trying to in-

spire Anna to be in charge of her life. Talking about the need for and control of ac-

tivity highlights a paradox in the affective atmosphere—the co-existence of tragedy

and exhaustion with clinical empowerment. Anna’s response to this atmosphere is

to keep emphasizing what she manages to do despite debilitating pain and fatigue

in addition to managing the effects of domestic violence. This paradoxical pattern

repeats itself during Anna’s later consultations with the other health professionals.

All the health professionals are moved by her; they have, we would say, empatheti-

cally attuned to her hardship which fills the roomwith both words and sensations.

Before Anna meets the three professionals in the final consultation, the profes-

sionals discuss their assessment, their clinical as well as person-oriented impres-

sions and conclusions, and how they may help her:

Psychologist: She pushes herself, pulls herself together. Shewants them [her chil-

dren] to feel good, it is as if she needs to perform, and it is probably an important

priority in many ways, pushes herself when they are at home, and thinks that they

should notice as little as possible that she is ill, does not want to pull them into her

illness.

OT: She pushes herself and I get the impression that it’s not because she suddenly

has a lot of energy, but she says anyway that she functions better when she has

the kids. Since when she does not have them, she just lies down. I think that is
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perhaps not typically CFS, but I don’t know really, because you can mobilize a lot

if something is important enough.

Physician: But she is maybe not that good at doing things for herself then ...

OT: No, there are few things like that …

Psychologist: She also does not do anything with the kids that she used to do. Her

life was about hiking, trips, and out-door life for a large part and she does not do

that now.

This conversation jumps from summing up Anna’s history with violent or game-ad-

dictedhusbands to emphasizinghowshehas tried to cope amidst periods of depres-

sion andmaking endsmeet to giveher children thebest conditions, even attempting

to arrange for them to see their father. While talking, the professionals are clearly

touched andmoved by Anna’s history, but they also assess her hardship profession-

ally to reach a conclusion—is it CFS or not according to the criteria?

When the health professionals summon Anna to present their conclusion, they

explain their rationale about a possible diagnosis, while acknowledging and feeling

sympathetic about her struggles and efforts. Anna seems quite tense. In the wait-

ing room, she confided her fear that the health professionals might report her to

the child welfare authorities. At the start of this final consultation, she answers very

briefly and while she does receive a CFS diagnosis, she hardly reacts. The OT asks:

“What do you think about that?” Anna answers: “I don’t know, I …. what is the prog-

nosis from now on? Is there anything that will make me well?”

This brief exchange provides the cue for the rest of the consultation. The OT,

physician, and psychologist grasp the opportunity to passionately offer Anna dif-

ferent types of help which Anna responds to positively but also hesitantly, because

she might not have the energy, as she says. Importantly, Anna’s cue contains hope,

for herself and her children; a hope projected into the future imagining recovery.

The resulting hopeful atmosphere in the room seems to affect everybody.The health

professionals talk energetically, they perceive a chance to help and make a differ-

ence; they bodily show relief. A “collective condition” of hope and future seems to be

established (Anderson 2006). Especially the OT shines when there is an opening to

give detailed advice on energy management, which Anna promises to think about.

Annaherself appears increasingly comfortable, relaxesbodily,andslightly laughs for

the first time when she says to the OT, in response to very detailed activity advice:

“One would think you were in my head!”This makes everybody laugh.The intensity

in the room is characterized by a shared optimistic tone: advice is given, courses on

coping are recommended and Anna accepts and nods. Eventually, the psychologist

says: “[…] I have been surprised many times by how big constraints people have in
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their lives and what people experience, but also […] how capable and coping people

are, and howmuch they manage to become good parents anyway, yes, I have to say

this, and I just want to say to you …much suffering andmuch coping […].”

Anna reacts with humility expressing that “one has to learn”, and right after as

a final outburst, she vehemently says while crying: “Thanks for the help, you don’t

know how grateful I am … you will get paid in heaven [all health professionals start

laughing].”

Anna came to the clinic with hope and fear. She hoped for help, not necessarily

a CFS diagnosis, but help to be able to live a life with her children the way she feels

they deserve. She also feared that coming would have consequences for her role as

mother, and this fear, the first author realized just before the last consultation, was

perhaps just as intense as her hope. Fearmight havemade her extra conscious about

stressing her competencies.However, she also needed to balance her fear by staying

with her main issue: hope to receive help. Before Anna was summoned for the final

consultation, the health professionals did discuss the children’s welfare but decided

that they did not see reasons formaking a report.Overall, the consultations built up

an atmosphere ofmutual resonance,where the health professionalsmet Anna’s con-

cerns and hope,where they were led by feelings of empathy for a strugglingmother,

and possibly shared life experiences, just asmuch as by diagnostic criteria. Affected

and gendered bodiesmoved the diagnostic process,making it fluid and contingent.

The case of Trond: Transformation of hope

Trond, in his mid-40s, is a man who likes to talk, also with the first author in the

waiting room, apparently unconcerned about other patients overhearing the con-

versation. A big, bearded man, he resembled a bear who is down on his knees be-

cause of his many health complaints. He eagerly expresses his hope for help to be

able to recover to some extent, not only hoping for a CFS diagnosis.

Trond’s story as told to the first author and the health professionals, one by one,

centersonseveral issues: being tormentedbypoor concentration,poormemory,and

exhaustion while also trying to recover mentally and physically from the effects of

malpractice when having had cancer. He tells his story in quite an overwhelming

way, taking up more time in each consultation than the other patients. Also, Trond

actively engages in weekly support groups for cancer patients and exercises twice a

week. He says he gains a lot from helping others, but he is tormented by the things

he no longer can accomplish, having been used to a very active life. He experiences

his lost abilities as a personal failure.

In the final session during which the health professionals discuss Trond’s case,

the first author sits as usual next to the table where the professionals have assem-

bled. Trond has not yet been summoned. Everyone hesitates, fiddles with their pa-
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pers, and chats with each other, waiting for the physician to give her assessment

first, as usual. The physician has the role of the medical expert who can make the

authoritative distinction of whether a patient meets the diagnostic criteria or not.

She is also the one who tends to bring up activity levels as the decisive criterion in

accordance with the Canada criteria. Anticipation affects us all: What will happen?

What does eachpersonbring to thefinal session on this patient,who—everyonehad

expressed previously, judging from their individual consultations with him—was

rather perplexing and overbearing?

The physician eventually begins, noting first that Trond’s poor experience of

cancer treatment dominated her consultation with him: “It’s not a case that’s quite

closed, so it’s kind of still lying there, that’s how I see him. It’s like it’s still lying

there muttering, everything about it, so it’s like he doesn’t really move on, sort of.”

Responding to the physician’s introduction, the OT and the psychologist modify

this and emphasize that having experienced cancer malpractice is not an exclusion

criterion per se.The physician agrees but also repeats her statement, then notes that

the blood test results “looked nice.” She then quickly begins to talk about activity

levels. She finds that Trond has less than a 50 percent reduction in activity level,

so the criteria are not met. The psychologist is surprised and disagrees. All three

discuss back and forth how they may interpret what Trond has told them about his

activities, i.e., howmany percentage reductionsmay be assigned.There is suspense

in the room. Particularly the psychologist becomes insecure, hesitates, tries to find

her notes, and initially defends Trond—until her voice loses power.

The physician continues to argue that Trond presents with less than 50 percent

activity reduction. By listing his many different current activities and his varying

exhaustion levels after each effort, she reiterates that these do not fulfill the Canada

criteria.TheOTdeclares that Trond is not a classical CFSpatient and somewhat sup-

ports the physician,while the psychologist still contests this.Though theOT initially

mediates, she then argues with the physician that Trond’s previous cancer and his

long history of poor treatment may explain his fatigue.The psychologist then turns

to Trond’s very high score on the self-reported anxiety scale andwhile all three agree

that he does not appear to display clinical anxiety, they consider possible traumaor a

diagnosis of posttraumatic stress disorder (PTSD).This turn from activity levels to a

topic that allows the psychologist to show her expertise seems to lower the intensity

of disagreement and the clinicians now seem united, eager to reach a consensus.

The physician summarizes their views:

I think that his fatigue may be excluded by the cancer. You may think that his

great strain is due to this, in relation to his maltreatment, and that he has huge

exhaustion, and then, in a way, as we discussed yesterday, he does not, in a way,

fulfill the Canada criteria concerning loss of function. But he does have a consid-

erable loss of function anyway, so ...
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No one objects now; tensions seem resolved and positions renegotiated. All are now

very empathetic towards Trond and his constraints and the discussion moves on to

howhis functional levelmaybe improved andhow tohelp him, for example, through

regulating activity. Trond has “regulation potential”, they all agree.

Trond is then asked to join the session. Before the physician starts explaining

their conclusion to him, he tries to sum up, quite despairingly, how he has tried to

address his exhaustion and cognitive problems:

I don’t remember everything, so that’s what … forget quickly and then I try to re-

member what we’ve talked about and then, I probably would have remembered

more I wanted to bring up, but, but I feel, you know that [sighs deeply] the things

you showedme, I’ve tried in a way to do those things, you know, those things, sort

of that I try to make something robust, that it will work somehow, and then in a

way, I’m so afraid that then it’ll be too much and I get worse; as I mentioned, I’ve

really pushed myself, because it got a bit too much, right, and then you don’t feel

well […] I feel I cannot get out of this by myself.

Trondrefers tomental andphysical challenges,particularlyhis efforts to try to follow

earlier advice.He is active but also desperately wants help.The health professionals,

however, are eager to convey their diagnostic conclusion and actively discourage any

further elaborations.When learning that he does not receive aCFS diagnosis, Trond

neither objects nor comments directly; instead, he reiterates his long and complex

story about his complaintswhile trying to justify his recovery efforts.Whenhemen-

tions his previous assessment for trauma, everyone grasps the opportunity to dis-

cuss this. Eventually, the health professionals suggest a new referral for anxiety and

PTSD assessment. Trond responds: “I think it’s just super; I want to get to the bot-

tom of this, I want to get my life back.” Having settled this, the OT eagerly turns to

detailed advice on activity regulation, which Trond quickly supplements with sug-

gestions of his own, interspersed with worries about the malpractice. The OT con-

tinuously tries to get him to focus on his resources and positive experiences that

he must try to activate.The session ends in an atmosphere of emotional weariness.

Trond appears exhausted from trying to explain himself again and again. However,

he also tunes into, somewhat submissively, the offers he gets. Ultimately, he is on

the verge of crying as he thanks the team for its assessment and help.

Trond’s encounter with the team was dominated by distinct intensities in the

clinical interaction. In the first part of the session, the possible constitution of a di-

agnosis was what mattered. The Canada criteria, especially activity reduction and

advice on activity regulation, became the central discursive practice that helped cre-

ate the diagnosis, enacted by the different human agents through the paradoxical

affective atmosphere that dominated the session.The intensity of that atmosphere

brought out different viewpoints, responses, and resonances, as well as shared per-
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ceptions of dealingwith an overbearingmale patient. Eventually, the activity reduc-

tion criterion was used to dismiss the CFS diagnosis together with cancer as an ex-

clusion criterion even though therewas initial disagreement on this.Overall, theno-

tion of activity, both biomedical and colloquial, demarcated the boundaries of the ill

body and the recovering and healthy body, emphasizing the agentic and active body

as the endpoint of clinical concerns.

Hope, in this case, we suggest, is strongly evoked by Trond bymaking hope spe-

cific anddeterminate (Anderson 2006).At the same timeasTrondhoped formedical

support, solutions, and help, he repeatedly performed his “recovery potential”, hop-

ing for recognition through a persistent narrative of competence versus shortcom-

ings. This, however, had a contradictory effect on the health professionals who fo-

cused on his high activity level rather than on his suffering.The health professionals

transformedTrond’shopesbyenactingapersonhood thatneededhelp,not by jointly

enacting a diagnosis.This transformationwas driven simultaneously by Trond’s de-

spair and hopes and the intensity in the room that depended on, and was changed

by, the notion of activity as a biomedical criterion. As such, the diagnostic process

drewongendered, intersubjective, and affective attunements asmuch as on specific

clinical affordances.

Concluding discussion

Wehave invited the reader into the affective attunements and atmospheres of clini-

cal encounters,making a point of attending to affects, including hope, fear, passion,

and despair,whichmove forward and drive the setting of diagnosis and care—a set-

ting that is always in themaking. In our analysis, intensities, affective attunements,

and atmospheres determined the course of the consultations and played a decisive

role in enacting the relational encounters and negotiating mutual roles and prac-

tices. We thus may say that affect was the “felt reality of a relation” (Massumi 2002:

16), embodying diagnostic work (Goodwin 2010).

Some scholars, inspired by post-humanist approaches, have proposed to shift

analytical attention to relationality as the core unit of analysis (e.g. Barad 2003;

Kazimierczak 2018; May 2007). Attending to relationality goes beyond attending to

dyadic interaction. Rather, it calls attention to relations that are ontologically prior

to an interaction between self-contained selves and opens up for experience in the

making (Manning 2013). Relationality accounts for the mutuality and immediacy

of different agents, inter-relational dynamics, and resonances of which affect is

central, affect being essentially relational. Adding to an analysis of affect such as

we have proposed here, we follow Kazimierzcak who suggests that we need to

understand “how different agents come to be articulated, enacted andmaterialized

in relations and practices, which make these distributions and configurations pos-
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sible” (Kazimierczak 2017: 9). Inspired by this, we see a link between the concept

of “relationality” with its emphasis on situational immediacy and affect which is

present in the diagnostic processes presented.

Investigating how relationality and affect may drive and generate diagnostic

procedures seems inherent to analyzing the contingency of clinical encounters.

For Anna, hope and fear remained open to what might come and they worked

as modalities which moved the health professionals into empathetic resonances.

Accordingly, the professionals attuned their clinical decisions to Anna’s gendered

performance of hope, strength, and competence as a caring mother (Young 2005),

while simultaneously drawing on their professional ethos and passion to support

her.The emergent hopeful atmosphere was shared, hope being a form of affect, and

moved the diagnostic decision.

Trond also expressed hope, together with a sense of despair. However, Trond

projected hope into potentialities and possibilities by attempting to present a nar-

rative of competencies, his “recovery potential”, to comply with what he thought

was expected from him; however, his apparent well-run life made it difficult for the

health professionals to attune to him. In this way, we might say that Trond him-

self transformed his hopefulness:Through being excessively eager to perform com-

petence he appeared to seek to reconcile different forms of masculinity in health

(Courtenay 2000; Nissen 2017). In Trond’s case, the intensity of hope and despair

is overwhelming and calls on the professionals first to negotiate their shared posi-

tion and then to contain Trond. The diagnostic process entails Trond’s affectivity,

together with enacting specific agency, masculinities, and personhood as much as

the health professionals’ enactment of care and professional ethos in their diagnos-

tic endeavor. Yet, no clear and definitive diagnosis was enacted.

According to Brown and Tucker (2010: 3202), there is “amaterial arrangement of

relations between bodies that allows for certain potentials to act.” In the cases above,

the CFS diagnosis was a potential diagnosis from the outset, with its potentiality

governed by the affectivity generated bymoments,movements, and interaction-in-

the-making of the clinical encounters, the relations between the professionals (i.e.

three women professionals) as well as the hierarchical relations between their pro-

fessions. The diagnostic outcome is partly determined and accomplished through

affect, but it is the process of constituting bodies and affecting bodies, including af-

fecting gendered bodies, that counts and shapes the diagnostic assessment,moving

bodies from “here” to “elsewhere.” But bodies do not move on their own. Potential-

ity in the case of CFS draws on guidelines, the morality of self-management, and

the politics of healthy activity which requires patients “to do something.” The dy-

namics of power are immanent in affectivity and help us to understand how bodies

and subjectivities are being affected and by what. However, potentiality is ambigu-

ous and always open-ended; itmust be studied both locally and socially. Looking for

its outcome requires sensitivity to what moves in ordinary worlds as well as atten-
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tion to discourses (Wetherell 2012). Our analysis focused on how tensions, intensi-

ties, bodies, and sensations made parties participate, act, react, andmove in a clin-

ical setting. Attending methodologically to affective attunement and atmospheres

to dissolve the dyadic clinical encounter foregrounds that, just as a CFS diagnosis is

contested among patients and health professionals outside the clinic, it is also fluid

and worked on in a clinic environment through and in response to the affectivities

at play (Tessier 2018). Affectivity clarifies that being “under diagnosis” (Martin 2007)

and working out a diagnosis or treatment advice is an arrangement of affect, poli-

cies and practices, relations, and participation in these relations, rather thanmerely

a discursive and linguistic performance.
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12 Fighting for Recovery

The Certain Uncertainty of Living with Locked-in Syndrome

Lina Masana

Introduction

When I first began to familiarize myself with the phenomenon of locked-in syn-

drome (LIS), through written and audiovisual materials about people’s experiences

with the condition, I was surprised to learn that very few completely recovered their

previous healthy functioning, and others never recovered at all. In between are dif-

ferent degrees of recovery, varying greatly from case to case. I wondered why this

was, what sort of “luck” it is thatmakes it happen one way or another.The answer to

this question falls primarily into the medical domain, as I will explain below. How-

ever, from an anthropological perspective, I wondered howpeople with LIS perceive

the fact that some recover completely and others not at all. Are they (made) aware of

it? Howmuch information do they have about recovery?What do health profession-

als tell them?What are their thoughts, expectations, wishes, hopes, or fears regard-

ing recovery?

In this chapter, Iwill elaborate someprovisional answers to those questionswith

the aim of shedding light on the paradox of what I call the certain uncertainty of liv-

ing with LIS. First, I will explain the particularities of the syndrome from a medi-

cal point of view, what types of LIS exist, and the clinical classification of degrees

of recovery. Then I will describe the illness trajectory for people with LIS and their

perceptions and experiences regarding recovery. Finally, in this chapter I intend to

show how “fighting” for recovery is a controversial notion for cases of LIS, because it

starts from a medically created certainty grounded on uncertainty: scarce and ran-

dompossibilities,misinformation or lack of information,and, sometimes,mislead-

ing or unrealistic expectations.
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Locked-in syndrome

Locked-in syndrome (a term coined by Plum and Posner 1966) is a rare condition

usually resulting from a stroke in the brainstem (53 percent of cases are of vascular

origin; this is predominantly the kind I will analyse in this chapter) or appearing in

the advanced stage of a neurodegenerative disease such as amyotrophic lateral scle-

rosis. A few cases have been reported due to trauma (e.g., accident or concussion) or

infection (e.g., listeria or meningitis). People with LIS cannot move (quadriplegia)

or speak (anarthria), but they are conscious and cognitively able, can see and hear,

and retain bodily sensation (e.g., touch, temperature, pain, pleasure). Interper-

sonal communication is laborious. Persons with LIS communicate by multimodal

means: through vertical eye movements or blinking or spelling using an alphabet

board or technological system (a tablet or computer). Some can only communicate

through an interpreter (familymember or professional), othersmanage to do it also

autonomously (see the issue of communication for persons with LIS inMasana and

Vidal in press; n.d.).

There are three forms of LIS according to the medical classification (Bauer,

Gerstenbrand and Rumpl 1979): in classic LIS vertical eye movement or blinking is

preserved; in incomplete LIS, aside from eye and eyelid movement, the individual

can voluntarily move a part of their body (e.g., finger, neck, head, mouth) en-

abling them, for example, to manoeuvre an electric wheelchair or communicate

autonomously using technological devices (tablet, computer), e.g., by using a joy-

stick or an adapted gadget.Complete or total LIS entails full immobility (including eye

mobility). In all cases, “the course and prognosis vary widely, even among patients

with pontine [brainstem] stroke” (Bernat 2020: 231).

Five stages of motor or functional recovery have been clinically described in pa-

tients with LIS (Patterson and Grabois 1986: 761), based on the absence or presence

of motor return and degree of dependence on caregiving for daily living.No recovery

refers to patientswithnomotor return and total dependence on care;minimumrecov-

ery refers to those with minimal voluntary motor return (e.g., finger, mouth, neck)

but still complete dependence on care;moderate recovery entails significantmotor re-

turnwhich allow patients independence in some but not all their daily activities; full

recovery refers to patients who gain independence in all daily activities but still have

some minimal neurological deficit; and no neurological deficit refers to patients who

recover completely, without residual neurological deficit.

The few existing longitudinalmedical studies of the evolution ofmotor recovery

for patients with LIS show significantly varying rates. For instance, a study by Pat-

terson and Grabois (1986) finds full recovery rates of 7 percent while Casanova et al.

(2023) find 34 percent.These data cannot be explained: not why, how, or to what ex-

tent some recovermoderately or fully, and othersminimally or not at all.What these

studies agree on is the importance of intensive early rehabilitation (fromonemonth
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after the stroke) as this, it is believed, reducesmortality and increases the chance of

recovery. This is now the protocol in most hospitals and rehabilitation centres for

persons with severe disabilities after stroke.

It is worthmentioning that LIS is not a disease but a severe disabling condition,

a physical state that entails physical and functional disability, but not sensory, cog-

nitive, or intellectual disability. People with LIS do not die from the condition itself,

but usually from respiratory complications (35 percent of deaths according to Pat-

terson andGrabois 1986).They have long life expectancy: studies find that 83 percent

live ten years and 40 percent live 20 years, and others live for decades (Bruno et al.

2008; Doble et al. 2003; Halan et al. 2021; Hocker andWijdicks 2015; Rousseau et al.

2015; Smith and Delargy 2005). Living with LIS, therefore, can be a lengthy journey,

as is recovery.

The illness trajectory of LIS

The illness trajectory for people with LIS of vascular origin in Spain or France (the

settings of our research) usually follows a pattern. After the stroke, they spend one

or two months in an induced coma in an intensive care unit (ICU). This is a crucial

period in which death may occur: 87 percent of deaths occur within the first four

months after the stroke (Casanova et al. 2003; Patterson andGrabois 1986; Rousseau

et al. 2015). After coming out of the coma, they are sent to a neurology unit at the

hospital where an initial assessment is carried out to discern whether they have LIS

or are in a vegetative state. From then on, a physiotherapist comes daily to carry out

basic respiratory physiotherapy (most have a tracheostomy) and to move the indi-

vidual with LIS to avoid pressure sores and limb deformities, and to ensure that the

joints do not stiffen. In certain hospitals a post-intensive-care rehabilitation team

will take over to provide early rehabilitation care for patients suffering from serious

neurological conditions.This is a bridge between intensive care and the rehabilita-

tion centre.

After patients have spent about six months (on average) in the neurology unit,

they are transferred to a rehabilitation centre or a long-term hospital with a specific

rehabilitation unit. This period is crucial for people with LIS, and usually involves

a stay of 6–9 months. Afterwards, some return to live at home with their families.

For this, it is necessary to first adapt the home to their new needs, and to have fam-

ily or professional caregivers who can provide 24/7 assistance.The services of other

professionals, such as physiotherapists and speech therapists, are also required to

continue the rehabilitation process.Other peoplewith LIS instead go to live at a care

home forpersonswithdisabilities and receivedailymotor and functional rehabilita-

tion services and other treatment (speech therapy, psychology, etc.). In some cases,

patients also have to pay for external professional services.
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Both France and Spain have several specialized care homes for personswith dis-

abilities. Additionally, since 2016, there is a specialized centre for persons with LIS

in France.There is no such centre in Spain. France also has a well-established asso-

ciation for people with LIS and their families (Association du Locked In Syndrome,

ALIS),1 with about two hundred members.The association provides valuable infor-

mation about resources, professionals, and facilities, and engages members in ac-

tivities.There is no such association in Spain.

Both the Spanish and French health-care systems are tax-based and cover care

services for dependent personswith severe disabilities, but do not cover everything.

Whether living at home or in a care home, affected individuals or their families have

to bear certain expenses.This can be a significant economic burden.While I will not

dealwith the economicproblematic in this chapter, it isworthnoting,as peoplewith

LIS and their families are told that recovery (if possible at all) can only be achieved

with intensive early rehabilitation followed by continued rehabilitation over time.

While the former is available in both the Spanish and the French health-care sys-

tems, neither fully covers the latter over the years. Therefore, there is an economic

inequality regarding access to services and resources for people with LIS.

Fighting for an uncertain recovery, therefore, has financial, emotional, and

moral costs. It implies having technical resources (aids) and continued and special-

ized professional care for years, as well as perseverance and personal dedication on

the part of the affected person—all this without certainty of what the result of so

much investment will be.

Methods

This chapter’s contribution comes from postdoctoral research (2019–2023) con-

ducted as part of a larger project entitled Anthropology and Phenomenology of the

Locked-in Syndrome, at the Medical Anthropology Research Centre (MARC) of the

University Rovira i Virgili (Tarragona, Spain).2,3 The overall purpose of the study

was to learn about the lived experience of LIS from those suffering from it, and

its impact and implications for their close relatives and professional caregivers

1 https://alis-asso.fr

2 This work was supported by the Spanish Ministry of Science and Innovation under Grant

PID2019-106723GB-I00, granted to the principal investigator, Fernando Vidal.

3 This research has been performed in accordancewith the principles stated in the Declaration

of Helsinki and obtained the ethical approval of the Ethics Committee of the Department of

Anthropology, Philosophy and Social Work (DAFiTS), of the University of Tarragona (URV),

Spain, where this research was conducted.
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(Masana and Vidal 2020; Vidal 2020). I was responsible for the ethnographic re-

search—qualitativemethods, fieldwork, data collection and analysis—among other

tasks.The data presented here were analysed solely by me.

The data were drawn from written narratives gathered through a qualitative

questionnaire specifically designed for the above-mentioned research, together

with oral interviewswith two participants with LISwho regained speech.These pri-

mary data are complemented with the publicly available autobiographical accounts

of persons experiencing LIS, such as published books or audiovisual materials on

the internet. The names of research participants are pseudonyms to preserve their

anonymity, except where I rely on public accounts.

The research participants are persons with LIS from Spain (n=5) and France

(n=11). In most cases (14 out of 16) their LIS has a vascular origin. All participants

have incomplete LIS, except two with classic LIS. Those with incomplete LIS have

regained mobility and speech to different extents.They constitute a heterogeneous

group of individuals differing in several factors, such as age, sex, gender, type of

LIS, timewith LIS, degree of disability, family situation, place and type of residence,

and cultural and socioeconomic background. Despite this heterogeneous and non-

representative sample, I encountered several commonalities in their narratives

regarding the lived experience of LIS in general, and with regards to the certain

uncertainty of the prognosis for recovery.

Fieldwork was conducted online—by e-mail or videoconference—between

September 2019 and July 2021. Spanish participants were recruited using snowball

sampling from a first key participant who had published a memoir about living

with LIS. French participants were recruited through ALIS which issued a call

to its members, providing information about our research project and its con-

tact details. People willing to participate contacted the project directly by e-mail.

All participants in Spain and France received and answered autonomously the

same qualitative questionnaire (in Spanish or French). This consisted of 34 open-

ended questions about the personal experience of living with LIS and its impact

on their life. The participants sent their responses back by e-mail. I followed up

on certain responses that needed clarification or asked for further details. I have

discussed elsewhere the methodological challenges encountered when designing

and conducting ethnographic researchwith peoplewith LIS (Masana in press; n.d.).

For various methodological reasons, a specific question about the participants’

certainty or uncertainty about their prognosis for recovery was not included in the

qualitative questionnaire. However, the questionnaire did ask about issues that in-

directly refer to the topic, such as the most important things in their lives, their ex-

pectations for the future, their experience of immobility, the evolution of their mo-

bility over time, and their quality of life.

It is worth mentioning that regaining speech is key for persons suffering from

LIS. It entails lengthy and intensive speech therapy to be able to talk (if possible at
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all), but also to recover other related functions, such as swallowing and chewing. In

this chapter, I focus only onmotor recovery, as I have dealt elsewherewith regaining

speech and communication in LIS (Masana and Vidal in press; n.d.).

Findings

The findings point to four situations regarding recovery from the point of view of

those affected with LIS: fatal prognosis, no recovery, partial recovery, and full recovery.

These are distinct from, though overlapping with, the medical stages of functional

recovery described earlier in this chapter. In each situation, I encountered common

narratives that were expressed similarly by different participants.

Fatal prognosis: “They gave me two months to live”

After a stroke in the brainstem, our research participants spend between one and

fourmonths in a coma in an ICU.Once they “wake up” or “come out” of the coma (as

they say in Spanish and French), and are diagnosedwith LIS, the situation is critical

from a medical point of view. As mentioned earlier, mortality is high in those early

stages. Because of this, the initial prognosis is fatal, and clinicians tell relatives of

persons with LIS: “be prepared for death, they could die at any moment”. This is a

preventive communication strategy used by clinicians to prepare families for a fatal

outcome. Another version reported is “they would be better off dead” when doctors

realize the extent of brain damage and that the patient will be locked in “forever”.

This phrasing illustrates the notion of the disability paradox (Albrecht and Devlieger

1999),where health professionals, relatives, andother external observers believe that

a life with LIS is not worth living: there is no quality of life. In our research, those

messages were only given to family and relatives, not to patients themselves who

were just awakening after being away for several weeks ormonths.This is what hap-

pened to George.

George is a married man aged 58 years who lives with his wife and two children

(nowaged22 and20 years) in a residential neighbourhoodof a small city in thenorth

of Spain.Hehad a stroke in 2004whenhewas 39 years old.At that time, the children

were three years and ninemonths old respectively. George followed the usual illness

trajectory for a personwith LIS: amonth and a half in the ICU, four in the neurology

unit of the hospital, and six at a rehabilitation centre, and then back home.Today,he

lovesmusic and goes to the gymevery day,he says, “tomaintain all the achievements

I have accomplished”.

After the stroke,however,whenGeorge awoke fromthe comaandwasdiagnosed

with LIS, his wife was given the initial fatal prognosis that he might only live two

months. Today, 19 years later, he is alive, and his recovery is significant: he has ex-
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perienced almost full recovery. George himself did not know about the two-month

prognosis doctors gave initially. Now he knows, and uses the same narrative which

he reconstructed afterwards: “They gaveme twomonths to live, and look at me!” In-

deed, patients are usually not made aware of the initial fatal prognosis until much

later, when relatives reveal to them what they were told. This means that such per-

sons with LIS could not knowingly, consciously, or voluntarily, do anything to im-

prove their health condition and beat those fatal odds. And yet, George, and others

like him, repeat their doctors’ fatal prognosis with a sense of having fought it and of

achieving victory over their own death.

Coincidentally, George lives in the same neighbourhood as one of the doctors

who cared for him in the ICU, in fact the same one who gave his wife that terrible

prognosis. George says that, one day, he and the ICU doctor met at the neighbour-

hood supermarket and recognized each other. George approached the doctor and

asked: “Why…?”.George explains that the doctor apologized and said hewas terribly

sorry, and acknowledged that “we did not know, we could not know”.Thus, there is

also clinical uncertainty around LIS: professionals know that they do not know cer-

tain things (e.g., the prognosis), but itmay be difficult for some to acknowledge this

as it challenges their professional knowledge and status.This iswhymost choose the

preventive communication strategy of “no hope” to prepare relatives for a short life

expectancy and their relative’s death.

On another occasion, the same ICU doctor met George’s wife at the supermar-

ket, and said “Oh dear me, the things we told you!” She explained to him how au-

tonomous George is nowadays, all the things he can do by himself. The doctor re-

sponded: “I cannot believe it, how lucky you have been!” I opened this chapter by

wondering what sort of “luck”makes recovery happen one way or another, and here

it is luck to which the doctor turned to explain or justify (to himself or to George’s

wife) George’s incredible recovery, which he had believed, or said he believed to be

impossible. In this case, the use of the expression “being lucky” is founded on a com-

parison with other persons with LIS who could not recover, and contrasts with the

poor clinical prognosis for recovery.Thenotion of luck is recurrent in the experience

of illness and in the medical narrative. Luck with the health professionals who care

for you or with the patient you had; luck with the treatment efficacy; luck with the

condition itself and its evolution; luck with relatives and friends’ responses to ill-

ness, disability, or dependency; luck with recovery. Talking about good or bad luck

is a culturally and medically framed discourse used by both doctors and patients to

avoid talking about disagreements and disappointments, especially in the face of a

poor prognosis and uncertainty.

As already noted above, people with LIS with vascular origin who beat the two-

month prognosis have a long life expectancy.At the time ofwriting (2023), the Span-

ish participants had lived with LIS for between 12 and 37 years, and the French par-

ticipants for between 4 and 32 years. Living two, three, or almost four decades in



238 Part IV: Individual and Socially Distributed Emotions

classic or incomplete LIS is an achievement in terms of survival, but not in terms of

recovery. Life expectancy is a medical measure that is relevant when dealing with a

life-and-death situation.Once survival is certain,whatmatters to peoplewith LIS is

the extent to which they can recover their bodily functions and lead an autonomous

life.We asked our participants about the evolution of their condition over the years

and decades.

No recovery: “No future”?

Only two of all the participants—Phoenix and Calvin—have had classic LIS for ex-

tended periods (38 and 11 years respectively) and have not experienced any motor

recovery. They only move their eyes and eyelids to communicate, are fed by gastric

tube, and breathe via tracheostomy.Their answers to the qualitative questionnaire

are brief and do not tell us much about uncertainty, although they do tell us about

the absence of expectations for the future and for recovery.

Phoenix is a 66-year-oldmanwhohasbeenmarried for 40years.Hehas twochil-

dren (now aged 38 and 32 years) and two grandchildren (twins, almost three years

old). He lives at home with his wife in a house in a small village in east France, in

a quiet area surrounded by nature: “well-flowered and woody”, he says. One of his

sons, the father of the grandchildren, lives a kilometre away,while the other lives far

away (950 kilometres). In 1986, when Phoenix was 28 years old, he was in a car acci-

dentwhich caused brainstem trauma.At that time, one of his sonswas one year old.

The secondwas born five years after the accident, when he already had LIS. Phoenix

has been in classic LIS for almost 38 years since the accident, with no improvement

or motor recovery at all. He can only move his eyelids and eyes to communicate by

blinking and using an alphabet board. He uses assisted communication technology

(eye-controlled human-computer interface) with a special tablet and computer, and

used it to answer the questionnaire autonomously.His answers are very brief, partly

because, as he explains, he had a heart attack six years ago and, since then he feels

very tired and has difficulty expressing his thoughts. Besides, he says, communicat-

ing through the computer interface is tiring for him.

Phoenix had adifferent illness trajectory than theusual patterndescribed above,

probably because he had a car accident and not a stroke. He spent less than a week

under sedation in the ICU, and two years and nine months hospitalized before he

could return to home, where he has lived ever since. He describes being in LIS as a

“very heavy handicap…”. In several of his responses he emphasizes the issue of de-

pendency,and that “beingdependent for everythingbringsnoquality of life”. In fact,

he reports being in completeLIS (insteadof classic LIS),which isnot the case accord-

ing to themedical definition, but from his bodily perception. Although he acknowl-

edges receiving very good care fromprofessionals, he does not see room for improv-

ing his quality of life “I’m getting older and don’t want much anymore.” He does not
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talk of, nor consider, recovery: not for him nor anyone else (family or professionals).

He enjoys his family life; spending time with her wife, children, and grandchildren:

the most important things in his life. He says that what helped him most for living

with LIS is: “my faith inGod, the support ofmy religious community,my family”.He

attends religious services online or by phone and receives visits from his commu-

nity at home. His narrative combines what we could call peaceful acceptance with

bitter resignation to his condition, with no expectations or projects for the future,

but seemingly content with the present. When asked about the future he responds

“???”, followed by “I don’t know, I am a little fed up…”.

Calvin is a 59-year-oldmarriedmanwho suffered a stroke when he was 38 years

old.He lives in a specialized care centre for people with LIS in France, together with

22 other residents. His wife visits him weekly. Since the stroke 11 years ago, Calvin

has had classic LIS. Like Phoenix, Calvin uses assisted communication technology

and answered the questionnaire autonomously. His answers are also brief. In the

years since his stroke, he has not had any improvement or motor recovery, despite

receiving daily physiotherapy. Like Phoenix, recovery is not even considered, yet

Phoenix has hadLIS for 38 years andCalvin for 11.However,unlikeCalvin,other par-

ticipants with LIS have continued to fight and hold out hope for recovery through

similarly long durations (as we will see in the next section). Calvin loves listening

to music, watching police serials, receiving visitors, and having conversations with

people. His narrative, though, seems bitter and dark. He describes being in LIS as

“I have the feeling of being good for nothing”, a sense of uselessness and power-

lessness which Frank (1995) already described in chaos narrative. In his questionnaire

responses, Calvin also explicitly writes that LIS is “extremely difficult to live with,

why did they saveme?”, suggesting that letting him die would have been better.This

points to the deep suffering experienced by some people with LIS and is consistent

with the notion of disability paradox as presented by Albrecht and Devlieger (1999).

Regarding mobility, he explains he cannot move anything (apart from his eyelids),

thathe cannotdoanything,and thathe feels “degraded”.“Ino longer considermyself

a man,” he says. As for his expectations for the future, Calvin is explicit and concise:

“no future”, “no expectations”.Hewishes only that he could travel toMarseille to see

his father.

When analysing the data, another participant, Francis, also seemed to have clas-

sic LIS (i.e., no recovery) like Phoenix and Calvin, and explicitly answered the ques-

tion about the evolution of his mobility andmotor recovery as “no evolution”. How-

ever, I found an online publication—the annual newsletter of ALIS (2017)—and re-

alized that he could move his head, neck, and mouth, and that he has regained the

ability to speak. Under the medical definition, therefore, he does not have classic

LIS but incomplete LIS, and has experienced minimum recovery. As with Phoenix,

Francis’ story appears a mismatch between the medical classification of the degree

of motor recovery and his personal bodily experience. Francis can move his head,
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neck, and mouth, and with a special joystick, to manoeuvre his wheelchair and use

the computer and home automation devices autonomously. In the ALIS newsletter

he says:

When my daily care [washing, dressing] is finished [by caregivers] and I am put

in the chair, I am totally independent! […] I can do everything with my computer,

and more importantly, I am free. (Francis, 21 years with incomplete LIS)

Here,Francis is talking about being free, a significant term that could beunderstood

as the highest level of control regained over his life given his severe disability. Yet, in

the questionnaire, he states there has been “no evolution”. A possible explanation

for this underreporting of his functional abilities is that he expected to improve and

regainmoremobility and, therefore, considers his present state ofminimum recov-

ery to be equivalent to “no evolution”. But there could be other explanations, such as

themoment—themood, time,day, or circumstances—inwhich he responded to the

questionnaire, or the image of himself he wanted to present, whether in the ques-

tionnaire or in the association newsletter,whichwere aimed at different readers. In

other words, the perceived difference between the reality of illness, in this case of

disability, by health professionals or by patients, highlights how their explanatory

models differ (Kleinman 1988), as well as their expectations of recovery.

Partial recovery: “You have to work hard if you want to recover”

Only some individualswithLISwill,over time,regainpartialmotor recovery, though

nobody knows beforehand the extent to which they will recover, if at all, and which

part of the body might recover. Partial recovery is the lay, emic term covering the

medical classifications described earlier, ofminimumandmoderate recovery.Most

of our research participants have experienced minimum recovery (minimal volun-

tary motor return e.g., finger, mouth, head, or neck, but still complete dependence

on care).

What is certain in LIS is that recovery requires an enormous investment in

rehabilitation (physiotherapy, respiratory, swallowing, and speech therapy).While,

nowadays, most hospitals and rehabilitation centres initiate early intensive reha-

bilitation, this was not always the case. Some health professionals failed to do so,

because they did not believe in their patient’s chances of recovery, or simply did not

know it was needed. As one participant writes in his memoir:

It is not that I resent him [doctor] for not having been able to recover some more

movement (which I am convinced would have been possible), but I will never be

able to forget that, in depriving me of that care [early rehabilitation], what he

really did is to abandon us, my family and me, to the deepest ignorance [that he
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might be able to recover to some extent] (Carballo 2005: 34; 24 years in incom-

plete LIS).

The onset of LIS in some of our participants (as in the example quoted above), and

in some of thememoirs, dates back to the late 1990s and early 2000s,when little was

known about the condition, and health professionals did not know of, or trust, the

possibility of recovery, due to its initial severity (quadriplegia and anarthria). I was

interested in knowing howmuch information people with LIS have about recovery,

and what professionals tell them about it. Analysing the data, and as the example

above shows, little or no informationwas available at that time. Clinical uncertainty

and lack of belief in the possibility of recovery had severe consequences for patients

with LIS, both on amotor andmoral level. On the one hand, they did not receive the

care that would give them a chance to recover; on the other hand, they experienced

feelingsof abandonment andbetrayal bymedical professionalswhogaveupon them

in the face of the severity of the condition.

And yet, the uncertainty of recovery is not just a matter of investment in reha-

bilitation and personal effort, although it is usually presented as such. A common

narrative we heard from participants is: “you have to work hard if you want to re-

cover”.This came fromparticipants who have regainedmobility and speech to some

extent (however limited), not from those who are still trying (or not) and have not

experienced any motor or functional recovery.The narrative is not free from judge-

ment, since it puts the blame on thosewhohave notmade it (yet?), as if they have not

worked hard enough. Failure to recover is interpreted as a moral failure. It can also

be a source of frustration, despair, and hopelessness (like in Frank’s chaos narrative,

1995). In the cultural discourse, the popular notion of the “culture of effort” values a

“fighting attitude”.Thiswas shared by Spanish and French participants and is found

in thememoirs of people with LIS fromother countries. It involves fighting for your

goals actively, daily, with perseverance and discipline.

With LIS, physical and functional changes happen very slowly, if at all. Persons

with LIS explain that is a very long and slow process:

Through a tremendous amount of hard work and perseverance I have gained ever

so slowly sincemy accident and still continue tomake gains now (they seem huge

gains to others, but they seem far too slow for me—I’ve got to live through it all),

with the much-appreciated help and support of others and a copious amount of

extremely hard work and sometimes pain. (Chisholm and Gillet 2005: 94; 23 years

with incomplete LIS)

Some persons with LIS can live 10 or more years with no physical improvement at

all but, continue investing time, energy, and resources fighting for an uncertain re-

covery. Others, like Calvin, may not. What drives the former to fight for recovery
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is puzzling, since we learn from their narratives that they are not very aware, nor

informed, about the level of recovery they can achieve. As Conrad explains:

My relatives, I think rightly, at that time they did not tell me the truth, that I was

going to be like this [locked-in, immobile] forever; then I think I would have given

it up too soon. For example, the communication programme I’m writing with re-

quires a click, and they told me that if I wanted to use this programme, I had to

move a finger, and from then on, with a lot of willpower, I began to constantly try

to move my finger until I finally managed to move my finger. (Conrad, 24 years

with incomplete LIS)

Knowing the tremendous effort that recovering entails, it is common for every im-

provement to be valued and to give hope for further recovery: “themoment I started

tomovemy toes (minimally) I already felt that everythingwas going to change”, says

George (19 years with incomplete LIS). For some participants, no matter howmini-

mal or partial their recovery is, it is perceived as a victory over the body’s limitations

and a reward for personal effort, investment, time, perseverance, and discipline, led

by the sense of “I can” or at least “I am trying”. As Patricia says: “I am very proud of

myself, of what I have achieved”.

Patricia is a 54-year-old woman, who has been married since 2020 to her long-

term partner. She lives in a care home for persons with severe disabilities in a quiet

village in the south of Spain. Her spouse visits her once a month and they go out

for the weekend to the family house or to the beach, which are about 200 kilome-

tres away. In 2008, when she was 28 years old, she had a stroke. She spent 10 years

with classic LIS (no recovery) and only started experiencing motor improvements

during the last five years. She canmove her head,mouth, fingers, hands, arms, legs

(she can walk few steps), and has recovered speech (and is still working on it). Patri-

cia drives her wheelchair autonomously and loves to go into town to shop, visit the

hairdresser, go to the movies, and do other activities, alone or with someone. She

can autonomouslywrite with a special tablet and computer. She answered the ques-

tionnaire by herself and is a profuse writer: aside from the questionnaire, she sent

us additional writings about her lived experience with the condition. She started

working on her recovery soon after the diagnose of LIS:

The doctors told my family that I suffered from a rare disease called Locked-in

Syndrome, that I was going to be bedridden for life, and they advised them that

they could now go find me a care home to put me in. […] And by trying very hard,

based on hard work that I imposed on myself, and thanks to the great support of

my partner and help, I have managed to become INDEPENDENT (something un-

thinkable for me!) and thanks to my perseverance, encouragement, and desire to

live, I’m still moving very very slowly, but I’m going against all odds! (Patricia, 10

years with classic LIS and five with incomplete LIS; capitalization in the original).
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Again,we find amismatch between individual body perception (disability reality) as

functional and independent—she emphasizes this in capital letters—and the med-

ical reality that she still needs continued care for the basic activities of daily living.

Aside from themismatch in explanatorymodels (Kleinman 1988), wemust consider

the lens throughwhichwe assess disability and recovery. If we only take a functional

view and define recovery in terms of the activities persons with LIS can perform or

if, through a social lens, we consider the conditions in the social environment that

prevent or enable participation in society for persons with LIS. The sense of inde-

pendence and autonomy, therefore, varies depending on who is assessing it. And

yet, Patricia, like others, recounts her achievements with a sense of victory and hav-

ing fought the odds, that is, against the certain and uncertain poor prognosis of LIS.

Another excerpt illustrates the kind of “hard work” Patricia refers to. She walks

us through her daily life in the care home:

They wake me up every day at 7 a.m. in the morning, I go to the patio for silence

and meditation […]. Then I have breakfast and at 10 a.m. the workshops begin,

we do read and writing, mental calculation, cognitive stimulation, sports train-

ing, manipulative therapy, musicotherapy, recreational activities, computers, and

outings. All this is spread throughout the week in the morning and afternoon. In

between I stand up for an hour each day on my standing frame, plus one hour of

physio and one hour of speech therapy every day. At 1:30 p.m. I stop to eat and

then I go out to the patio to lie down in my chair and to stretch my legs (I have my

chair adapted with those functions). At 3 p.m. I continue with the workshops un-

til 5 p.m. I get on an adapted automatic bike, and it moves my legs and arms, I do

20 to 25 kilometres a day and I It feels great, especially on my legs. I’m pedalling

until dinner (7:30 p.m.). I take advantage of the mirror in the living room and do

the speech therapy exercises, gesticulate, and vocalize, all every day. So, when I

fall into bed (I fall dead) I only turn on the TV to watch the news, and that hour

of TV, I use it to do breathing exercises with a respirator to strengthen my lungs.

At 11 p.m. they put splints on my hands and feet, so they don't become deformed

(I look like a robot) and it's uncomfortable. As you can see, I lead a very busy life,

and I dedicate the weekends to myself, on Saturdays I go to a private physio for

two hours to get massages on my back, lumbar, neck, etc. and the shopping, go-

ing to the bar, etc. (Patricia, 10 years with classic LIS and five with incomplete

LIS).

As Kleinman (2006: 6) points out: “We employ a variety of strategies to deal with the

profound sense of inadequacy and existential fear bred by the limits of our control”.

In LIS,people lose complete control over their bodies,which results in loss of control

over their lives. Staying active and busy working for recovery, as Patricia does, is an

attempt to regain some control over her live and fate in a pragmaticwaywhen facing

misfortune and uncertainty. It is also a way to show value, power, personhood, and
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social identity (Whyte 1997). Indeed, her daily hard work is perceived as such, daily

work like ordinary people, leading also “a very busy life”. Proof of that is when she

says: “and I dedicate the weekends to myself”. Paradoxically, the constant work she

does from Monday to Friday for her recovery is not conceptualized as dedicated to

herself, that is, she clearly differentiates between work (working toward recovery)

and free time for herself (for leisure activities).

Full recovery: “The power of the will”

There was no case of full recovery among our participants, although George, whom

we met earlier, comes the closest: he was given two months to live and, against all

odds, improved significantly over the years. He explains that he started by moving

his toe several months after the stroke and now, 19 years later, leads an autonomous

life, saying: “I lead a more or less ‘normal’ life”. He can walk and talk, take care of

himself and perform basic daily activities such as washing, dressing, cooking, eat-

ing, etc. He goes out and about by himself, shopping, going to the gym daily, meet-

ing friends, etc. He uses a wheelchair and crutches when needed, since he still has

balance problems, and complains that he does not “speak well” yet, and that some

people have problems understanding him or refuse to talk to him.

Asalreadymentioned, full recovery fromLIS is very rare (Bernat 2020;McCusker

et al. 1982; Hocker andWijdicks 2015). A case that caughtmy attention, and perhaps

triggered this chapter, is that of a British woman called Kate Allatt who recovered

completely from LIS of vascular origin, and wrote an autobiography entitled Run-

ning Free: Breaking Out from Locked-In Syndrome (Allatt and Stokes 2011). In 2017, Kate

was interviewed on a morning television show (Good Morning Britain)4 and talked

about “her incredibly recovery” (as it was presented on the show). When the jour-

nalist asked: “How do you physically manage to go from that state to actually being

able to walk out of the hospital?”, she responded:

You know, I’m really glad you asked me that because I didn’t know about neuro-

plasticity […] I just knew I had the will to be home with my kids. (Kate Allatt, BBC

Good Morning Britain, 08/02/2017)

Kate’s spontaneous response is striking and informative. Her will to be home with

her kids, thoughnot a guarantee of recovery, iswhatmotivatedorhelpedher towork

toward recovery. When losing total control over their bodies and lives, people with

LISpoint to themost important things in their lives. Inher book,Kate also lists other

4 BBC, Good Morning Britain, 08/02/2017, Woman With Locked-in Syndrome Talks About Her

Incredible Recovery: https://www.youtube.com/watch?v=F8pNAbmwIfA
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factors she believes contributed to beating LIS: her fitness, support from her fam-

ily and friends, her will, disciplined therapy, setting goals, among others (Allatt and

Stokes 2011: 209). On the TV show, as Kate described her will to be home with her

children, her doctor (who was also on the show), interrupted her to say that full re-

covery is extremely rare in cases of LIS, and that the medical profession is learning

a lot from Kate’s case. He reinforced the power of the willmessage by saying:

We are learning that, we are talking about neuroplasticity here, the ability of the

will to relentlessly pursue getting the voluntary movements back is often down

to the patient, and you [looking at the patient] would determine to recover. (Kate

Allatt’s neurologist, BBC Good Morning Britain, 08/02/2017)

Can willpower beat clinical uncertainty and a poor prognosis? It is risky and dan-

gerous to correlate such things, not only because it might not be true or feasible,

but because it puts blame on those who cannot make it, as if their will is weaker.

Although the doctor repeated several times that recovery is extremely rare, themes-

sage of the power of thewill was served and reinforced.Nor is this exclusive toKate’s

case. Patricia also speaks of the power of the mind for healing.

Such stories are usually presented in the media, either on official channels and

programmesor throughpersonal socialmedia, as inspirational: “If she could,others

can”, or “If I could, you can”. In the case of Kate Allatt, the BBC programme presents

her as an extraordinary woman with an extraordinary recovery, who beat LIS and

its poor prognosis by the power of will. In the case of Patricia, through her Facebook

account, she portrays her perseverance, hard work, and power of the mind, and is

admired by her followers: “Those who knowme say I am an example to follow”, she

says.

In the social presentation of persons with disabilities in the media (TV, press,

magazines, blogs, etc.) it is common to find extraordinary examples of persons

who are presented as heroes that beat, endure, and cope with physical constraints

and functional disabilities, following the supercripmodel or stereotype of disability.

Those extraordinary examples might be inspirational for some, but may also be

a source of frustration and feelings of failure for others who, despite their own

will and hard work, could not recover. As with many other chronic conditions,

and the paradigmatic example of cancer, the cultural discourse values a fighting

attitude, maintaining the hope and positivity associated with getting better (Good

et al. 1990; Lupton 1994; Saillant 1990). This notion of willpower or mind power for

healing is a social and cultural discourse embedded in a neoliberal context, in which

sick persons must do their best to recover and become productive again (Hay 2010;

Masana 2011; Parsons 1991). In both themedical and the social spheres, the restitution

narrative (Frank 1995) is promoted as the preferred cultural option. However, people

with LISmight have no option to recover,whether partially or completely. Frank has
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previously noted that the restitution narrative no longer works for certain chronic

illnesses (Frank 1995). And, I add, it is much less applicable for severe disabilities

with an uncertain prognosis like LIS. Precisely for this reason, the culturally, so-

cially, and medically promoted discourses of hard work and willpower to recover

from LIS are nothing more than a fallacy that adds moral suffering to people with

LIS.

Final considerations

As we have seen, the certain uncertainty of LIS recovery works as follows: even with-

out proper knowledge and a guarantee of recovery, some individuals choose towork

hard and tirelessly to recover (without knowing to what extent), while others do

not. The reasons are varied: their personal and health situation, professional help,

resources, family support, living circumstances, financial situation, etc. Therefore,

each case must be analysed individually; there is no common rule, despite a dom-

inant cultural and medical discourse that promotes fighting to recover, or at least

to improve the health condition. Fighting for recovery is, in a way, fighting uncer-

tainty, fighting the odds, fighting doctors’ knowledge: “Sometimes I felt like my re-

covery was one continual fight: me against the medical profession”, Kate writes in

her memoir (Allatt and Stokes 2011: 150). It is an attempt to prove to oneself or to

others that one was right and others were wrong: “I want to prove wrong the per-

sons who have written me off!” (Allatt and Stokes 2011: 108). In other words, it is to

regain some control over their bodies and lives that have been, altered, shattered,

disrupted by LIS. However, those victory narratives can be and are only written af-

terwards if recovery was successful.

Seeing the lack, or misleading nature, of information on recovery that patients

and families receive, recommendations for good professional practice could include

advisinghealth professionals to carefully considerwhat information they sharewith

their patients about the possibility of recovery: sustaining hope for recovery, not

giving too much hope, or none at all. They should also be extremely careful when

disclosing, or not, other patients’ partial or full recovery. To my knowledge, and ac-

cording to the data, most patients and families are not aware that full recovery is

an option. In fact, what people with LIS (and their relatives) are told about recovery

is crucial and has to do with ethical medical practice (caring for and sharing infor-

mation with patients) and with the issue of decision-making for both profession-

als and patients (Bernat 2020). How can patients and their families take decisions

concerning their care and future lives if they are not aware of their possibilities or

probabilities of recovery?

Aswithmany chronic conditions,LIS cannot be cured,andmost personswill not

recover. In pursuing recovery, we could say that some do not abandon hope: hope to
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gain access to the kingdom of the well (Sontag 1977), hope toward restoring their life

before the illness (Frank 1995). Curiously, their narratives are centred on recovery

and not on the notion of hope, as I had initially thought. This does not mean that

they are hopeless.On the contrary, they keep hoping, but do not express it in a direct

way.Paradoxically, this desire or expectation to recover, thatwouldfit the restitution

narrative model, does not always work, as it does with many chronic conditions,

“because it sets up expectations that are unlikely to be met” (Garret 2001: 100): the

restitution narrative is for acute conditions, not for chronic ones. Therefore, with

chronic LIS, as with other chronic conditions, hope for recovery could be considered

a “false hope” (Garret 2001) and it resembles what Mattingly finds:

[…] cultivating a hopeful stance is paradoxical; it involves an ongoing conversation

with embittered despair. To hope is to be reminded of what is not and whatmight

never be. (Mattingly 2010: 3)

For people with LIS, if certain uncertainty is sustained, hope for recovery remains a

possibility, however faint. Indeed, certainty would crash hope and all possibility.
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13 Figurations of Feasting on Fermented Food

in Four Remote Regions of Switzerland

With Hope, for Health, at Home

Elisabeth Hsu

Preamble

In the opening scene to his monograph The Pasteurization of France, Bruno Latour

(1988) presents us with the military “genius” of the Russian general Kutuzov who

won the battle in Tarutino over the Grande Armée led by Napoleon in 1812 (ibid.: 3).

In other words, a military metaphor underlay medical success in the 19th century,

and the military target of combating microbes quickly became the predominant

metaphor for the biomedical control of acute infectious disease. The 21st century,

by contrast, is riddled by chronic conditions (Manderson and Smith-Morris 2010;

Fainzang andHaxaire 2011; Nissen and Risør 2018), to the effect that differentiating

between infectious and non-infectious disease has become obsolete, both in the

northern and southern hemisphere (Whyte 2012; 2014). Chronic conditions require

care (Mol 2008), not necessarily self-medication (Fainzang 2017), but social care,

which paradoxically is delivered increasingly through technological devices (Pols

2014).

So,germtheory advocated the combat ofmicrobes inorder tounspecifically pre-

vent and specifically treat acute infections. Yet current health care is encumbered by

chronic conditions.This requires a rethinking of medical principles. As research on

the microbiome has shown (e.g. Hendy et al. 2021), fermented food has long been

recognised as tasty and nutritious (due to a co-evolution of the human gut and spe-

cific microbes in its host’s habitat). Furthermore, as will be argued here, fermented

food is often psychotropic and modulates affect as well as atmosphere.This means

it can be affectively uplifting,making people “feel lighter” (Hsu 2012), which is a “so-

matic mode of attention” (Csordas 1993) that can result in dispositions experienced

as health-enhancing. To be sure, no claim is made here that feasting on fermented

food is the one and only universal formula for treating and preventing 21st century

chronic conditions. Rather, we merely can hope to preliminarily explore which fea-
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tures of the sociality that feasting on fermented food generates are experienced as

health-enhancing by the people who do so.

InHendyet al. (2021), someauthors foreground the interlockingof temporalities

as essential to fermentation, others point out themultiplematerialities that need to

be mutually attuned to effect place making. In both cases microbial cultivation is

known to be fraught with uncertainties as is any artistic co-creation. Uncertainty is

in the case of fermentation generally experienced less as a threat than as a challenge

that invites “trying out”, playfulness and gentle probing. After some general reflec-

tions, we shall focus on those “figurations of fermentation” that can provide care for

chronic conditions as an “art of the hearth”.

Government-instigated health promotion: Initial reflections

In January 2013 Iwas struck to see in one of Lucerne ‘s public busses, a governmental

health promotion that advocated socialising as preventive healthmeasure, advertis-

ingweekly singing in choirs anddancingclasses,all for free.Theadvertwas issuedby

the SwissMinistry ofHealth (BAG)which is staffedmostly bymedical professionals.

I was intrigued to see that they promoted socialising as preventive medicine—not

just any odd socialising but a socialising through rhythms of movement andmusic.

What a sensible healthmeasure against conditions like chronic backpain, I thought,

as they are known to be aggravated through isolation and loneliness (e.g.Honkasalo

2001).

A comparable concern, specifically targeting rural communities,was at the time

aimed at preventing social fragmentation. It was launched not by the Ministry of

Health but by the Bureau of Tourism.Among the communal activities it encouraged

were events of socialising during the four weeks before Christmas in the Adventszeit.

It was those convivial events that were marked by a particular sociality which was

brought about, not least by feasting on fermented food. To be sure, feasting on fer-

mented food was not advertised by the BAG as healthful. On the contrary, exces-

sively snacking and drinking beer, wine and liquors is known to cause health prob-

lems such as overweight. And yet, there are aspects of cultivating and consuming

microbes central to what we shall call “figurations of fermentation” which have a

health-potential for everyone involved,also those suffering fromchronic conditions.

Before examining this claim with circumspection, the term “figuration” needs to be

explained.
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Figurations of fermentation: Some theory

Why speak of “figurations” rather than of “social structures”? The latter describe a

synchronous socio-political order, while Norbert Elias’s (1937) notion of figuration

aims to foreground people’s affective engagement, as instigated through specific

bodily routines. Elias was trail blazing in this regard, being interested in how in-

dividual bodily urges like eating, sleeping, and defecating, and the strong affective

drives that accompany them, became socialised.The notion of “figuration”which he

coinedwould account for trends in historical developments of howpeople’s “psychic

household” changed over several hundred years. While his work has recently been

taken up by medical anthropologists who speak of “transfigurations” (e.g. Mattes

et al. 2020), “fermentation” has not been discussed as an aspect of his figurational

sociology. In fact, it has barely been discussed inmedical anthropology (one notable

exception isDevish 1993), apart fromscience studies on themicrobiome (e.g.Paxson

2013). In contrast to the notion of culture, speaking of “figurations of fermentation”

foregrounds affective processes and the atmospheric, and in so far they also per-

tain to changes in the “body ecologic” (Hsu 1999: 78; 2002). 1 Fermentation is then a

mode of interconnecting with the locality and its specific materialities (inclusive of

microbes), and towards the making of place that can generate feelings of belonging

(Feld and Basso 1996). However, given the many uncertainties inherent to any pro-

cess of fermentation, their outcome is also uncertain. Figurations of fermentation

have thus affinity with “ritual terroirs” (Chau 2021), which are not unchanging, but

always already in the course of being transformed precisely through the ritual prac-

tices that connect them to the locality. In the Adventszeit social relations would be

expected to be experienced, in figurations brought about by feasting on fermented

foods, through a celebration of locality in a jolly and joyful manner.

Medical anthropology has furthermore been affected by the ontological turn

(Henare et al. 2007; Holbraad and Pedersen 2017: 1–29). When investigating “fig-

urations of fermentation”, we shall therefore be particularly attentive to specific

materialities of the locality. In general, feasting on fermented food involves body

techniques and social practices arising from a long-term hands-on engagement

with the locality one inhabits, and hence is bound to reinforce one’s “emplacement”

(Howes 2005) or “empotment” into it (Hsu 2022: chapter 3). Yet, the very processes

that enable emplacement and empotment have also the potential, as Chau (2021)

shows vis-a-vis “ritual terroir”, to completely transform the locality. Relevant for

us here is merely that some of these “doings” ultimately can be health-affirming.

1 The body ecologic, like the body politic, does not have the clearly drawn out boundaries

of the representative classical Greek body (Hsu 1999: 83), but comprehends social practice

in terms of a body moving through space, enskilling into and becoming entangled with an

ecology that it both shapes and is shaped by (see also Laplante 2016).
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Yet the growth and cultivation of microbes that enable fermentation, which is a

regulated process, is always accompanied by a tickle of uncertainty.

The argument: From the militant combat of microbes …

When thinking today aboutmicrobes, Bruno Latour’s (1988) firstmonograph comes

tomind. It was based on his doctoral thesis.Hismethodwas traditional: it was con-

cernedwith semiotics.Yet the results of Latour’s studywere revolutionary: “… [S]oci-

ologists of science think theyare very cleverbecause theyhaveexplainedhygiene [i.e.

the social movement of the hygienists] in terms of class struggle, the infrastructure

and power …”, Latour said, while pointing out that, “the exact sciences elude social

analysis not because they are distant or separated from them, but because they rev-

olutionize the very conception of society and of what it comprises” (ibid.: 38).

“We cannot form society with the social alone. We have to add the action of the

microbes,” Latour continued, “… millions of omnipresent, terribly effective, often

dangerous, and quite invisiblemicrobes” (ibid.: 35 and 38).He reinforced this by say-

ing: “Society can exist, live, and survive only thanks to the constant intervention of

microbes …” (ibid.: 37). In a medical encounter there is not merely patient and prac-

titioner, there is also a tertiumquid participating in this social event.This tertiumquid

is the microbe.

Pasteur’s contribution was a fulcrum: He made the enemy visible (ibid.: 34): It

was the microbe. As Latour (1988: 43, 47, 48) puts it: “The hygienists had been at war

and were fighting on all fronts, …They were everywhere, but were everywhere weak

…The hygiene that took over the doctrine ofmicrobes became stronger and simpler,

more structured.”

Bruno Latour famously claimshow in the 19th century Pasteur’s focus on themi-

crobe notmerely led to the preventivemedical practice of the pasteurisation ofmilk,

but also to the ‘pasteurisation of France’ in so far as the study of microbes was not

only to become central to the natural sciences, but actually transformed the under-

standing in the social sciences of what society was. Accounting for the microbe as

a tertium quid gave rise to an understanding of society as an association. Sociology

should be “not the science of the social, but of associations” (Latour 1988: 40).

… to figurations of fermentation

Biologically, fermentation is … defined as a process of anaerobic digestion

and decay. It differs from combustion in that it involves micro-organisms [e.g.

yeast] whose metabolism does not require oxygen to break down large organic
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molecules into smaller ones [e.g. sugar is metabolized into alcohols and carbon-

dioxide] (Latour 1988: 40; information in square brackets added by author).

However, to understand the role of fermented foods when feasting—with hope, for

health, at home—, Emile Durkheim’s understanding of fermentation may be mo-

re relevant, and his understanding of the “collective effervescence” that feasting on

fermented food and drink causes. Fermentation is here associated with a bubbling

sense of life and effervescence (Durkheim 2015; Hsu 2019).

Like all organic matter that rots, fermented foodstuffs have strong odours and

a distinctive taste that people either like or dislike.The predilection for specific fer-

mented food stuffs is an acquired taste (Bourdieu 1984). Yet, rather than suggesting

that the strengthening of national identity and nationalistic sentimentwere health-

enhancing, Ingold’s (2000: 349–61, chapter 19) concept of skills and enskilment fore-

grounds the hands-on and technical facilitation of fermentation. This frames fer-

mentation as a practice of enskilling oneself into the environment. As Ingold (2000:

197) puts it, agency is found in “rhythm” or in “the successive building up and reso-

lution of tension” (Langer 1953: 126, quoted in Ingold ibid.), “a complex interweaving

of very many concurrent cycles” (ibid.). In summary, rhythm interlaces a network

of interdependent tasks, each with its specific resonances, that are embodied, and

part of a generative field (ibid.: 200). It is not a matter of one adapting to another,

say, people adapting to place. Rather, agency resides in an interdependent rhythmic

entanglement.

By framing fermentation as a culinary art that prepares local food eaten by lo-

cals, people are seen to be enskilling themselves into their “body ecologic” and be-

coming part of its materialities, its taskscapes, its locality-specific spatial rhythms

and resonances. The water quality matters, the inorganic mineral composition of

the soil, the plant and animal species that this locality accordingly attracts, the mi-

crobes and microclimates they produce, the temperatures, the smells and tastes all

matter. Culinary techniques for preparing fermented food differ accordingly in dif-

ferent places, and resist standardisation. To be sure, this attentiveness to locality-

specific natural and ritual terroir applies also to the body politic of locally-produced

fermented foods,which in the pastwas notmerely locality-fixated.Rather, precisely

due to their local specificities the locality became enmeshed with trade connecting

into the wider world.

So, the genius of the [male] military strategist at the apex of a hierarchical

body politic is no longer in the limelight. Rather, interdependent rhythms and

resonances, finely interlaced, secure well-being. Chronic conditions become man-

ageable, less through boundary control and the will to exterminate all microbes but

more through the recognition that long-term care for the other, involves an inter-
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corporeal sharing, which in the case of fermentation would be in accord with an

artful regulation of the proliferation of some local microbial populations.

Figurations of fermentation

In what follows, four vignettes are presented that relate the lived experience of how

people participated in different processes of producing and consuming fermented

foods in remoteparts ofSwitzerland.Asarguedhere, they thereby“empotted” them-

selves into a locality in ways that are conducive to health. The notion of empotment

(Hsu 2022: chapter 3) elaborates on that of emplotment (Mattingly 1998; 2010) in so

far as both put single measures of treatment in wider perspective, through narra-

tion and/or negotiations over the texturing of the surrounding spaces: empotment

highlights person-to-place interdependency.The focus is on “cultivation”, both self-

cultivation and the cultivation of the bacteria enabling fermentation processes.

The following ethnographic vignettes reflect on my visits of my Aussteiger (non-

careerist) friends who settled in different language-speaking communities in rural,

if not remote parts of Switzerland (remote in so far as theywere outside the reach of

the national railway, the Schweizerische Bundesbahn, SBB, but they could be accessed

by the Postauto or local trains, and, of course, the private car). These vignettes re-

port on chance encounters, and they should not be read as resulting from a carefully

designed research project. Hence, they will not be subject to a strict comparativist

analysis.Thequestionwe examine iswhat is specific about the diverseways inwhich

culinary techniques that facilitate fermentation create socialities that have salubri-

ous potential.

Admittedly, the methods underlying this research are unusual, but they are in

keeping with other anthropological fieldwork. In their introduction to Search after

method, Laplante, Gandsman and Scobie (2020) call into question the usefulness of

“method” for anthropological fieldwork and, instead, advocate “ways of doing an-

thropology as an improvisatory joining in with normative processes” (ibid.: 4).

So, the fourvignettes arebasedonfindingsderived fromaprofessionally learned

attitude of being ethical and reflective as anthropologist, and they are alsomethod-

ological insofar as these encounters have been submitted to criteria of ethnographic

rigour.They are personal reflections on the question of whatmakes some of the fig-

urations of fermentation so distinctive. What kinds of health-enhancing potential

is contained in these recently revived, yet partially age-old practices? If they do cel-

ebrate the local body ecologic and, as we will see below, an egalitarian body politic,

are theymore of a problem than awelcome addition to the hierarchically structured

health regimes of modern nation states?

The first vignette is from the Italian-speaking canton Ticino in southern

Switzerland. It requires the reader to infer from the photos of material culture
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the forms of social relatedness that shaped the production and consumption of

fermented foods. The two following vignettes are about an initiative launched by a

semi-governmental agency to revitalise the rural parts of French- and Romansch-

speaking Switzerland by [re-]introducing Adventssingen. Finally, the fourth vignette

from the German-speaking canton of Appenzell presents an encounter where no

fermented foods were eaten.

1. Wine and cheese from cool caves in the Ticino

My attention was for the first time drawn to fermentation as a process that strad-

dles the interface of “nature and culture,” while looking at the black and white pho-

tographs selected for publication on “peasant art and architecture” in Grotti, Splüi,

Cantine by Ralph Hut and Thomas Burla (1995). This publication was made possible

only after the authors roamed for many years the steep mountain slopes that were

covered by chestnut forests and interspersed with small meadows, some terraced,

testifying to intense agricultural activity in thepast.Thephotographers spenthours,

if not occasionally an entire day, together or on their own, in front of an object, just

to get the “right light”.

Looking with one of the authors at these photos of now deserted cellars and

caves triggered conversation about how, in the 19th century, wine and cheese would

be enjoyed on Sunday after mass when villagers would migrate from the church to

the outskirts of the village and congregate by the grotto. If a party became partic-

ularly jolly, they would start dancing. The granite dance platforms, stone benches

and tables were providing a sadly silent testimony of this today.These festival plat-

forms occupied, at the margins of often completely deserted villages now, a liminal

space between the village and the forest. Their architectural structures reinforced

this sense of liminality by artfully complementing the natural rock formation with

stonemasonry.This secured the “culturally”-monitored “natural” conditions for the

fermentation process. In these cool, dark, and hidden spaces of the grotto constancy

was cultivated, a constancy of a certain humidity and temperature that fosters life,

namely, the many generations of bacterial lives that must be maintained through-

outmany years tomature both cheese andwine.These processes weremonitored in

subtleways.They involved, in particular,body techniques effectingultimately Ticino

farmers’ enskilment into their environment. For measuring the right temperature

and humidity, for instance, no thermometer and no hydrographwas necessary. Ob-

servation of qualitative indicators sufficed—a certain spider species for instance, or

rather, its traces, the much-welcomed spider webs at the entrance of a grotto—as

an old man had revealed in a conversation with one of the photographers in broken

Italian. Given their psychotropic and nurturing effects, these carefully monitored

slowly fermenting products from the cool spaces of the grotto no doubt generated

social heat in affectively intense transitional moments on the village’s periphery.
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This village-wide sociality of feasting on fermented foods when celebrating lim-

inality, has now been discontinued. Yet the architectural remains testify to a figura-

tion of fermentation of a once densely populated valley that thrived on people cul-

tivating bacteria in the dark, yet due to decay, fecund spaces between granite rock

and artful masonry.

2. “La goutte” dans le Petit-Val: The dew-drop that effects social heat

More than fifteen years later, in 2010, I was to experience such village-wide social

heat that fermented food can generate. On the French-speaking borders in the

region of the Jura, Paul, who after graduation in biology became a non-careerist,

fetched me at the federal train station a fifteen-minute car drive away from the

remote village in which he had built up an ecological mushroom farm but that, a

decade later, he decided to sell for the sake of pursuing his interest in biology which

led to a career, after all, in Basel’s Life Science industrial complex. As he parked the

car in front of his neighbour’s house, he said: “Today, we are not cooking, you’ll have

to feed yourself on snacks”. Little did I know that the “snacking” would consist of

a feasting on fermented foods. We entered a large, old, stone built Jurassian farm

house through a dark, narrow corridor that led us past the front room, i.e., the old

living room, and the kitchen, and that opened into a large new dining room. About

twenty people—men, women, adolescents, and few children—were busily chatting

and laughing, drinking, and eating.The hostess had baked fresh white breads, one

sweet, the other salty.This fermented staple was offered together with curedmeats:

this year’s juicy jambon, two different kinds of lard, and then the fumigated jambon

from a previous year, a true delicacy. Once the white breads were eaten, black bread

was offered, and fresh fruits, then Christmas cookies. I had accepted a cup of hot

and spicy tea, made of fermented leaf, from the hostess, but soon switched to the

Schnaps that the host was offering, unaware that most guests had the courtesy to

decline his servings; they left shortly before nine o’clock but, hours later, I found

myself among a group of die-hards still sitting on the sofa.

Onebottle after theotherwasbroughtoutof the cellar.Thehost’s fatherhadbeen

the only one in the village who had had a license to burn Schnaps; the villagers today

all had to go to a distillery in a neighbouring village. We had started with plumes,

then came the poires, the apricots, the quinces, the pommes and the damassines. These

gouttes were de vraie bio (real organic-produce)—no one went through the trouble to

spray the orchards with pesticides as they were considered “too unproductive”.

Unlike fermented beers, these distilled drinks thatweremade of fermented pro-

duce from the orchard, had a high alcohol content,well of over 50 percent, as the old

Jämyhadonce impressed onme (see photo inBrahier 1988: 45).Here in the Petit-Val,

in which there was not even a church, villagers had their own ways of doing things,

even if it went against “the laws made in Bern”.
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Itmust have been pastmid-nightwhen the host opened a particularly cherished

bottle, and offered us a prohibited drink, a liquor made from the potato! As the

potato was the main staple, its distillation had been prohibited by law at least since

the two world wars, and the prohibition has not been lifted since. The host praised

its refined taste: “It has a fineness that cannot be obtained from fruits”.

While up to 1988 the municipality (then numbering 114 residents in total) was

still predominantly inhabited by agriculturalists (15 houses out of 36 inhabited ones)

and, generally speaking,milk production had steadily increased in the previous fifty

years (Brahier 1988: 61), only two farmers were still in the village in 2010 (and six in

the municipality as whole).2 Switzerland has a policy of paying farmers at highly

subsidised rates (a policy that would instantly stop with its becoming part of in the

EU). Some consider this policy to reflect environmentalist considerations, and they

support it, emphasizing the role of the 21st century farmer as “landscape gardener”

(rather than as agricultural producer), others sigh about the conservatism of the

Swiss farmer’s union, interested only in getting ever more subsidies.

So, how exactly was the gouttemade? Paul took me to the owner of a large old-

style Jurassian farmhouse that one entered througha largehangar-like space. In this

one space were shoe racks and pots of geraniums, bicycles, and skis, and a newly

installed 5000 litre tank for storing hot water (from the solar panels on the roof). It

was in this un-heated liminal zone between the freezing cold outside and the lived-

in parts of the house that fermentation happened.We were shown several blue and

grey plastic tons and half a dozen of very large balloon-shaped jars, and these fifty-

litre bottles were filled with a transparent liquid.

Out of a one-hundred-litre blue plastic ton filled with damsons that were

chopped up and stirred from time to time, to make sure the yeast was well dis-

tributed, people expected to distil 6–7 litres. It was local yeast that grew on the

fruits, I learned later, no industrial yeast would be added. The fermentation of the

damsons took perhaps six weeks at the relatively low temperatures of the Petit-Val.

Then its container was closed to make the milieu in it completely anaerobic, before

taking it to the distillery.

“Try some gentiane!” Our neighbour who had been showing us around his

premises now uncorked one of the balloon-shaped bottles. Gentianea lutea is on the

list of endangered species in Switzerland, but since it was a weed on the Jurassic

2 Most of the ca 90 villagers living in about 30 households were in employment in a nearby

township, many had immigrated from other places, mostly from German-speaking cantons,

but also from France (Bretagne), Germany, Turkey, Italy, and elsewhere. The foreign nation-

als constituted about one fifth of the current residents, not much different from the Swiss

national average. One of the main employers of the commuters was the hospital in the

nearby township.
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meadows up there on the hill, he had obtained special permission from the munic-

ipality to dig them out. Three hundred-litre-tons could be filled by the washed and

chopped root materials dug out in an afternoon; but each ton resulted in merely

one litre of this most cherished liquor. Gentiane had a special taste, he said; it was

very bitter, like a medicine. In fact, it was a medicine!, used both as a therapeutic

and preventive home remedy.3

That evening,wewent to a fenêtre (window) of a bungalowat the far endof the vil-

lage. It was a newly invented tradition that each villager decorated awindowof their

house and light it for the first time on the day of hosting the villagers, and thereafter

daily up to Christmas. It was a recent government initiative for revitalising remote

areas.The window today showed a snowman amid nicely arranged pine twigs, and

it showed the date, 6th December; the window on the following day showed a fairy-

tale snow landscape made of fluffy cottons, through which cursed a small electric

train; yet another one showed a sun set on a palm beach in the Indian ocean. Each

window was different and distinctive.

Paul, his partner Regula and Iwere the first.The hosts were a recently remarried

couple fromGerman-speaking Switzerland; he had been a widower, she a divorcee.

They hosted us in their garage; a dozen of white plastic chairs was arranged around

a gas lamp and a plastic Christmas tree. “It cost only 15 francs in Aldi’s” (ca 12 Euros),

the hostess chided. Food was neatly arranged on a table, ranging from canapés and

biscuits to nuts, mandarins and pralines, all from Aldi’s, and a home-made cake. A

large thermos flask provided hot tea, and since our hosts had heard about the jolly

drinking party the night before, they soon started offering a newly bought bottle of

Kirsch (cherry liquor) to thosewho took coffee.The guests were fewer in number this

evening; some were familiar faces, others new. Gradually the garage filled with the

chatter of conversation, allowing us an hour later to slip away unnoticed.

The following evening the house next door was host, it had snowed overnight,

and temperatures had plummeted tominus fifteen degrees Celsius.Meanwhile, the

feting house was brimming with vitality, hot and loud, with hordes of children and

many new faces. Sweet hot punchwas served, home-made bread and an oven-warm

quiche.Thecomplex flavours that the culinary art of fermentationproduceswerewell

on course of being side-lined by a predilection for sugar. Home-made Christmas

cookies followed, and other sweets, after we had already left, as we stayed for a little

less than an hour.

When Paul and I thereafter sat at the kitchen table of his house, Imarvelled over

the explosion of social heat in this village which otherwise looked rather quiet. We

were nibbling on a dark bread and a hard cheese and shared a bottle of red wine.

Evidently, thesewere fermented foods too, but ordinary ones of the everyday, rather

than the high quality, freshly prepared fermented food offered when feasting. Red

3 Today, there is a shop in his house that sells precisely such liquors: https://gagygnole.ch/
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wine andbread are also themeal of the sacred communion, I thought in this context;

in this respectChristian faith accommodates to themodestmeansof the commoner.

Until late that evening Paul and I talked about village life, inclusive of problemswith

neighbours and land disputes.

Nevertheless, when in the following year, as I visited Paul shortly after Christ-

mas and inquired about the feting, he remarked that the atmosphere in the village

had changed. Disputes over ridiculous issues had divided it. Only six families had

madea fenêtreandhosted villagers in theperiodbeforeChristmas. Itwas an invented

tradition anyway, Paul added. 2010 had been the first year they ever practised it.

This vignette highlights that a psycho-tropically-enforced social heat is an im-

portant aspect of figurations of fermentation.Notably, the affective states of height-

ened gaiety often had a rebellious tinge, celebrating autonomy in a remote locality.

The fermented food thatwas home-madewas considered particularly tasty, and also

healthy,while the humanwarmth andhumorous banter around the hearthwas both

relaxing and uplifting.

3. Nus colliains (we hold together)—Engadin mobil

It was in the week before Christmas in 2011 that the long-awaited snow finally fell.

Twenty centimetres of snow had fallen at night and another twenty throughout the

day. Yet, rather than enveloping the village in silence, as new snow typically does,

a frenzy of activity reverberated in it as the loud motors of Lazzarini trucks with

frighteningly huge wheels, the height of an adult, pushed the snow around. “War

on snow”, I commented, as Miranda met me at the local train station of the RhB

(Rhätische Bahn). Indeed, on that very day a woman had been killed by one such

truck in the administrative centre of the region, she said as we were walking to her

house at the upper end of the village.

Her three children were waiting for us in the hall of their three-storey high re-

furbished traditional stone house, ready to go to the Adventssingen. They knew me

from the year before, and I invited myself for the day it happened this year. “It is

an invented tradition,” Miranda warned me on the phone. The woman in the vil-

lage who had overseen tourism had initiated the Adventssingen some ten years ago.

This woman had retired this year, and now the tourist bureau in the nearby town-

ship arranged these village events. So, rather than singing every evening in front of

a different house that lit a “window”, as the villagers did last year, only three gather-

ings had been scheduled for this year.The third one, which I attended, was coupled

with the apparently first Christmasmarket the village ever held.Thiswas a “German

thing” I was told, overriding in an era of global commercialism themore traditional

figurations of celebrating the Adventszeit.

When we reached the village square, it was snowing again. Enclosed by several-

storey high, large traditional stone houses, the square looked rather picturesque,
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even if one couldnot see from there, as otherwise, the nearby alpine peaks.The“win-

dow” in front of which we gathered to sing was a rather plain front door. It was dec-

orated with light bulbs shining through small colourful felt lamp shades.The host-

ess was embarrassed not to have gone intomore trouble.On the outside of the door,

along thewindow’s bottomedge, shehadfixed several bunches of red rowanberries.

I noted thiswith delight. “They get eaten by crows”, the hostess replied, andMiranda

agreed.Then, aman chipped in saying it had been a heathen custom tomake use of

them; the church claimed they were poisonous, which they were not. Another vil-

lager spontaneously said the same on a later occasion.The mighty church was pre-

sented as the supra-regional institution that cheated the locals who however saw

throughherpowergame,and resistedher incursions,by continuing topractise their

local custom. I noted here a comparable spirit of resistance to the one encountered

in the Petit-Val.

In the meantime, a group of people had gathered in front of the inconspicu-

ous house door, whom the hostess each gave a song booklet. We were about fifteen

women, some toddlers, a very quiet couple that was not from the village (tourists

perhaps?) and onemiddle agedman.Miranda’s eleven-year-old daughter stoodnext

to her but did not sing as she had a sore throat. The first song, no. 5, sounded a bit

hesitant. We then sang no. 1, then nos. 10 and 11; they were all in Romansch. Then,

suddenly, as the one man in the group was joined by another one, they initiated a

song forwhich the booklet had only text. “Oh no”, I heardMiranda saying, “there are

no scores.”No one cared.The twomen then initiated the singing of another song for

which the booklet had only text and no scores, and again, they were heartily joined

by the others, who evidently knew it well. Life had come into the group! Yet in this

moment the hostess decided to collect all booklets and within less than fifteenmin-

utes the singing was over. I was a bit disappointed. Not only had we not sung every

refrain of the songs, but the singers had also not been offered any fermented drinks,

and the plastic cup of mulled wine on offer cost as much four Swiss francs.

There were now about fifty people on the square, and in the following hour it

filled up even more. Some villagers had put some old furniture on sale, others had

brought food, one made Belgian gauffres over a little camping gas fire, the other

served barley soup out of the thermos flasc. “It is typical for this locality”, Miranda

said, “they do not buy food off each other but each family eats their own”.The prices

were forbidding, also for the foreigner. Village folklore was evidently on its way to

being commercialised, and the ambiguous complexity in taste that fermented food

and drink often has, was replaced with either sweet dishes or salty drinks, and vice-

versa.

Ten years ago, Miranda explained, when the singing was first introduced, vil-

lagers had apparently not knownhow to handle it.They had outdone each other, and

apparently, before long, toomuch of the curedmeat and liquor had been consumed
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beforeChristmas.So, themunicipality recommended thatpeople only gather to sing

in front of a “window”, and no one was obliged to host the singers inside the house.

On my visit a year earlier, it was a delight to see that neighbours, i.e., the Ger-

man-speaking Zuzüger (settlers) and the Romansch-speaking locals, were commit-

ted to singing together.They sung a variety of tunes out of the song booklet for some

good twenty minutes, before gladly accepting the hot fruit tea Miranda had pre-

pared, to which her husband added, for those who so desired, a drop of liquor. To be

sure, it was not the best vintage out of the cellar, as I had been offered in the Petit-

Val, but a rather bad brandy, as he told me later, a business gift he had received and

could not otherwise get rid of. Since it was absolutely freezing cold, around minus

twenty degrees Celsius, its warming qualities were very much valued and trumped

over its awful taste.Theentire eventwasoverwithin the timeof anhour.Teacupsand

song booklets were packed into the house and the children put to bed (or rather, in

front of the TV,with their promise to go to bed an hour later), while the parents and

myself jumped into their car to get to an experimental theatre musical—Roti Roesli

(little red roses)—in the neighbouring village.

“The first time I came across this practice”, Miranda explained, “was in Mexico.

I used to stay in a convent, gathering strength—and restoring my health—before

returning to thefield.Throughout themonthofDecemberup toChristmas, thenuns

sang every evening in front of a different door. It is a catholic tradition, really, but

in the villages of theUnterengadin, except for Tarasp,which is already very Austrian

and catholic, we are reformist”.Miranda also pointed out that there had been a very

old, presumably heathen tradition of singing on three evenings before New Year,

rather than before Christmas, undertaken by adolescent girls and boys (Claglüna

2001: 44, “Sitten und Bräuche”).

The village history also spoke of the villagers’ spirit of resistance: “Wie sich die

Ardezer Bauern 1918 einem sinnlosen Diktat aus Bern zur Wehr setzten” (ibid.:

29–34). Some courageous villagers had joined forces against the irrational impera-

tives fromBern (the federation’s capital) and Chur (the canton’s capital) to slaughter

their cattle that had contracted foot andmouth disease.These village heroes deserve

to be named, says the chronicler: “Claglüna, Fimian, Fratschül, Huder, Mengiardi,

Marugg, Schucan and Vonzun”, and gives their names in bold in the local history

text, such that they spring to the eye of any casual reader.

In this context,Heiri Felix came tomymind,a now retired railway builderwhom

I had met the year before over several beers in one of the Engadiner cellars, as he

too had resisted “those in Chur”. He had refused to introduce audit culture into his

group of workers. As supervisor of some twenty railway workers, he was expected

to write a report on the performance of each of them, along a scale from one to six.

When he gave them all the best possiblemark, his superiors were puzzled and asked

him to revise the report. “We are all equal when we work together”, Heiri retorted.

Only forhimself hegaveanothermark, the lowestpossibleone.“Why?”,his superiors
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queried. “Were they really no longer aware of the code of honour that was part of the

culture among honourable men [in this place]?” Heiri retorted. The egalitarianism

of fellowship engendered self-respect.

By singing together—in an egalitarian manner—in front of a window enjoying

each other’s company and making new acquaintances, the relations between the

GermanandRomansch-speaking,Zuzüger and local inhabitantswere strengthened.

It was expected to facilitate the “empotting” of new and old villagers into their lo-

cality.However, in this village commercialised considerations reminiscent of a Ger-

man Weihnachtsmarkt were on the verge of generating sociality primarily through

the circulation of money in the public sphere. However folkloristic the Tourist Bu-

reau’s recent initiative may have been meant to be, it worked in this village towards

a commercialisation of social relations, and a monetised form of relatedness, and

discouraged the sociality ofAdventssingen,which initially had involved the serving of

the delicacies resulting from a fine-tuned cultivation of local microbes.

4. A baked cake in place of a braided white bread

It was in the morning of Swiss National Day (1st August) in 2012 that I arranged to

meet Rebecca and her husband on my way to a family reunion in the canton of Ap-

penzell. I had inherited some twenty-five years earlier frommygrandmother a loom

that her neighbours held in custody but given that they themselves had reached re-

tirement age and had sold both the house and the land of their farm the year before,

space had become scarce. Our conversation centred on a deeply felt attachment to

the locality, but fermented food was not offered on this occasion.

I had arrived an hour earlier than expected due to fabulous connections of the

local train that had helped transform a once remote place into a suburban area. As

Rebecca opened the house door, a waft of a fresh bakery greeted me, which she of-

fered together with an entirely unexpected wave of human warmth. I was sat with

my hosts into the cosy Stube and made to enjoy the oven-fresh Gleichschwer (cake

made of equally weighted ingredients), and the coffee, which came with a gutsch

Schnaps (a drop of liquor). My hosts were ever so grateful to a close relative of mine

who had helped them keep the meadow intact that lay in front of their house. The

previous owner had sold that land to a land developer, a firm that was to transform

the meadow into an apartment block for commuters.

“Can you imagine”, said Rebecca, “we fought the village government for over a

decade!”They had provided support to a neighbour whowent from themunicipal to

the cantonal, and even to thenational level of justice,whenfinally, their legal process

was successful. Thanks to an easement that had been granted to the owner of this

neighbour’s land in the 17th century, they were finally heard at the national level of

justice. However, throughout this time, Rebecca and her husband were outcasts in
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the village. People would avoid their company as they were seen to oppose lucrative

development.

Villagers also tended to take sides with the tenant farmer to whom they had

rented out their farm ten years earlier. Appalled by his way of treating their house,

land, trees, and animals, they felt compelled to send this tenant farmer a termina-

tion of his contract in the very same year his tenancy started. They did so in full

awareness that according to Swiss law the minimal period of a tenancy of any farm

was ten years.After having towatchhow their farmwas being “run into the ground”,

year after year throughout a decade, they wrung themselves through to selling it.

They sold it not to one of the contending villagers, but to the second son of a farmer

from the catholic part of the canton. In their once distinctively reformistmunicipal-

ity, the selling of their farm to a catholic wouldmake anyone to an outcast, and it no

doubt consolidated their outcast position in the village. To be sure, “it was a social

thing,” Rebecca said, “not that religion really mattered that much”.

Interestingly, the study of Christian religion featured more importantly in this

study than anyone living in these regions would admit, and yet its historically given

incursion into these remote regions had important socio-ecological implications. In

the Ticino village the church was situated centrally, and the sociality fuelled by the

wine and cheese from the grotto took place on the outskirts of the village in a joyous

liminality before the exodus to America and the land flight of modernity depopu-

lated the place (Wolf, in Hut and Burla 1995: 5). In the Petit-Val, the church featured

through its absence. Here, where no forebears had built a church, an ethos of au-

tonomy, if not rebelliousness was cultivated. And even in the Unterengadin, where

alongside the catholic, the reformist church was also present, locals maintained an

observable and explicit resistance, as they enacted practices that interlaced heathen

with Catholic ones. Figurations of fermentation which kept these localities recog-

nisably autonomous persisted in these areas not merely for gustatory and nutri-

tional reasons, but also for body political ones, and for how they shaped the ‘affec-

tive household’ of the villagers. Interestingly, it was primarily for affective reasons

that the social practices so central to the body ecological feasting on fermented foods

were discontinued in the Petit-Val and this secluded household.

In this context it occurred to me that it was a special treat to be offered a cake,

instead of, for instance, a slice of Zopf (braided white bread) to a cup of coffee. Nat-

urally, making bread requires time, the time to ferment (zum gaa la; lit. to let it go)

takes half an hour at least, and baking a cake takes about the same time. Yet cakes

are culturally highly valued, presumably because they contain comparatively expen-

sive ingredients. Bread is made of water and flour, white bread additionally of milk

and an egg or two, while cake is made of sugar, butter, eggs, and flour (in the case

of a Gleichschwer cake, all to equal amounts). A loaf of home-baked bread tends to

be offered fresh to large groups of family and friends, but Rebecca and her husband

lived a very quiet life; they had for instance no plans to celebrate National Day.The
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cakewas thus not only a special treat for an honoured guest,withwhomonewished

to speak in quiet conversation, a cake could be preserved for weeks in that charac-

teristicmetal storage box for sweets, inaccessible tomice and other pests.Due to its

precious ingredients, a cakewould not become stale and dry instantly, as doeswhite

bread, but could be eaten slowly, day after day, or it could be served to a future guest,

particularly if injected with a refreshing zest of lemon.

Discussion

By viewing fermentation as a culinary art that involves an enskilment into the

environment, human beings become part of the rhythms of the landscape and its

taskscapes, and the resonances and concurrent cycles that constitute the generative

field of any ecologically vibrant locality. Through engaging in the production and

consumption of fermented food,people cultivate their connectedness to the locality,

socio-politically and ecologically,meaning-wise and substance-wise, epistemologi-

cally and ontologically. Social and medical anthropologists speak of “emplacement”

or “empotment” and consider such identity-forging processes to enhance people’s

sense of self in a way that has the potential to be health-enhancing.

Fermentation as a culinary art is not merely a metaphor but also a process that

ontologically transforms place. Fermentation involves mutually attuned and regu-

lated “doings” to ensure the delicate and easily disturbed connectedness between

the organisms in a specific locality.There is a vulnerability to their associations, and

also an uncertainty aboutwhether theywill flourish.While living organisms are to a

certain extent self-contained and self-interested actors, the “figurations of fermen-

tation” discussed above highlighted the interdependency of human and non-human

“associations” in any locality. As food “stuff” fermented products that are digested

shape andmaintain social relatedness inmaterial ways. Sometimes, forms of social

relatedness can be smelled from the characteristic odours that bodies perspire.The

local strains of bacteria, in combination with the local qualities of the soils, waters

and airs, aswell as the organic produce they sustain, assist human beings enthralled

by their scent, taste and psycho-tropic effects whichwork towardsmodulating their

affective household, to further enskil themselves into the locality and develop local-

ity-specific ways of regulating their growth. Yet however locality-specific the fer-

mented produce may be, its taste often appeals also to the foreign guest, render-

ing the social configurations fermentation gives rise to, to open systems interfacing

with trends beyond the locality.

So, while The Pasteurization of France relied on a standard scientific eradication

method of specific microbes to stop acute infectious disease from spreading in the

19th century, the figurations of fermentation that we discussed above were associ-

ations of indivudual distinctiveness orchestrated into a mutually attuned diversity.
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The body ecological ethos of autonomy and egalitarianism that their cultivation en-

abled seemed to be endangered by the all-pervasive commercialisation of the body

politic intrinsic to 21st century, in theEngadin,while,on the other hand, in thePetit-

Val, precisely the prospects of commerce seemed to secure its future.

Finally, let us relate to fermentation as a culinary art that ensures the continued

cultivation of certainmicrobial species specific to a certain place.Those species ben-

efit fromthe locality-specifichumanart of thehearth.So, through such locality-spe-

cifichumanendeavour toachievehealth, fermentationcultivates theproliferationof

microbes specific to a specific environment. Fermentation as a socio-ecological fig-

uration thus “makes place” by enhancing “interspecies dependence” (Tsing 2012) and

“multi-species entanglement” (Kirksey and Helmreich 2010) and “becoming with”

(Haraway 2008: 44), which dissolves the boundaries between “making and grow-

ing” (Hallam and Ingold 2014). “Living with microbes” and cultivating their habitat

through “the art of the hearth”, promises, in enabling ways, through caring for each

other, to affectively modulate the living with chronic conditions in the 21st century.
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