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To write this book is both something strange and at the same time very 
personal. During the research that led to this book, I often felt like an 
intruder. I rummaged through many feminist archives. I held in my 
hands original sources of women who reported very intimately about 
how they perceived their bodies and how they perceived the scientific and 
political access to this body. I have analysed photos of vaginal self- 
examinations and read many books about the women’s health movement. 
I have spoken with women from marginalised communities whose repro-
ductive self-determination has been questioned by others. I have inter-
viewed female sex workers who are also makers and diy-biologists trying 
to involve more women in the decolonisation of their own bodies. And 
finally, in recent years I have followed, via media and first-person accounts, 
the social backlash in many Western democracies when it comes to the 
issue of abortion.

I have dared to do all this although the experience of my own feminin-
ity, which for more than thirty years of my life, was not based on physical 
being but rather on an innate inarticulate inner experience. Some (trans- 
exclusive) feminists might say that, as a transgender woman, I am not 
qualified to write about female bodies as much as, perhaps, my cis-gender 
female partner would be able to do. Nor, they may say, am I qualified to 
speak about the various forms in which women generate complementary 
scientific knowledge about these bodies that differs epistemically from 
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the knowledge produced within the classic value framework of science 
(Green 2006). Although some might argue that I cannot comprehend 
the full physical experience of being a woman, whether in terms of men-
strual cycles, pregnancy, sexuality, or certain forms of social recognition, 
I find myself on a journey that fundamentally transforms both my private 
identity and my scientific persona. Perhaps, I can understand my partial 
outsider status as a transgender person as an epistemic strategy that helps 
me to better comprehend the connection between epistemic diversity 
and a more conservative understanding of science. I hope to be respectful 
on this journey and to contribute to the way in which the female experi-
ence and body knowledge intertwine to generate a specific epistemologi-
cal position. This epistemological position first emerged in the 1970s and 
has undergone various cycles of transformation since then. It is astonish-
ing to me how deeply experience as practice and reflective theory- building 
in the field of feminist epistemology are connected and what socio- 
historical influence this co-genesis had on the diversified field of the 
women’s movement. Simultaneously, as an insider and outsider, I hope to 
make a small contribution to the expanding corpus of feminist literature 
written from the perspective of the Science and Technology Studies.

Geneve, Switzerland Dana Mahr
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Introduction

Abstract Why is it important to revisit epistemic diversity in science, 
technology, and medicine? In the introduction of this book, the author 
presents her vision for revitalising trust in the institution of science, 
which is based on integrating individual experiential knowledge from 
marginalised social groups into the production of epistemic knowledge. 
Instead of a narrow focus on social representation, the author argues to 
rethink the practical dimensions of scientific knowledge production 
themselves.

Keywords Science and society • Citizen science • Open science • 
Science and democracy

It is winter 2020. I am sitting here in my apartment in Geneva, 
Switzerland. It is the second or even third wave of the SARS-CoV-2 pan-
demic that has hit our city pretty hard, and I am socially isolating myself 
from others. The university where I am employed is closed again and so I 
work from home. In addition to writing articles, planning conferences, 
and almost endless meetings via Zoom, I am informed every day about 

http://crossmark.crossref.org/dialog/?doi=10.1007/978-981-16-3702-5_1&domain=pdf
https://doi.org/10.1007/978-981-16-3702-5_1#DOI
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the relevance of my research project. Hidden within the media livestream 
of “Pandemic-News”, in the British Guardian, the New York Times, and 
the seemingly endless reports of CNN, ABC or the Swiss news channels, 
is a strange undertone encoded. The experiences of women with the pan-
demic of 2020 are very different from those of many (but certainly not 
all) men. There are reports that, in connection with lockdown measures, 
there has been a significant increase in domestic violence against women 
(Bradbury-Jones and Isham 2020). Further, the risk of poverty for women 
(especially of those who are members of minority groups) has increased 
drastically (Yancy 2020), and women’s access to their own bodies is 
becoming more and more restricted in the face of this crisis (Todd-Gher 
and Shah 2020). To put it in a nutshell: the coronavirus might become a 
disaster for feminism in general and the progress of women’s health advo-
cacy in particular (Lewis 2020; Wide 2020; Adams 2020; Hollander and 
Carr 2020).

With many nations under strict stay-at-home orders and several US 
states like Arkansas, Oklahoma, and Texas suspending access to surgical 
abortions during the SARS-CoV-2 crisis, the ongoing cultural war about 
women’s reproductive rights has further been intensified (WHO 2020). 
While conservative Christian groups, so-called “pro-life” advocates and 
conservative politicians evoke in their recent attacks images of abortion 
clinics as infectious hotspots and abortion providers as greedy capitalists 
doing “business as usual” during the pandemic (Paxton 2020), “pro- 
choice” institutions are promoting telemedical counselling and pharma-
ceutical abortions as a new solution for desperate women. US programs 
like “TelAbortion” seek to expand their FDA approved services as fast as 
possible in order to keep up with a rising tide of demand during the lock-
down period. In response to this perceived threat, a Republican senator 
recently introduced a bill “to prohibit chemical abortions performed 
without the presence of healthcare providers” (S. 3252). It seems that the 
next arena of conservative campaigns against Roe vs. Wade (1973) will be 
the virtual sphere. Despite such attacks, in April 2020 alone, TelAbortion 
provided well over 800 consultations in the states where the service oper-
ates, distributing abortion pills and monitoring their use through zoom 
meetings and smartphone apps. For Elizabeth Raymond, a senior medi-
cal associate at Gynuity Health Projects and leader of the program, the 
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coronavirus crisis might be a litmus test for the democratisation of medi-
cal services in the virtual sphere (Belluck 2020). In parallel, TelAbortion 
uses on its website language reminiscent of the feminist activism, evoking 
the imagery of women-led online spaces, accessibility, and privacy 
(TelAbortion 2020) but transferred into a domestic setting. Although 
this form of telemedicine may be a solution for many involuntarily preg-
nant individuals, it also creates new problems. One such problem is con-
nected to the fact that involuntary pregnancy is a reality that intersects, 
for some demographics, with settings of domestic abuse (Braveman 
2010). How, one might ask, can telemedicine work when a huge part of 
one’s problem is actually part of the private sphere?

In times of curfews and stay-at-home orders, such questions are 
shedding light on the challenges for technologically mediated women’s 
health advocacy and medical practice. Neither smartphones nor video 
conferences are able to replace, in situations of domestic abuse, the refuge 
of safe-spaces since they lack a design that integrates the individual 
experience of many women in difficult life situations. This partial 
blindness to women’s experiences by institutional actors concerning 
abortion in 2020 has also revitalised countercultural approaches and 
other participatory practices at the grassroots level. Although far from 
being hostile towards technology, nongovernmental and non-profit 
feminist groups like WIDE+, the Spanish GynePunk Movement, or the 
Hesperian Health Guides (Mahr and Prüll 2018), have established during 
March and April 2020 new infrastructures seeking to blend the 1970s 
practice of “self- help” with feminist online resources (Baxandall and 
Gordon 2020). These resources span from participatory open-source 
information repositories to 3D printable self-help kits for women in 
social isolation.1 At the same time, these resources are incorporated into 
the formation of interpersonal and intercultural support networks, 
pop-up clinics and illegal underground safe spaces that are, for example, 
accessible via the Hesperian smartphone app Safe Abortion, feminist 
WhatsApp groups, or in the analogue form of flyers. In so doing, the 
respective organisers seek to take the experiences and lifeworlds of women 

1 Most prominently is the Mendely group “Gender and COVID-19” initiated by the feminist 
researcher Rosemary Morgan at Johns Hopkins University (Gender and Covid-19 2020).
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and other minority groups during the pandemic seriously. The access to 
both healthcare and (sub-)culture specific spaces such as community 
centres, bars, bookstores, and events has become largely limited during 
the pandemic leaving the vulnerable even more vulnerable (Stern 2020). 
Therefore, the goal of current activism at the boundaries of physical and 
mental health for such demographics has adopted a participatory 
approach that seeks to co-produce knowledge about the impact of 
COVID-19 on women, migrants, and LGBTQIA+ individuals in more 
detail, while seeking to find substitutes or new solutions for their lost 
infrastructures.

This short overview on the health of marginalised social groups during 
the pandemic of 2020 is not only important for a better understanding 
of intersectional vulnerabilities in times of crisis, it also sheds light on 
current trends in the relationship between science and society in general. 
Keywords for this are digitalisation, democratisation, and spatiality (e.g. 
domesticity) and their multi-faceted connections. Along this entangle-
ment, I seek to explore in this book what it means both socially and 
epistemologically to produce scientific knowledge differently in the sec-
ond decade of the twenty-first century. But what do I mean by differently 
and how can this differently done science be related to more classic approaches 
towards science?

In response, some may say: hasn’t it become commonplace during the 
last two decades, that diversity can be of great benefit to science? In June 
2018, for example, the editors of Nature emphasised that a more diverse 
workforce within the “hard sciences” could produce new and unimag-
ined insights. For example, white researchers tend to use Caucasian peo-
ple’s tissue and blood for drug testing and therapies for diverse populations, 
although it is well known that different ethnic groups may have different 
susceptibilities to disease (Nature 2020). But what is the answer or for-
mula for diversity in science? Would it be to implement new recruitment 
strategies that consider diverse biographical, identity, and cultural back-
grounds? This is already being done (Langford-Hall 2016). Or should we 
democratise science more? What more could we want from science than 
open data, open source, open methodology, open peer review, open 
access, open educational resources, and the possibility to partake in 
knowledge production beyond classic scientific institutions (Hecker et al. 
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2018; see Mahr et al. 2018)? Such questions, which resurfaced after many 
of my lectures at the Universities of Geneva, Bielefeld and Lübeck, I often 
answered with a counter-question: What really is the attractiveness of open-
ness and participation, given that the institutional foundations of scientific 
knowledge production, i.e. its value foundations and power structures, remain 
unchanged? Together with my friend and colleague Sascha Dickel, I have 
shown in an article about “citizen science beyond invited participation” 
that most participatory research programs of our days adhere to the clas-
sic distinction between certified experts and non-certified amateurs, and 
even goes as far as to cement it. In the digitalised sphere of many citizen 
science projects, volunteers are assigned the role of data collectors or data 
analysts, whereby data analysis does not incorporate much freedom or 
creativity. However, it is more reminiscent of the geometry games for 
small children, in which differently shaped building blocks have to be 
inserted into a larger mould with holes of prefabricated shapes (Mahr and 
Dickel 2019). New methodological or theoretical knowledge coming 
from outsiders (e.g. the experiential knowledge of marginalised groups 
that are underrepresented in scientific institutions) is very difficult to 
develop and utilise in such a framework. Of course, we cannot all sud-
denly become scientific experts, as the philosopher Harry Collins states 
in one of his more recent popular science books (Collins 2015). But I 
think we can at least demand that the polytonality of our positions and 
experiences be at least represented, heard and taken seriously as a correc-
tive momentum for the proponents of established science. Regardless of 
the varying viewpoints, the problem of a lack of diversity is not only one 
of representation, socio-economic background, or organisation but, so 
the main thesis of this book, epistemic in nature. Nevertheless, current 
democratisation policies seem to be blind to this problem, hence they 
remain epistemically conservative.

The first part of the book is therefore conceptualised as a sociological 
and historical exploration. This inquiry is based on four questions: What 
do I mean when I speak of epistemic conservatism? What are the social and 
philosophical conditions that have led mainstream science to resist the 
diversification of its own foundations? Have groups and individuals 
already existed, which tried to do science differently? If so, how did they 
imagine both form and practice of science and why haven’t they succeeded 

1 Introduction 



6

in their quest for epistemic diversity? Then, within the main chapters of 
the book I explore what I mean by epistemic diversity in more detail. I 
understand epistemic diversity as an institutionalised openness to ways of 
knowledge production that are complementary to classical scientific 
values and methods and that emerge from the needs of affected social 
groups. The first case study uses the example of popular online health 
networks to analyse to what extent the rapid evolution of the digitalisa-
tion of our health behaviour demands a new epistemology of the self; one 
which is based less on narrative creation of meaning but rather one which 
atomises the individual into a stream of (voluntarily donated) data. This 
new epistemology of identity, as I will show, has the character of “Silicon 
Valley Capitalism” and plays with the mistrust in institutions that many 
of us might feel in order to achieve its goal. At the same time, I will also 
show, in the case study, to what extent users of such networks are increas-
ingly developing a form of agency that I call digital resilience, rediscover-
ing an intersectional feminist understanding of body knowledge. The 
second case study focuses on how, in the early twenty-first century, both 
the social and body-related practices and the theories of the women’s 
health movement of the 1970s are being rediscovered in a new form and 
by new actors. Vaginal self-examination and menstrual extraction are not 
only tools for “decolonizing female bodies” (i.e. the reintegration of the 
female perspective in the production of knowledge), but also performative 
practices that seek to expand the limits of what we understand as scientific 
knowledge, in both online health networks and in radical feminist groups 
such as the GynePunks from Barcelona. The third case study explores the 
distinctly locally oriented epistemology of “Thai Baan” research in the 
Mekong Delta. In contrast to the “participatory action research” of the 
1980s and 1990s, whose topics focused on the needs of people in devel-
oping countries often utilising a decidedly Western understanding of 
knowledge, “village research” in Thailand and Myanmar seeks to find its 
own ways. We often assumed that local knowledge is somehow different 
than “proper” scientific knowledge, and that knowledge can only be cred-
ible once it has been verified by professional scientists or “the scientific 
method”. While there are differences between local and scientific knowl-
edge, there are also important similarities and pathways to a fruitful 
interconnection. Like scientific knowledge, local knowledge involves 

 D. Mahr
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empirical methods, gathering information, analysis and interpretation. 
However, local knowledge might be more holistic since it is based on 
wider sets of experience. This kind of knowledge could give us all an 
example of how we could overcome the climate crisis. In the last chapter 
of the book I ask, how science could reinvent itself after what many con-
sider the anti-scientific and anti-diversity backlash of the Trump era. Will 
we as scientists and scholars be able to pave the way for new and integra-
tive forms of production of scientific knowledge, after this experience? 
How can we revitalise the institution of science beyond the some of the 
more problematic legacies of Western epistemology?
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2
Why Is Science the Way It Is Today?

Abstract This chapter asks why, on the one hand, science and technol-
ogy are more successful than ever and permeate all areas of life, but why, 
at the same time, more and more people are losing confidence in science 
and technology. One answer is that both scientific training and populari-
sation have epistemically conservative foundations that correlate with 
naïve empiricism. This results in a situation where the inner complexity 
of scientific knowledge production is obscured. Revisiting epistemic 
diversity, especially the experiential knowledge of emergent concerned 
groups, might hold the key for a new, more inclusive, and participatory 
science for the twenty-first century.

Keywords Epistemic diversity • Epistemic conservatism • Public 
understanding of science • Experiential knowledge

“Good science” is apolitical, free of individual interests, it is objective, it 
reveals disembodied true facts, and of course it is “not interested in your 
feelings” (Shapiro 2019). This image of science is not only represented by 
young and edgy Harvard graduates, who some media call “conservative 
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gladiators” or “cool kid’s philosophers” (Tavernise 2017), but it is still 
also prevalent in public discourse, in parts of the educational system and 
is even perpetuated (probably also believed in) by some professional sci-
entists. But can science without perspective really be good or even be 
possible?

There is no doubt that science and technology have greatly enriched 
humanity over the past two centuries. We can fly around the world, we 
can communicate instantly with other people using telecommunication 
technologies, we have made incredible progress in modern medicine, we 
are exploring the quantum-physical fabric of our reality and we are gain-
ing more and more knowledge about the universe itself. At the same 
time, however, it is equally true that our technology and our science are 
also responsible for the horrors of the atomic bomb, for the increasingly 
rapid change in the planet’s climate, for environmental pollution, oil 
spills, for the profits of both the pharmaceutical industry and the military- 
industrial complex, as well as growing inequities around the globe. “But 
wait a moment”, some may say, “is it not the social, military, or economic 
application of science and technology that causes such problems? 
Scientific knowledge in itself is pure. It is the human factor that makes it 
impure”.

Yet, such a separation of scientific knowledge and its practice is, in my 
opinion, no more than a fig leaf. Scientific knowledge cannot be consid-
ered separately from the social conditions of its production. It is both 
socially and historically determined. Our ideas about what objectivity is 
and where we find it, for example, are subject to temporal factors, as his-
torian Lorraine Daston and sociologist Peter Galison have pointed out in 
their book Objectivity (2010). In eighteenth century natural history, ide-
alistic philosophy determined what was objective. Truly real objects could 
only be found in the divine imagination. For example, the theoretical 
symmetry of the plants and animals depicted in atlases was considered 
more true than actual specimens. The “mechanical objectivity” of the late 
nineteenth and early twentieth century aimed at eliminating the univer-
sal human tendency of valuation and aesthetisation. The cold gaze of the 
newly invented camera was thus elevated to a medium of objectivity. In 
the late twentieth century, however, rose the tendency to understand the 
technical image not as objective per se. The image itself, which was now 
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only perceived as a representation of reality, had no meaning. It needed a 
translator again. Now trained observers (e.g. medical experts), who could 
draw meaning from the representations and models, became carriers of 
objectivity (Daston 2001).

Such examples illuminate the fact that objectivity is made by humans 
who are situated temporally, politically, socially, sexually and along the 
lines of many other factors. Their biases and preferences implicitly deter-
mine the produced knowledge, both in “hard” and “soft” fields of enquiry. 
This “situatedness of objectivity” also concerns apparently completely 
neutral entities of knowledge, such as algorithms (Pasquale 2015). When 
Apple integrated FaceID into its iOS smartphone operating system in 
2018, the first few weeks saw many users who were people of colour (or 
women) excluded from their devices. Internal analysis by Apple finally 
revealed that the algorithm used was not sufficiently trained to recognise 
the faces of women or people of colour, because the predominantly white 
and male programmers had simply used people who looked like them-
selves as a benchmark for the training of the programme. This was not a 
bad intention but rather an unconscious bias, as we can find it in medical 
or epidemiological research. To refer to a book by the historian and soci-
ologist of science Steven Shapin, science is “never pure” (2010). But if 
this is the case, why do so many people still believe in the disembodied 
objectivity of science? Why do some people even call for an epistemic 
cultural war to defend this form of objectivism against perspectivism in 
science? This chapter tries to find an answer to these questions.

2.1  Epistemic Conservatism

“Grab ’em by the facts” This slogan, which I encountered for the first 
time in April 2017 on the March for Science in Geneva (Switzerland) still 
intrigues me today. This sentence summaries, in an almost epitomic way, 
the socio-cultural situation at the intersection of politics, society, science, 
and truth that has preoccupied many of us since the beginning of the 
Trump presidency. The dripping misogyny of Donald J. Trump, revealed 
in the leaked “Access Hollywood” recordings from 2005, is ironically 
paired with the eclectic attitude of his administration towards scientific 
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knowledge, especially when it comes to human-made climate change and 
questions surrounding gender and sex. Kellyanne Conway’s neologism 
“alternative facts” had just caused confusion and concern in the scientific 
community in January of said year and the ironic reversal and integration 
of Trump’s verbal blunder into a protest slogan therefore had a certain 
political “punch”. Even in 2019, I still occasionally saw cars that have this 
slogan as bumper stickers, both in the US and Europe.

But when I read the protester’s slogan today in midst of the Covid19 
crisis, it makes me think about it in a different way and I recognise that 
there might be something slightly (but nevertheless dangerously) off with 
the ideal it seems to promote: facts are laws of nature set in stone. They 
are cold, neutral, and absolute. It’s an idea of science that, unfortunately, 
plays more into the hands of social divisions and alienation of large sec-
tions of the public from science rather than fostering productive engage-
ment. Is it possible to counter the self-referential eclecticism that has 
been the driving force behind Trump’s science policy with scholastic epis-
temic materialism? I think not, since both ways of understanding science 
and scientific facts are fundamentally flawed and more closely connected 
than one might think. This is particularly evident when facts are “made 
hard” (what a phallic picture) to generate political or discursive authority. 
For example, the alt-right figurehead and conservative political commen-
tator Ben Shapiro, during his attacks on feminist issues, can claim that 
“facts don’t care about your feelings” and thus utilise (or even embody) a 
similar epistemic position as the young female pro-science demonstrator 
with her protest sign. Yet, from an epistemological point of view, facts are 
neither arbitrary nor absolute but simultaneously material and 
constructed.

2.2  What Are Scientific Facts?

In the same year that I participated in the “March for Science” the phi-
losopher of science Christoper ChoGlueck wrote a very accessible and 
poignant post on the ScIU blog of Indiana University clarifying the char-
acteristics of scientific facts. He starts by presenting a simple (but highly 
politicised) scientific fact: The Earth’s atmosphere has warmed in recent 
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decades in an unexpected and unforeseen way. This statement, which is 
based on an IPCC report from 2014 (IPCC 2014), has no explanatory 
value in the sense of causation, but rather is a statement of fact. But 
where, ChoGlueck asks, in what is the factual and scientific character of 
the statement grounded (ChoGlueck 2017)?

First of all, it is an empirical statement, which includes experiences with 
the world and not just reasoning based on logic and theory. In our every-
day lives, we experience for example the weather of the city or town we 
are living in and then categorise it along traditional categories such as 
rainy, cold, warm, cloudy, sunny, and so forth. We are even able to his-
toricise those first-hand experiences and transform them into statements 
like “In my childhood we always had snow at Christmas”. Yet such dec-
larations remain anecdotal and individual, at least when we apply classi-
cal epistemological categories. Most of us are not actually keeping journals 
with weather charts and temperature measurements. And, even if we 
would do so, we still would not be able to make any assertions about 
global scale climate change. Let us assert, for the sake of argument, that 
my family has kept records about the weather of our home town for the 
last 100 years. How could we argue for a general trend against the back-
drop of such spatially limited information? What value would our diary 
of information even have on a larger scale? And even if we could compare 
our information with the information of many other collectors, how 
could we be sure that we all measured in the same way, under similar 
conditions, with compatible categories, and instruments? The produc-
tion of scientific facts about “the climate” or other large phenomena 
depend not only on empirical information but also on community and a 
shared understanding of what to observe, how this observation is done, 
and a shared set of rules for “good observational” practice. As ChoGlueck 
writes in his blog post, “scientists don’t work in isolation but in commu-
nities, exchanging and critiquing each other’s findings and ideas” (Ibid). 
A scientific fact in the field of climate science is therefore not derived 
from only one set of observations “but from countless collections from all 
over the world” (Ibid), which also extend temporarily. But very much like 
the climate the categories and standards of the scientific community are 
also changing over time. For this reason, NASA climate scientists have 
marked the year 1880 as the start of modern global record keeping. Their 
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rationale for this distinction: earlier available climate information doesn’t 
cover enough the earth geographically to supply accurate readings for 
twenty-first century standards and computational purposes. This is 
because they are often not transmitted in a quantified (or at least quanti-
fiable) form, which could be utilised as data for modern models of cli-
mate development. Scientific facts are neither merely given natural 
entities, nor are they just mere constructions of the human mind. They 
are rather an amalgam of empirical, methodical, technological, social, 
spatial, and historical factors. This is because the world around us may be 
given, but we can only make sense of the entities in it by cognitive dis-
tinctions, which must be significant for us. And since we as Homo 
Sapiens are social primates, these meaningful differentiation processes are 
of intersubjective nature.

This social side of facts was first described by the Polish physician and 
biologist Ludwik Fleck in the 1930s. In his monograph “Entstehung und 
Entwicklung einer wissenschaftlichen Tatsache” (Engl.: “Origin and 
Development of a Scientific Fact”) published in 1935, he analysed that 
scientific facts are both historical and socially constructed (Fleck 2017 
(=1935)). As a case study for this, he used the facticity of the relation 
between the so-called “Bordet-Wassermann reaction” and syphilis (Ibid: 
p.  2). He shows that both traditional descriptions of this disease as 
“Lustseuche” (“plague of lust”) or (with racist undertones) 
“Franzosenkrankheit” (“morbus gallicus” = French disease) and contem-
porary shifts in the understanding of immunology intermingled in how 
the scientific community produced facts about this plague of the fin de 
siècle. Neither the French researchers Jules Bordet and Otave Gengou, 
who five years prior developed the serological complement fixation test, 
nor Paul von Wassermann and Julius Citron who finally developed a first 
working syphilis test at the Robert Koch Institute for Infectious Diseases 
in 1906 “discovered” their facts independently from pre-exiting “think-
ing styles” (“Denkstile”). The contemporary, but no less misogynistic, 
idea that syphilis was essentially transmitted by women who prostitute 
themselves was coupled in their writings and essays with the burgeoning 
idea that the human immune system might function similarly to a strict 
police that keeps unwanted individuals from the streets (Ehrlich and 
Gonder 1914).
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Such ideas not only pre-determined how Wassermann and his col-
leagues shaped syphilis as a research object but also their choice of episte-
mological tools such as test designs, equipment, and selection of human 
test subjects like pregnant women for antibody studies. While propo-
nents of the logical positivism, such as the Vienna Circle, postulated the 
possibility that scientists could adopt a neutral and objective position 
towards their research objects (Uebel 2020), Flecks’ analysis of the inter-
twined paths, pre-existing ideas, and assumptions that co-produced the 
factual link between the “Bordet-Wassermann reaction” and the syphilis 
showed that a scientific description of the world is closely linked to the 
pre-scientific experience of and socially internalised assumptions about 
the world. In his own words:

A truly isolated investigator is impossible (…). An isolated investigator 
without bias and tradition, without forces of mental society acting upon 
him, and without the effect of the evolution of that society, would be blind 
and thoughtless. Thinking is a collective activity (…). Its product is a cer-
tain picture, which is visible only to anybody who takes part in this social 
activity, or a thought which is also clear to the members of the collective 
only. What we do think and how we do see depends on the thought- 
collective to which we belong. (Fleck 2017 (=1935))

Accordingly, Fleck proposed the sociological and historical reconstruc-
tion of the genesis of accepted scientific facts as a medium for scientific 
development. The reflection and relativisation of common dogmas in 
methods and theories, as well as the constant re-evaluation of what the 
scientific community understands as facts, should thus, according to 
Fleck, become an intrinsic practice of scientific endeavours. Although 
this sociological approach to epistemology was initially ill received by his 
contemporaries, it became a basic building block in the formation of the 
science and technology studies a few decades later. Thus, Thomas Kuhn 
developed his concept of scientific paradigms, which represent the 
historical- sociologically determined (presupposed and unquestioned) 
doctrines of a discipline, from that of the “thinking style”. Recent research 
devoted to the historicisation of epistemology is also rooted in Fleck’s 
work (Daston 2001; Daston and Galison 2010).
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2.3  PUS: Problematic Understanding 
of Science

Even though the hybrid character of facts, as both given in the world and 
socially determined, has long become commonplace among scholars of 
the science and technology studies and many practicing scientists, the 
public image of scientific facts remains predominantly objectivistic 
(Weingart 2001). There are many reasons for this, of which I will men-
tion only two here. Firstly, in public discourse science is often reduced to 
its systemic function as a “truth generator” (Mahr and Dickel 2019). 
Paradoxically, this perception has led to a loss of trust in the course of the 
politicisation and economisation of scientific knowledge in recent 
decades. Experts contradict each other publicly on television and spec-
tacular cases of problematic industry-financed research, such as that of 
the tobacco industry, have been uncovered (Boyle et al. 2010; Marshall 
1987). Even if many people recognise scientists as fallible people because 
of this, they still fall back on the idea that the scientific method can in itself 
generate value-free and objective facts. In the perception of such actors, 
it is not the institution of science that inserts values or certain interests 
into research, but the human factor. The finding that values and interests 
are part of the epistemic foundations of scientific knowledge production 
is often ignored.

Secondly, some popular science popularisers are portraying science as 
an institution that is under constant attack by pseudo-scientific systems 
of thought such as homeopathy, the denial of human-made climate 
change, or creationism in its new form of Intelligent Design. Individuals, 
like the palaeontologist Stephen Jay Gould or the evolutionary biologist 
Richard Dawkins, present themselves to the public as fighters and sav-
iours of science. They reject the findings of the sociology of science and 
other fields of the STS as relativistic. Such relativism would, so they 
argue, ultimately enable fringe groups and pseudo-scientists to challenge 
“proper” science as “just a theory”. In a blog-post from 2015 Dawkins, 
for example, states “Philosophers, I am aware, can be relied upon to cloud 
even the word fact” (Dawkins 2015). Instead of following philosophers, 
scientists and science popularisers should rather begin to use the term in 
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its (objectivist) every-day definition: “Courts of law, newspapers, and all 
of us in everyday life use the word fact in a way that few have difficulty in 
understanding. It is a fact that New Zealand is in the Southern Hemisphere 
(Barack Obama is a US President, it is now raining in Oxford, grass is 
green etc.). It is this everyday usage of fact that we should be concerned 
with when we advocate evolution to lay audiences (Ibid)”. Thus, he not 
only draws a strangely anachronistic picture of a rather incompetent pub-
lic but also suggests the disguising of the way scientists and science as an 
institution actually work. Even if creationists and other pseudo-scientific 
movements would indeed pose a threat to the scientific education of 
future generations, I consider the actions of Dawkins and his comrades- 
in- arms to be highly problematic. Through the reach of their publications 
and media appearances, however, their position currently seems to fall on 
fertile ground. The demonstrator I met in 2017 seems to have based her 
protest sign at least on such kind of concept of facts.

Figures like Dawkins, however, do not limit their demarcation activi-
ties only to social phenomena such as modern creationism, but increas-
ingly extends it to widely agreed upon sub-areas of the humanities and 
social sciences. The prominent German plant physiologist Ulrich 
Kutschera, for example, recently caused a controversy with harsh biolo-
gistic attacks on the achievements of the gender studies. In their differen-
tiation between biological sex and social gender, the gender studies 
would, so he stated, completely negate the evolutionary-biological foun-
dations of human societies. Characteristics and behaviours described as 
classically male and classically female would be inscribed deeply into us 
genetically. In his book “The Gender Paradox. Man and woman as 
evolved human types” (“German: Das Gender Paradoxon. Mann und 
Frau als evolvierte Menschentypen”) he portrays scholars like Judith 
Butler, who emphasise the performativity of gender, as radical-feminist 
ideologists that appropriate biological terms to impose their political 
agenda (Kutschera 2018). In his view, gender mainstreaming in particu-
lar represents a “woman-equal-man ideology” based on the “false teach-
ings” of the American psychologist John Money (1921–2006). Kutschera 
claims that it is a proven fact that most differences between man and 
woman, including certain behaviours, are ultimately based on the chro-
mosome sets XY and XX (Ibid).
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Over the past two decades, such claims have been discredited not only 
by social scientists but also by other biologists, medical experts and other 
representatives of the STEM sciences. Exemplary for this development is 
a new approach in the cognitive neurosciences. During the 1990s and 
2000s, most neuroscientists embraced the then new technology of mag-
netic resonance imaging. This technology promised to fulfil the dream, 
cherished for more than a century in their thought collective, of precisely 
localising the function of the human brain. A gold-digger mood flared up 
in their field of research, which silenced critical voices that had been wary 
of a technologically induced revival of phrenology. Only after an unman-
ageable amount of data had been collected, which ultimately proved to 
be inconsistent and contradictory, did the first researchers begin to ques-
tion the paradigm of MRI localisation. The recorded brain activities 
proved to be too erratic. Networks of electrical impulses appeared and 
died out. When researchers thought they had located something signifi-
cant, the electrical impulses escaped their mapping and reappeared, 
apparently without reason, in completely different regions of the brain. 
As in the early twentieth century, the object of their research once more 
eluded their understanding. Gradually, however, a new paradigm began 
to emerge in the thinking of neuroscientists: plasticity (Alvarez-Salvado 
et al. 2014).

According to scientists like Marco Taubert and his team at the Max 
Planck Institute for Human Cognitive and Brain Sciences, “we never use 
the same brain twice”. The new keyword in the neurosciences, the new 
fact, is emergent plasticity (Taubert et  al. 2012). Various neurological 
processes emerge in ever-changing brain areas, thus making older notions 
that, for example, a very specific location for emotions, language or logic, 
exist obsolete. Hence, social imprinting is given greater scope. Cases such 
as that of William Buttars, a normally developed boy, missing one half of 
his brain since birth, can be better explained in this new paradigm and 
the fact of plasticity (Rubino 2015). This new paradigm had a ripple 
effect. Therefore, also other claims associated with the old idea of a brain 
atlas no longer fit into our altered picture of human cognition, including 
what the neuroscientist Gina Rippon, a researcher at the Aston Brain 
Center in Birmingham, describes as “neurosexism” (2019). Against the 
background of plasticity the human brain turns out to be an organ that 
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is structured and restructured essentially through the experiences of an 
individual. Male and female brains, therefore exist in a mostly reactive 
form, shaping and structuring themselves around how our social envi-
ronment frames us, what we experience and what we learn from others. 
A gendered brain isn’t given, it is, to use a quote by Simone de Beauvoir 
in a very loosely way, made.

Accordingly, when feminist theorists like Judith Butler describe gender 
as performative, their theories are ultimately more compatible with cur-
rent scientific knowledge than Kutschera’s interpretations of human evo-
lution, physiology and behaviour as largely pre-determined. Sexual 
differentiation of human brains thus shifted its “facticity” into a more 
socially determined direction. Therefore, the simple association of brain 
developments and gendered behaviours with XY and XX chromosomes is 
fading into the annals of the history of science. Facts are not simply there, 
rather, we derive them from nature, evaluate them against the back-
ground of individual and societal norms and believes. All in an attempt 
to make sense of the world.

Another example to illustrate the complexity and perspectivity of sci-
entific facts is my own journey and the ontological status of my identity. 
In the reductionist viewpoint of Kutschera and many other “gender- 
critical” authors, I might be just a funny little man that pretends to be a 
women. Contrary to this claim, the overwhelming consensus of contem-
porary research in developmental biology shows that social and biological 
reality find their expression in interacting layers. The findings of the field 
of systems medicine, which explores the interplay of genome, epigenome, 
proteome, metabolome, microbiome and social influences on human 
individuals is instructive for this viewpoint (see Roukos 2012). Against 
this backdrop, the gender I was assigned at birth is more difficult to rec-
ognise than a biologistic and reductive viewpoint might suggest. I have 
feminine facial features, no beard, I behave quite normally like any other 
woman. If one were to try to question my femininity with “scientific 
methods”, then behavioural studies and an external examination of my 
body would not be conclusive. But, one may ask, what about internal 
tests, a hormonal blood test for example. Such findings would not be 
conclusive either, since (at least in light of my last endocrinological find-
ings from January 2020) the composition of my sexual hormones 
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(estrogen, progesterone, and testosterone) is like (as result of a hormonal 
replacement therapy) that of a cis-gender woman (who associates herself 
with the sex attributed to her at birth). Hence, even on this level my body 
would be categorised as female by the vast majority of observers and ana-
lysts. But what about other characteristics, such as my primary sexual 
organs some might ask? Apart from the fact that you should never ask 
anyone what they have in their pants, it is almost certain that I do not 
have ovaries and a womb. But, this is also true for many other women, 
whether from birth or in the course of a hysterectomy due to a disease or 
an accident. What about a genetic test? Isn’t this in Kutschera’s eyes the 
one decisive criterium? I, as well as all my doctors, do not know the setup 
of my chromosomes. I never had a corresponding genetic test, which, by 
the way, might also apply to the majority of the world’s population. 
Although I am quite sure that I am born with XY chromosomes, the 
significance of chromosomes is not as indisputable for sex determination 
as some would like it to be.

The genomic resource centre of the World Health Organization 
(WHO) clarifies the variety of human gender expressions on its homep-
age like following:

Humans are born with 46 chromosomes in 23 pairs. The X and Y chromo-
somes determine a person’s sex. Most women are 46XX and most men are 
46XY. Research suggests, however, that in a few births per thousand some 
individuals will be born with a single sex chromosome (45X or 45Y) (sex 
monosomies) and some with three or more sex chromosomes (47XXX, 
47XYY or 47XXY, etc.) (sex polysomies). In addition, some males are born 
46XX due to the translocation of a tiny section of the sex determining 
region of the Y chromosome. Similarly some females are also born 46XY 
due to mutations in the Y chromosome. Clearly, there are not only females 
who are XX and males who are XY, but rather, there is a range of chromo-
some complements, hormone balances, and phenotypic variations that 
determine sex. (WHO 2015)

Given this knowledge, the categorisation of intersex and other indi-
viduals with differing sexual characteristics (and identities) into binary 
categories reveals itself as problematic. Their existence is not a birth 
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defect, like some conservative commoners might argue, but rather the 
expression of a normal variation of phenotypic expressions within the 
human species (Viloria and Nieto 2020). Representative studies by biolo-
gist and gender researcher Anne Fausto-Sterling have shown that more 
than one percent of the world’s population might be born with sex anat-
omy variations that deviate from binary categories (Fausto-Sterling 1993, 
2012; Fausto-Sterling and Stein 2004). Such variations might be visible 
ambiguous sexual characteristics or subtle genetic differences, as regarded 
in above mentioned WHO statement.

In recent years, the acceptance of differences in gender and sexual 
diversity has become increasingly visible. Surgical and hormonal inter-
ventions to assign a binary gender to newborns have been challenged by 
bioethicists and intersex activists (von Wahl 2019). Both many people on 
the intersex spectrum, as well as those of us who define themselves as 
transgender, demand social visibility and participation (Carpenter 2018). 
These are, among others, the Vogue supermodel Hanne Gaby Odiele, the 
Jamaican-born British writer Lady Colin Campbell, the South African 
gold-medalist runner Caster Semenya, and the British actress and “Bond- 
Girl” Caroline Cossesy. Yet also, and more importantly, the countless 
individuals who are not celebrities but nevertheless rise up to be accepted 
by society (Magubane 2014). I hope that these examples clarified that the 
fact of gender and sex cannot be reduced into the binary of XY and XX 
chromosomes. Rather, the facticity of gender and sex is expressed on dif-
ferent ontological levels of an individual’s existence. Appearance, behav-
iour, endocrinology, epigenetic expressions, or our genetic setup represent 
themselves as facts, yet their facticity is not only bound to human obser-
vation but also lived experience. The decision about which ontological 
level we choose to describe or someone else’s gender is ultimately social.

Most of us avoid complexity, in our everyday lives and (if we work in 
this field) in scientific contexts. We reduce it in our models, for example 
of climate change, in order to be able to make statements at all. We are 
psychologically primed to be solution-focused. We don’t like it when we 
can’t explain something easily, and our political systems are based on 
making simple choices between political action A or B. Influential phi-
losophers of science have even elevated “simplicity” to an “intrinsic value” 
of science (Daston 2001). Complexity reduction is also a determining 
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factor in the educational system. Of course, scientific facts are taught in a 
very reduced and simplified form. The many ambivalences and ambigui-
ties that exist in the reality of scientific enquiry are not highlighted in 
most curricula. But such reductions also make us vulnerable in other 
respects. The invocation of facts can become a weapon, especially when 
the epistemic, social, and discursive functions of facts, which are on onto-
logical different levels, are merged to achieve a specific (oftentimes politi-
cal) goal. In the case of trans-exclusionary feminism certain forms of 
institutionalised knowledge, like the role of chromosomes for the devel-
opment of human bodies, become de-contextualised and discursively uti-
lised to disqualify facts that exist on another ontological level, like the 
existence of transgender individuals in our societies (Mahr and Prüll 2018).

Beyond the sensitivities of epistemically reductionist popularisers or 
those of political authors like Shapiro or J.K. Rowling and the conserva-
tive YouTube channel PragerU, new educational formats appear which 
address the complexity of scientific knowledge and the variability of facts. 
One example of the latter is Bill Nye’s new Netflix show “Bill Nye Saves 
the World” first aired in 2017. In the episode “The Sexual Spectrum”, for 
example, he explains how transgender identity emerges on an epigenetic 
level during pregnancy and emphasises the naturalness and normality of 
intersex individuals by utilising participatory and illustrative methods. In 
addition, a new generation of science popularisers rises. Prominent 
YouTubers such as Mai Thi Nguyen-Kim (@maithi_NK), Abigail Thorn 
(@PhilosophyTube), Natalie Wynn (@ContraPoints) or Harris Michael 
“Harry” Brewis (@Hbomberguy) take the complexity of scientific knowl-
edge as the subject of their video essays. In contrast to the previous gen-
eration of popularisers, they do not shy away from the uncomfortable, 
uncertain and provisional nature scientific knowledge. Their success 
shows that at least some parts of the public in the twenty-first century are 
not afraid to understand science as something deeply human.
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2.4  Lost Trust and the Escape 
from Ambiguity

Despite the efforts of a new generation of popularisers, many sociologists 
of science have diagnosed that the institution of science is currently in a 
crisis of trust. One of the reasons for this is the widespread politicisation, 
economisation and challenge of scientific knowledge by alternative facts. 
In my view, there are three ways to tackle this problem. The first way is to 
take an epistemically conservative position and understand scientific facts 
in a very reductionist way. This path, as I have shown, is taken by indi-
viduals like Dawkins or Kutschera. They aim to distinguish “good sci-
ence” from what, in their eyes, is “bad science”. Yet, this leads them to 
underestimate, and in some cases, even defy both the complexity of the 
world and the diversity of scientific knowledge production. The second 
way is to strive for a democratisation of knowledge production. This path 
is currently being pursued by many scientific institutions. The third way, 
which I would like to explore in the case studies of this book, is to embrace 
the diversity of scientific knowledge not only in the form of lip service, or 
via diversity programmes, but also by recognising that epistemic diversity 
is an important component of scientific practice and its 
communication.

The entanglement of science and society can best be depicted as a rela-
tional history. From such a perspective, cooperation and participation 
appear to be the norm, while a sharp delineation of certified experts and 
laypersons was a special characteristic of the late nineteenth and early 
twentieth century (Nikolow and Schirrmacher 2007). With responsible 
science, public science and citizen science, both societal sub-systems, 
seem to re-enter their former, participatory, modus operandi. When mod-
ern science was developed between the seventeenth and nineteenth cen-
turies, it was an open and public enterprise. Science spectacles and public 
experiments of the ancien régime prove this. And, even the networking 
activities of Charles Darwin, Alfred Russel Wallace, Gregor Mendel, and 
Carl Linnaeus show how public science really was. Hence, all these scien-
tists, who are nowadays celebrated as individual geniuses, depended on 
broad networks of local providers of information, who were recruited 
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from all social strata. The aim of this kind of science was to unfold the 
book of nature by gathering as many natural-historical information as 
possible.

A first demarcation occurred in the second half of the nineteenth cen-
tury. In this period, many sciences transitioned from a dense description 
of reality to an experimental practice in which the investigation of causes 
and effects advanced the ideal of undisturbed test conditions. Individual 
local descriptions were no longer required, but rather a specified and 
reproducible knowledge for dealing with highly complex experimental 
systems. For ordinary citizens, the access to this elaborated world became 
increasingly difficult. Around 1900, science began implicitly adapting 
more and more to a reliance on the working concept of division of labour. 
Much of the technological success (and horrors) in the twentieth century 
seems to be a result of this division. Gradually, the nimbus of scientists as 
producers of clear and objective knowledge developed. Specialisation and 
experimentalisation, however, led to a functional alienation from the 
public. This alienation, in turn led to the emergence of the image of a 
distinct “truth cast”. The public was now framed as audience and no 
more as co-producers. Scientists were, among other things, depicted in 
their media representation as Janus-faced. Science and scientists could be 
as frightening as Stanley Kubrick’s “Dr. Strangelove”, but also particularly 
inviting and trustworthy, as (for example) the German animal expert and 
popular-scientist Bernhard Grzimek or the French adventurer Jacques 
Cousteau. Institutional science and its popularisers stood for objective 
and instructive knowledge but this knowledge was also perceived some-
times as something esoteric, sometimes even frightening.

In the second half of the twentieth century, politicians “discovered” 
science as a decision-making resource for questions about the implemen-
tation of new technologies in society. Scientists have now been framed as 
experts for topics such as nuclear power, genetic engineering, and so on. 
The political system expected from the scientific system to produce clear 
statements to generate a capacity to act in relation to specific technology 
related issues. However, science gained the same degree of complexity 
and diversity as it had acquired credibility as source for (at least rhetori-
cally) unambiguous knowledge. In the 1980s and 1990s, this led to a 
system-related disenchantment of public expectations in science and a 
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shattering of trust in the (western) “truth cast” itself. This disillusionment 
became evident, for example, in the Europe-wide discussions on the con-
sequences of Chernobyl, but also in the discourse about climate-change 
beginning in the 1990s. When “suddenly”, those from whom clear state-
ments about knowledge were expected fought out public disputes and 
interpreted the data material available to them in different ways, the pub-
lic trust in expertise was shaken. In addition a self-confident critique rose 
in western societies towards the implementation of science related tech-
nologies like genetic engineering as well as the communication of their 
consequences. In general, a linear deficit model of science and society 
prevailed. Some produce, spread and explain knowledge (scientists), the 
citizens (whose everyday life in modern societies is determined by this 
knowledge) are conceptualised as passive recipients. On the basis of sci-
entific knowledge, however, decisions (by politicians) were framed as 
haven been made in “their interest”. The anti-nuclear power movement, 
science shops and other citizen driven (or as “for” citizens framed) actions 
were the first initiatives that reacted to this paternalistic conception of 
dissemination, explanation and decision making. According to the soci-
ologist Peter Weingart, since the turn towards the twenty-first century 
the institution of science has become aware that the paternalistic implica-
tions of its public conception no longer fit into the political culture char-
acterised by democratic claims about participation. The “Public 
Engagement in Science and Technology” program in the US and the UK 
and the “Science in Dialogue” program in Germany of the 2000s were 
the first dialogical (but not yet fully “participatory”) reactions to this cri-
sis (Weingart 2001). In times of growing uncertainty, fostered by the 
financial crisis of 2008, the climate crisis, and the growing social inequal-
ity in almost all societies, many people are looking for something stable 
and secure. What would be better suited for this than science? Yet, as I 
will show in the following sections of this book a stiff, cold, and overly 
simplified understanding of scientific knowledge production may not be 
suited for this task. On the contrary, it can contribute to the emergence 
of precisely those anti-scientific epistemic strategies that many “pro- 
science hardliners” are trying to combat.

2 Why Is Science the Way It Is Today? 



28

2.5  Populism and Participation: Two Sides 
of the Same Coin

In April 2020, at the height of the first wave of the Covid-19 pandemic, 
something extraordinary occurred in the United States. President Donald 
Trump’s son-in-law and senior adviser Jared Kushner bragged during an 
interview with the Washington Post’s journalist Bob Woodward about 
how President Trump had taken the country and its crisis response “back 
from the doctors” (Warren et al. 2020). When Kushner made this state-
ment the government had just published guidelines for the reopening of 
the states. Against the backdrop of this program, entitled “Opening Up 
America Again”, the president immediately tweeted “LIBERATE 
MICHIGAN,” “LIBERATE MINNESOTA,” and “LIBERATE 
VIRGINIA” in response to experts advising to maintain the stay-at-home 
orders in those states. For his supporters, the case was clear that both the 
CDC and other medical institutions would exaggerate the pandemic and 
use it to consolidate their own oppressive power. Democratic Governor 
Gretchen Widmer and leading epidemiology expert Dr. Anthony Faucci 
appeared in this depiction as sinister figures endangering the freedom of 
the American people. I could have simply overlooked this episode as one 
of the countless extravagances of Trump administration. Yet, it remained 
in my consciousness because it underscores one of the most comprehen-
sive socio-political and epistemic transformations of twenty-first century 
societies.

Macromodels of social theory such as the “information society” 
(Wiener 1948), the “risk society” (Beck 2003 (=1986)) or the “knowl-
edge society” (Weingart 2001) have disappeared from the focus of science 
and technology studies in recent years. They have been replaced by stud-
ies that examine the development of science and society from a meso- or 
even micro-perspective (e.g. Latour 2002). Although I regard such small- 
scale, mosaic-like approaches fruitful and important in our fragmented 
and highly complex contemporary societies, it also seems important to 
me to pause from time to time and to combine the many relevant find-
ings and narratives in the vast field of science and technology studies with 
a broad brushstroke. The concepts I want to utilise in this section of the 
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book are “trust”, “knowledge” and “power”. Against the background of 
the interplay of these components, I will draw a picture of our societies 
that reveals the tendency that both policies and individual action are 
increasingly based on the assumption that many people have lost confi-
dence in their decision-making and knowledge institutions. I will further 
show that political and scientific elites, as well as many disenchanted citi-
zens, are seeking a way out of this real or perceived crisis of trust by ele-
vating the concept of “participation” narratively to the status of a saviour. 
It matters less how participation is conceived and on which levels it is 
enabled (i.e. who demands it, who profits, or who offers it). For many 
actors the focus is rather on the performative practice of joint action. For 
others, it is mere self-interest. In some cases participation even seems to 
serve as a mere substitute for the partition of power when making 
decisions.

Widely praised, demanded, implanted, and presumed in institutional 
contexts (from international science policy agencies to local environmen-
tal initiatives) participation in the production of knowledge is oftentimes 
performed as if it is an end pf itself and not a tool to achieve larger soci-
etal objectives. A praised “politically correct precondition,” but one that 
often remains strangely underdetermined in its meaning and direction 
(Mahr et  al. 2018): more a phrase that thrives on the countercultural 
semblance of the activism of the late 1960s and 1970s than a progressive 
program that helps democratise knowledge and decisions about its imple-
mentation (Mahr 2017). In addition, many participatory programs of 
this kind are not really inclusive upon closer inspection. Hence, they 
address a predominantly formally educated, rather affluent section of the 
population. This is, for example, the case with many digital citizen sci-
ence projects (Mahr and Dickel 2019; Strasser et al. 2019). This blind 
spot was not left unfilled. This becomes evident by studying another 
complementary form of participation, which emerges from the darker 
corners of the internet, the far-right political spectrum, as well as disen-
franchised social groups. The motto of such groups is “to trust only that 
of which you yourself are a part!”. Not only did Donald Trump, his son- 
in- law, and his other followers ride this wave, but also “epistemically 
alternative movements” be they progressive, conservative or considered 
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wacky like contemporary flat earth enthusiasts who are very active on 
social media platforms like Instagram or YouTube.

The figurehead of modern flat earth enthusiasts, Mark Sargent, 
expressed this attitude at the first Canadian Flat-Earth Conference 
(Edmonton, Alberta) in 2018 as follows: “For the (…) scientific com-
munity I bear a message, I like science… (but) you have taken what 
should have been simple observations and twisted them to your needs. 
We are the new scientists” (Brewis 2019). In this light, populism based 
on mistrust in both scientific and political institutions and public partici-
pation might be two sides of the same coin. The central question becomes: 
how can the fundamental problem that is expressed both in populism 
and in current participation efforts be resolved?

The amazing thing about the new Flat Earth enthusiasts organising 
and exchanging themselves on internet platforms like YouTube and 
Reddit is an admirable seriousness. In contrast to the strange Flat Earth 
societies of the late nineteenth century and the comedic social media 
accounts of early Web 2.0, individuals like Sargent take not only the 
belief in a flat earth seriously but also the scientific method. As the prom-
inent science and media YouTuber hbomberguy in his splendid video 
“Flat Earth: A Measured Response” states: “These people are progressives. 
They believe in science, and reason, and evidence. They want to move the 
understanding of the earth forwards (…)” (Ibid). Two things guide this 
growing community: the diffuse feeling that the institutions of science 
and their allies are keeping something from all of us and that science as a 
practice has alienated itself from its epistemic roots. For Sargent and his 
companions there can therefore only be one epistemic strategy. The peo-
ple must take science back into their own hands. As the retired neurosur-
geon and 17th United States Secretary of Housing and Urban 
Development Ben Carson framed it in 2015: “the ark was built by ama-
teurs, the Titanic by experts” (Lee 2015). Might the same be true for a 
new, a people’s cosmology?

Most modern flat earth enthusiasts perceive abstract models, mathe-
matical calculations, or mediated representations of the world as tools of 
possible deception. To be accepted as truth, such information must be 
translated, shared and believed (by the recipient’s side). But what if the 
people who generate and disseminate this knowledge have lost my trust? 
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Testimonial knowledge can only ever be as credible as the person convey-
ing it. Have not the sciences demonstrated over and over again that they 
disagree and compete among each other, that there are corrupt individu-
als in their ranks who work with big pharmaceutical companies or the 
tobacco industry? Haven’t scientific advancements such as in “green 
genetics” (GMO) deprived many ordinary people, honest working farm-
ers for example, of their livelihood or worse yet forced the shackles of 
patented seeds on them? In a world, where literally everything is beyond 
your control, cracking the “real” answer, as Jared Bauer in his video review 
of the Netflix documentary “Behind the curve” (2019) states, “(…) is 
appealing” (Bauer 2019). Questioning together with others a given but as 
opaque perceived truth might create the feeling that the world is (in a 
nostalgic way) rational and predictable.

To this end, modern flat earthers are reviving the idea of direct realism 
(or, as some say, naive empiricism). Direct realism is the idea that directly 
(via the own senses) perceived objects are external objects, qualities, facts, 
or events. In other words; the world is basically as we perceive it (see 
Fig.  2.1). Therefore, no translation is needed, no outside experts with 
their presumed agendas need to be trusted. However weak the evidence 
produced by the Flat Earth community may appear from the outside, it 
is both empirical and communal and therefore perceived as valid from 
within the community. This applies, to their easily replicable (and as well 
to debunk) measurements of the curvature of the earth, the study of flight 
patterns of passenger aircrafts or their repetitive form of communication 
on social media. Against this backdrop, flat earth science may appear to 
some individuals as a superior epistemic and social strategy, as it opera-
tionalises the myth of epistemic neutrality propagated by old fashioned 
science.

The communal nature of Flat Earth activities is central to understand-
ing the movement. Participation and joint activity to uncover a hidden or 
concealed truth is at the centre. One’s epistemic activities are directed 
against the supposedly powerful and one’s own participation is under-
stood as a protest. In this, the modern Flat Earth enthusiasts also resem-
ble other modern anti-establishment movements with epistemic 
pretensions such as the anti-vaccinationists or even the infamous QAnon 
conspiracy. In her excellent lead story in the June issue of The Atlantic, 
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Executive Editor Adrienne LaFrance describes QAnon as a “real-time 
participatory conspiracy theory” (LaFrance 2020). For her, QAnon is 
“emblematic of modern America’s susceptibility to conspiracy theories” 
(Ibid), like those centring around Area 51, the assassination of JFK or 
“Pizza Gate”. She adds that the movement would have grown beyond “a 
loose collection of conspiracy-minded chat room inhabitants” and 
inspired real world actions that resemble cult like behaviour (Ibid). As a 
science and technology studies scholar with an interest in social move-
ments, I could not agree more. However, LaFrance also characterises 
QAnon as a “movement united in mass rejection of reason, objectivity, 
and other enlightenment values” (Ibid). In this respect, however, I dis-
agree with her. As in the case of modern Flat Earth enthusiasts, the truth 
seems to me to be more complex. In my opinion, QAnon also operates in 
the mode of naïve empiricism. The supporters of the Q-movement 

Fig. 2.1 Flat Earth Meme: https://www.reddit.com/r/facepalm/comments/
gfqhtn/a_flat_earther_made_this_surprisingly_accurate/ (visited: 12. December  
2020)
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consider themselves to be exposers of hidden truths: truths, concealed by 
the political, economic and scientific elites. Their participatory practice 
centres around the analysis of so-called “Q-Drops”. Such “drops” are 
framed by the Q-community as encrypted messages left for them on 
4Chan to decipher by an individual (Q) who claims to be an insider of 
the so called “deep state” and its sinister doings. If we look at the collab-
orative analysis of these messages from the angle of an epistemic strategy, 
it becomes clear that “truth”, “experience”, and “community” are under-
stood as guiding principles of QAnon. For example, followers of Q are 
focused on collectively exposing the supposed truth about Covid19, 
making sense of the policy decisions of political actors (for example, state 
wide lockdowns) or the recommendations of academic elites like Dr. 
Anthony Faucci. Both are seen by the followers of Q as distant from the 
empirical everyday experience of many Americans: the economic reality 
of a life from pay check to pay check or the experienced disenfranchise-
ment of those living in rural regions. In this context, the analysis of Q can 
be understood as a collaborative search for meaning and truth utilising 
methods that resemble scientific or forensic puzzle solving. It represents 
the desire to reduce the complexity of a world that is seen as too confus-
ing and over which the individual can have little influence. It is about (re)
gaining a feeling of control and knowledge.

An analogous situation exists with the numerous conspiracy theories 
surrounding the SARS-CoV-2 pandemic and the distribution of the first 
COVID19 vaccines since December 2020. A widely distributed “viral” 
video by a European-based group called World Doctors Alliance com-
bines, for example, voices of self-proclaimed experts (predominantly 
family doctors) who cast doubt on the existence of SARS-CoV-2, the 
effectiveness and the safety of COVID19 vaccines with an appeal to all 
“ordinary and liberty loving people of the world” to do “their own scepti-
cal research” (see Dupuy and Joffe-Block 2020). The “experts” appearing 
in the video have neither an epidemiological nor a virological back-
ground. Rather, they make their individual experience known and mix 
the real risks of an active substance developed in record time with the idea 
of a pharmaceutical world conspiracy. Their oft-repeated call for viewers 
to do their own research focuses more on generating an “us versus the 
elites” feeling than on what methods might actually be available to the 
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general population to do immunological research at home. Research in 
this sense may be limited to googling videos and participating in forum 
discussions.

Given this reality, participation and populism tend to overlap. Political 
approaches that strive to appeal to ordinary people who feel that their 
concerns are unheard and disregarded by established elites tend to create 
outside and inside groups. On the one side of the aisle, they allege, is the 
“swamp” of political elites and their servants in science and economy, 
while on their side are the honest ordinary people, who are seeking sim-
ple truths and unity. This unity and truth must be achieved by a process 
of collaboration, of uncovering of secrets and by refuting forms of knowl-
edge that are against the interest of a discursively created “us”. To “make 
America great again” means therefore also to produce a new kind of 
accessible knowledge, from the people and by the people. The epistemic 
strategies of the Flat Earth enthusiasts, the QAnon conspiracy, or anti- 
vaccinationists also have an aesthetic function. As in the case of classical 
epistemology advocated by philosophers Karl Popper and Thomas Kuhn, 
these new social-epistemic movements emphasise ideas such as cognitive 
simplicity and productive virtue. Just as modern art is devalued as cranky 
or scatological and contrasted with the idealistic realism of a Thomas 
Kinkade or Jon McNaughton, so too are simple explanations that mimic 
the naïve ideal of the scientific method. They are favoured in such move-
ments over the perceived abstract and inaccessible approaches of institu-
tional science.

However, the demand to participate in the production of scientific 
knowledge by social groups who feel disenfranchised does not always 
align with populist politics. This is the case, for example, in the epistemic 
activities of the women’s health movement, the civil rights movement, 
the HIV movement or popular approaches towards epidemiology. Unlike 
the Flat Earth enthusiasts or the QAnon conspiracy theorists, these 
groups do not rally behind the idea that a vague elite is withholding basic 
truths from them. Rather, they gather concrete evidence that their 
(bodily) experiences are not represented in the scientific or medical sys-
tem. As the sociologists Michel Callon and Vololona Rabeharisoa point 
out, such movements emerge under specific socio-epistemic conditions 
and aim to “impose a new form of articulation between scientific research 
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and political identities”, thereby “linking the issues of research content 
and results to that of their place in (…) (society)” (Callon and Rabeharisoa 
2007). Therefore, these groups are more concerned with participation 
and representation than with positioning themselves as a counter-model 
to the institutional sciences. In the next chapter, I will take a closer look 
at the role of experiential knowledge for the project of a more inclusive 
and diverse science.

2.6  Experiential Knowledge: A New Chance 
for Epistemic Diversity?

Since the late nineteenth century, the professionalisation of science and 
medicine as well as the growing dominance of the experimental sciences 
have created a growing divide between professionals producing scientific 
and medical knowledge in specialised institutions and a lay public. The 
lay public is often characterised as consuming the products of science and 
medicine. The authority of science and medicine did not go uncontested, 
but overall, the authoritative knowledge became increasingly associated 
with the scientific gaze and a set of epistemic norms, including objectiv-
ity, precision, and quantification (Strasser and Mahr 2017). Such norms 
expressed the hardening of the distinction between experience and exper-
iment which had previously been so important in the making of modern 
science and the growing exclusion of experience as a legitimate source of 
scientific knowledge. Although experiential knowledge was still essential 
for experimental virtuosity, it was made invisible when the results of such 
experiments were published. In some fields, especially in natural history, 
it was still possible well into the twentieth century to claim that experien-
tial knowledge and personal subjectivity were legitimate sources of scien-
tific knowledge. However, they increasingly became rather rare epistemic 
strategies (Strasser et al. 2019).

In current participatory research, conducted within the scope of scien-
tific institutions (e.g. digital citizen science), the challenges to the monop-
oly of expert knowledge, both experimental and clinical, rests in part on 
the claim that lay people’s experience of their own bodies and 
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environments can be reliable sources of scientific knowledge (Mahr and 
Dickel 2019). The ability of lay people to identify changes in their bod-
ies, as citizen scientists for example, rests on intimate bodily experiences. 
Their epistemic groundings is founded in the intimacy of bodily percep-
tions. It is not reason at work, but knowing one’s own body; not objective 
facts, but subjective sensations; not cold experiments, but individual 
experience. A prominent example for the rising trust in experiential 
knowledge is the “lithium study” lead by the ALS (amyotrophic lateral 
sclerosis) community, which is part of the online social health network 
PatientsLikeMe (PLM). As in the year 2008 an Italian research group 
published a paper that claimed that the oral or intravenous intake of 
Lithium delays the progression of ALS symptoms (Fornai et al. 2008). 
Patients from all over the world were enthusiastic and hopeful about the 
promised possibility to slow down the development of their progressive 
nerve disease.

Yet, from within the only community of PLM discussion and doubt 
emerged towards the study of Fornai and his colleagues. Not only was the 
sample size (16 treated patients in a single blind trial) discussed but also 
the claim itself, hence, the experiences of the 348 ALS patients registered 
at PLM during this time seemed to contradict it. Most of them were 
already using nutritional supplements, including lithium, and felt no sig-
nificant difference in their illness experience. Therefore, a small group of 
them had the idea to do their own experience-based study. For this they 
developed an online spreadsheet to gather more reliable data about the 
effect of lithium, circulated it, and asked the other PLM patients within 
the network to take part in a patient driven study. For this the commu-
nity members began to take the drug off-label via their family doctors 
and reported their experiences with lithium regularly. With this method-
ology of self-observation and self-reporting the community (which was 
later supported by digital tools of PLM itself ) found 12 months after 
beginning the treatment no effect of lithium on the progression of ALS 
(Wicks et al. 2011). In this example, experiential knowledge of patients 
served as a corrective for a small single blind trial lead by professional 
scientists (Mahr 2017).

Although experiential knowledge has been most directly been associ-
ated with sensations of one’s own body, it can also refer to knowledge that 
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foregrounds bodily sensations of the outer world, rather than measure-
ments performed by instruments for example. When lay people provide 
supporting evidence for a protein structure on the popular participatory 
science platform FoldIt, they frequently refer to their “feeling” for the 
correct structure and their “experience” with the protein. This is what an 
editorialist for Nature called “science by intuition”. How can such epis-
temic strategies be considered legitimate science, knowing that the very 
exclusion of experiential knowledge was part of the making of modern 
science? Yet, such ways of producing scientific knowledge did not arise 
spontaneously within participatory online research projects, but followed 
directly from the challenges to the authority of science by lay people, not 
scientists, in the 1960 and 1970s (Strasser and Mahr 2017). In the tur-
moil of the counterculture, activists challenging the authority of science 
attempted to reclaim bodily experience as a legitimate source of scientific 
knowledge, in order to relocate the distribution of power and knowledge, 
reopening the epistemological toolbox of science along the way.

Such strategies at the intersection of social activism, health, science 
and politics are currently experiencing a renaissance. Their resurrection 
indicates that the crisis of confidence of significant societal groups towards 
political and scientific institutions is not only leading to a narrowing or 
simplification of epistemic strategies, as the conservatism of many popu-
lar scientists and conspiracy theorists alike might suggest. Rather, the rise 
of experiential knowledge can also be understood as a participatory cor-
rective to institutional medicine and science. A corrective that, if wisely 
incorporated, could help bring science closer to its own ideal of multiper-
spectivity. This experiential diversity is not exhausted in mere tokenism 
but is also able to reform the core of scientific knowledge production: the 
sphere of epistemic values. Both classical and modern complementary 
epistemic social movements can be understood, from an empirical per-
spective, as practical attempts to implement new scientific values. The 
work of the feminist philosopher Helen Longino in particular points in 
this direction (Longino 1990, 1997). Longino complements the classical 
scientific values analysed by Thomas Kuhn (accuracy, consistency, scope, 
simplicity and fruitfullness) with diversity values. Such epistemological 
values are: empirical adequacy, novelty, ontological heterogeneity, com-
plexity of interaction, applicability to human needs and diffusion of 
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power (Willmes 2013). If we understand diversity as a conscious and 
reflexive approach to the diversity of forms of knowledge in society, then 
it can become an organisational as well as socio-political concept for a 
different kind of science. A science that propagates an appreciative, con-
scious, and respectful handling of diversity and individuality of people, 
their experiences, and their attempts to solve problems. Diversity as an 
epistemic tool is not oriented towards deficits but towards the experi-
ences of people which can be made comprehensible and usable as poten-
tial for human knowledge. In this context, it is also important to re-situate 
the role of facts, both in their classical epistemic form (as secure knowl-
edge), as discursive quantities that can become politically or culturally 
powerful, or as social things that stabilise and configure social realities.

Such an understanding of epistemic diversity might help us to under-
stand our own understanding of knowledge in a more systematic and 
context sensitive way. In certain settings diversity might refer to the idea 
that the production of scientific knowledge depends on social positions. 
Therefore, an appropriate strategy would be to include researchers from 
diverse social backgrounds, genders, racial and ethnic backgrounds into 
science. Yet, in other settings it might become more important to empha-
sise and foster different styles of reasoning to advance the production of 
scientific knowledge. Such modes of diversity in knowledge production 
interact with lived experience and provide it with an epistemically rele-
vant frame of reference. The following three case studies (Chaps. 3, 4 and 
5) explore this interconnectedness in greater detail, revealing a new hori-
zon for socially relevant epistemic activity that reconfigure both our 
understanding of expertise and the production of factual knowledge.
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3
Digital Resilience

Abstract In the context of the digitalisation of disease and health, self- 
help and health self-care are undergoing a profound transformation. This 
is particularly evident in the boom in so-called digital health networks, 
which collect health data from their users in return for providing a com-
munity of people with similar conditions. This chapter examines the 
practice of data “self-reporting” from the perspective of both network 
providers and people with chronic diseases. A special emphasis is given to 
the rise of practical resilience of a growing group of users towards the 
data-centred reduction of their illness experiences.

Keywords Illness experience • Self-reporting • Big-data • Online health 
platforms • DIY health

During the time of my secondary school years in rural Germany I had a 
friend. His name was Nico. Nico seemed, in the eyes of us other kids, 
sometimes strange, introvert and sorrowful. In times of sorrow, his grades 
in school decreased rapidly. Also, his social behaviour changed sometimes 
to a degree that made it hard to spend time with him. One day, on such 
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time, my mother informed me that Nico would stay with us for some 
weeks since his mother, a single parent, needed to have a surgery for her 
Crohn’s disease and he had no other place to go. When I asked my mother 
about it, she explained that Crohn’s is a “disease of the head, that mani-
fests in the bowel”. She added that an extraordinary amount of stress is 
causing it, especially in those who couldn’t cope with certain experiences 
in their lives. During his stay, I talked a lot with Nico to figure out why 
he seemed so strange from time to time. Soon, he was sharing stories 
about his mother and all the pain they had been recently going through. 
Not only was the disease itself giving them a hard time, but also the soci-
etal toll of it. The people in our small village were talking about them, he 
explained with tears in his eyes. Nico recalled the questions: “What kind 
of mother is this who leaves her son behind in the supermarket only for 
going to the toilet? What kind of mother misses so many school activities 
of her kid? What kind of mother would stay inside of her home and iso-
lates herself for weeks just because a little bit of diarrhoea?” A weak per-
son, who doesn’t care much, who could be stronger, was their almost 
consensual verdict. Nico also gave me insight into their daily experiences, 
and contrary to what the outside view suggested, I got the impression of 
a mother-son-team of extraordinary strength, facing daily struggles with-
out giving up. I understood that Nico had to fulfil the role of a caregiver 
in this single parent family; a role that had cost him some success in 
school and led to both misunderstanding and social isolation in our vil-
lage given the fact that there was no other person suffering from a similar 
condition (at least not in the public eye).

Since then, a lot has changed for people living with Crohn’s disease, 
ulcerative colitis, and many other chronic diseases. Much of this has to do 
with the advancements in the bio-molecular sciences but even more is 
related to rapid developments in digitalisation of health and illness (see 
Høivik et  al. 2012; Rochelle and Fidler 2012; Kalafateli et  al. 2013; 
Garcia-Sanjuan et al. 2016; Mahr 2017; Mahr et al. 2019; Martinez et al. 
2017). If one follows popular narratives, we are even entering new age of 
both self-help and visibility of chronically ill individuals (Willis and 
Royne 2017). Gone are the days in which persons like Nico’s mother had 
to suffer in isolation. New participatory online self-help and health plat-
forms like CureTogether, PatientsLikeMe, or Ben’s Friends promise their 
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potential subscribers to become part of a support system of communities 
of people with shared experiences, and the ability to participate actively 
in the betterment of their condition, while helping scientists find new 
cures. Yet, this brave new world of community and participation comes 
with a price. This price is paid in the form of sharing crucial information 
about one’s own health and by (voluntarily or involuntarily) participating 
in the making of a fundamental shift in how medical knowledge is pro-
duced, disseminated, and accessed. Both are not necessarily in the inter-
est of patients and their families, or even society as a whole. They are 
linked to unique new challenges on an individual, political and epistemo-
logical level fostered by commercial actors. The aim of this chapter is 
therefore to examine to what extent the constantly diversifying culture of 
online self-help aimed at patients with chronic and (or) rare diseases is 
transforming our understanding of health and illness. Particular atten-
tion will be paid to the infrastructures of such digital (often for-profit) 
services. The focus will be on both, their interaction with the values and 
standards of our health care systems and how they (both implicitly and 
explicitly) contribute to the emergence of alternative social health 
collectives.

3.1  The Third Wave of Self-Help Culture

Since the late 1960s, health activism and self-help has been a transformative 
force in how we as a society understand health, illness, care and prevention. 
Under the banner of self-help, groups that were once marginalised have 
not only generated visibility in political or medical terms, but have also 
become actors in the exploration of their own bodies and psyches. In 
doing so, they provide insights that would not have been possible from 
the restricted perspective of the medical-scientific system of their time. 
The achievements of the early Women’s Health Movement and ActUP 
activists during the HIV-AIDS crisis of the 1980s are exemplarily for this. 
Self-organised cervical examinations, menstrual cycle studies outstanding 
in accuracy and documentation as well as the critical first-hand influence 
on drug studies mark this first iteration of transformative self-help cul-
ture (Hoffman 1982; Morgen 2002; Epstein 1995; Mahr and Prüll 
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2018). Socio-formative and epistemological values were physical auton-
omy and self-determination, the dissolution of knowledge-based power 
structures in the medical system and (linked to this) the possibility to 
participate in the generation of new medical and scientific knowledge 
(FFWHC 1991). At a time when cis-gender white and heterosexual men 
represented the “human norm” for medical science and “minorities” such 
as women, queer people, and non-white persons did not find representa-
tion in clinical trials, such demands were revolutionary (Frankfort 1973; 
Nelson 2011). As part of the countercultural movement of the 1960s to 
1980s, however, this activism was at the same time in itself biased, being 
essentially formed by members of the progressive white American middle 
class. This middle class failed to include intersectional contexts of limited 
access to health in its activism, which was particularly disadvantageous 
for black women and queer people of colour among others (e.g. trans* 
people, intersex people, and sex-workers) from urban centres (Chateuvert 
2013). This blindspot still weighs on many countercultural forms of 
health-related activism and policy approaches even today (Moran 2018).

The second wave of self-help culture, which spanned the 1990s and 
2000s, was characterised by a re-integration of self-help movements into 
the medico-scientific power structures of the health-care system. This 
process has been described, among others, by the gender studies researcher 
Tasha N.  Dubriwny. In her 2013 book “The Vulnerable Empowered 
Women. Feminism, Postfeminism and Women’s Health” she explored for 
example the “Go Red for Women” campaign of the American Heart 
Association of 2009. She shows that such governmental sponsored cam-
paigns adapt the activist language of the Women’s Health Movement of 
the 1970s by evoking themes like empowerment, agency and sisterhood 
but doesn’t share its critical impetus towards institutional knowledge, 
societal norms, and the healthcare industry. She writes: “Most promi-
nently, unlike (…) the women’s health movement, the Go Red campaign 
prompts a near-unquestioning embracing of medical knowledge and 
technology. Women’s questions about heart disease are answered by med-
ical experts, visually represented on the website as white middle-aged 
men. The promise of collective action is contradicted by an overall focus 
on the individual women’s responsibility to take care of her own health” 
(Ibid: 2).
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The third wave of self-help culture began in the wake of the financial 
crisis of 2009 and lasts until to date (see Banner 2017). As the health 
economy scholars David Stuckler and Sanjay Basu point out (2013), it 
evolves around the neoliberal (and austerity driven) re-interpretation of 
self-help as an individual’s obligation in relationship to concerned social 
groups and society in large. Furthermore, its shift to virtual space and the 
utilisation of Web 2.0 infrastructures is equally characteristic of this trend 
(Conrad and Stults 2010). In this context, new configurations are emerg-
ing between economic interests, national health systems, patients, users, 
and scientific actors. In the centre of this development are actors like 
PatientsLikeMe, which I refer to as participatory online health platforms 
in this paper. Many of these platforms continue, as I will show in the 
third section, the trend of misusing the language of classical health activ-
ism, but combine it with a critique of national health policies and regula-
tory systems that are presented to potential subscribers as bureaucratic 
giants that hinder rather than promote medical progress (and thus the 
health of individuals). An alliance of international companies that oper-
ate online health platforms with patients, their families and scientific 
institutions is implicitly positioned as an alternative to the classic nation- 
state model. The rationale behind this is that, in exchange for providing 
a community of like-minded people, users agree to a participatory, tar-
geted collection, donation, storage and the processing of personal health 
information. During a second step, such information is passed on to 
third parties often in return for financial compensation (Strasser et  al. 
2019). As a result, self-help becomes, in part, associated with a hyper- 
capitalist model of health and research (Mahr 2017).

Much has already been written about what patients and their families 
actually do on and expect from such platforms including how their expe-
rience with such communities impacts both their health behaviour and 
understanding of illness (e.g. Neal et  al. 2006; Grosberg et  al. 2016; 
Magnezi et al. 2014; Lupton 2014). In contrast, research into the profit 
that such platforms gain from the activities of their subscribers is scarce 
(Casilli and Gutierrez 2019). Most of the emerging research in this field 
of study centres around either individual data security or the cultivation 
of information on such platforms (Janssens et al. 2012; Tempini 2014; 
Prainsack and Buyx 2017). An overarching perspective that links the 
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connected changes in individual disease identities with the influence of 
such platforms on health policy, and medical epistemology is still a req-
uisite. The same applies to the resistance of some users/patients towards 
this trend of commercialisation of self-help. This resistance is expressed in 
the emergence of new, inclusive and performative local health collectives 
such as the Spanish GynePunks or open source health networks (Mahr 
and Prüll 2018).

3.2  Exploring Participatory Online 
Health Platforms

During the last decade, online health platforms have been rapidly 
diversified, as Peter Conrad and Cheryl Stults already predicted back in 
2010 (Conrad and Stults 2010). Classic health information websites 
established in the late 1990s and early 2000s, such as WebMD, Mayo 
Clinic, Healthline, Drugs.com, and Medline Plus focused primarily on 
providing curated information to those who search online for guidance 
for health related issues. Commercial portals like WebMD have been 
harshly criticised, by some, for providing obscure or biased advice, such 
as the promotion of drugs sold by commercial partners or fostering 
hypochondria among its users by using alarmist language (Heffernan 
2011). As soon as such platforms opened themselves to the users by 
providing peer- moderated forums (like the 55 sub-communities of 
WebMD) that foster exchange among information seekers, others began 
to question the credibility of peer-information that was, produced, 
discussed, and provided on such platforms (Huh et al. 2016).

 Sharing Culture

Nevertheless, this first wave of online health platforms has also paved the 
way for fundamental changes in today’s healthcare culture. They did so 
by providing non-geographically restricted safe spaces for self-help, advo-
cacy and corporate interests; aspects that seem to contradict themselves 
but which actually gets bridged in practice. Notably, individuals and 
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populations that are either suffering from very rare conditions such as 
amyotrophic lateral sclerosis (ALS, as mentioned in Chap. 2) or are living 
with a disease which is in some cases still societally connected to moral 
deviancy (e.g. HIV in some parts of Asia) or individual shame (such as 
inflammatory bowel diseases (IBD)) profit from those virtual spaces. It is 
not surprising that during the rise of the web 2.0, a new type of online 
health community was developed oftentimes inspired by and aiming 
towards the experiences of individuals suffering from rare diseases. The 
self-proclaimed “non-profit patient network and real time research plat-
form” PatientsLikeMe for example (PatientsLikeMe 2020), narratively 
links its origins with the life experiences of its co-founder Stephen 
Heywood, who was diagnosed with ALS in 1998. PatientsLikeMe opened 
its servers in October 2005 and has, since then, attracted over 600,000 
users. Among them are 5862 individuals suffering from Crohn’s disease 
and 2876 persons with ulcerative colitis who share their profiles publicly, 
including uploaded health information and narratives about their illness 
experiences. In addition to providing a virtual space in which individuals 
can discuss their conditions, share their experiences, and connect over 
related topics, collecting, processing and providing large sets of health 
information (both for scientific and commercial reasons) has become the 
main characteristic of the second wave of online health platforms (Mahr 
2017). Popular online health networks such as PatientsLikeMe, 
CureTogether, HealthUnlocked or TrackMyStack use both the language 
of advocacy and the ethos of online sharing culture to nudge their users 
into providing all kinds of health related information about themselves. 
The information oftentimes includes for example SNPs from genetic 
tests, hospital reports, data from smart devices & fitness trackers as well 
as in-network generated information (both in form of narratives and sur-
vey data) (Ibid). Not too long ago, a call to report this type of informa-
tion about oneself would have provoked a public outcry by data protectors 
and possibly actions by policy makers due to the nature of such sensitive 
info. But with the big data epistemology of personalised or precision 
medicine on the rise in a globalised world, it seems that the tides have 
turned. Most platforms are hybrids between commercial enterprises, citi-
zen science projects, social networks, and data-providers for both scien-
tific institutions, governmental actors, and industry established regulatory 
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tools fail to encompass their doings. These tools have been developed to 
monitor and steer the data usage of institutions that are fully embedded 
into the medico-scientific system and are therefore, insufficient to cope 
with the hybrid character of such new platforms. Furthermore, most 
national regulatory agencies, for example the Federal Office of Public 
Health in Switzerland, are unable to oversee the activities of social health 
networks since many health platforms are operating from abroad (see 
Mahr et al. 2019).

Against the backdrop of sharing culture as a new and idealised form of 
sociality (see Katrini 2018), PatientsLikeMe and other social health plat-
forms frame the request for the donation of information about one’s own 
health status as a collective responsibility. For them, the accumulation of 
health data serves a greater good and everybody who shares their own 
data therefore participates in accomplishing this goal. In April 2016, the 
PatientsLikeMe blog published under the tag of “Openness Philosophy” 
the following statement:

Most healthcare websites have a Privacy Policy. Naturally, we do too. But at 
PatientsLikeMe, we’re more excited about our Openness philosophy. It 
may sound counterintuitive, but it’s what drives our groundbreaking con-
cept. You see, we believe sharing your healthcare experiences and outcomes 
is good. Why? Because when patients share real-world data, collaboration 
on a global scale becomes possible. New treatments become possible. Most 
importantly, change becomes possible. At PatientsLikeMe, we are passion-
ate about bringing people together for a greater purpose: speeding up the 
pace of research and fixing a broken healthcare system. Currently, most 
healthcare data is inaccessible due to privacy regulations or proprietary tac-
tics. As a result, research is slowed, and the development of breakthrough 
treatments takes decades. Patients also can’t get the information they need 
to make important treatment decisions. But it doesn’t have to be that way. 
When you and thousands like you share your data, you open up the health-
care system. You learn what’s working for others. You improve your dia-
logue with your doctors. Best of all, you help bring better treatments to 
market in record time. PatientsLikeMe enables you to effect a sea change in 
the healthcare system. We believe that the Internet can democratise patient 
data and accelerate research like never before. Furthermore, we believe data 
belongs to you the patient to share with other patients, caregivers, 
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 physicians, researchers, pharmaceutical and medical device companies, and 
anyone else that can help make patients’ lives better. Will you add to our 
collective knowledge … and help change the course of healthcare? 
(Patientslikeme blog 2016)

The promise of collaboratively “fixing a broken healthcare system” and 
“speeding up the pace of research” seems to be appealing to many who 
suffer from rare and often misunderstood, stigmatised and/or chronic 
diseases. The same applies for the various community functions that 
social health networks are providing. Since 2014 members of the Crohn’s 
community within PatientsLikeMe are, for example, discussing the 
microbiomic component of their condition. They coordinate among 
themselves self-experimentation with different diets and even DIY-faecal 
transplants (see Mahr 2017). Another case of community-based research 
in social health network involves members of the ALS population on 
PatientsLikeMe. These highly engaged individuals conducted their own 
study to fact-check, using their own bodies as experimental agents, the 
outcomes of a small Italian study, which claimed that aluminium could 
have a positive effect in slowing down the progress of ALS (Wicks et al. 
2011). As it turned out, there was no significant effect of aluminium with 
respect to the development of the condition (Ibid). Since then, the ALS- 
study has been used by actors like Paul Wicks, vice president for innova-
tion at PatientsLikeMe, as a showcase for the legitimacy and goodness of 
the networks activities. He does so even though the communities organ-
ised within the network and the practice of data-collection are, if at all, 
only loosely linked by the community ethos.

 The Epistemology of Self-Reporting

To be part of a social health network means to be generous with one’s 
own health information. This seems to be a state of mind which has 
become deeply embedded into the daily routine of many users of such 
platforms. The practice of “self-reporting” health related information on 
online health websites (Strasser et al. 2019) is not only a way for indi-
viduals to feel as if they are contributing to the advancement of 
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healthcare, but also a means to be part of a larger community that shares 
similar bodily and mental experiences. It is not only a tool for corporate 
interests but has also become a powerful socio-scientific episteme. Only 
loosely connected to the usage of the French philosopher Michael 
Foucault (Foucault and Gordon 1980), I understand epistemes here and 
in the following parts of my article as apparatuses that separate and give 
value to both statements and practices within a community that is (partly) 
united by an epistemic and social goal. An example would be the advance-
ment of biomedicine and its translation into care. The attraction of “self- 
reporting” as such an episteme within the online sharing culture is the 
inescapability of its implied morality. Sharing data is seen as advanta-
geous while withholding is selfish. To partake in the advancement of sci-
ence and medicine is a social imperative, while anything else is framed as 
going against the best interests of society. To be part of a health commu-
nity, therefore contributes to one’s own and others mental and physical 
wellbeing, but it comes at the “low” price of data-donation. A moral 
economy like this is designed to evoke feelings in possible users such as 
responsibility (it is my duty to share health information), shame (if I 
don’t share my information others may suffer), or agency (because I share 
my health information within an online health network I am participat-
ing in bettering my own and others situation in the future).

The focus on quantitative (or quantifiable) health information is a 
telling characteristic of many online patient platforms. The act of sharing 
intimate bodily information about oneself on commercial platforms 
might serve scientific, economical, or even political interests. But why do 
they need to be (mostly) in quantified form? According to the historian 
of science Theodore M. Porter, the reason for this is connected to some 
intrinsic and (in the broadest sense) psychological qualities of numbers: 
We are conditioned to trust them nearly unconditionally. Quantification 
is a technology of distance and cultural construction of objectivity (Porter 
1995). The reliance on numbers and quantitative information minimises 
disrupting factors such as the need for intimate knowledge and personal 
trust. Likewise, they are a medium to ensure communication beyond 
local or cultural boundaries. Numbers reduce complexity into a set of 
predetermined categories and therefore help to construct a simplified 
reality of our bodies, identities, social or economic status. Thereby they 
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help others to make supposedly objective decisions about us as individu-
als or even the course of whole societies (O’Neil 2016; Stuckler and Basu 
2013). A decision made with the help of quantified information has the 
appearance of fairness, impersonality, and egalitarianism. Thus, ulti-
mately enabling the possibility of objective action. Such an epistemic 
economy of (seemingly) objective data dissolves the individual into the 
collectivity of large data sets. However, entering my patient data into the 
database of online health networks not only collectivises me, but also 
measures and compares my data copy with the information shared by 
countless others. Ultimately, a data image emerges that has been classified 
and categorised and can be ported into countless other contexts. Thus, it 
is not too far-fetched to believe that my daily input of blood pressure 
values on such a website can eventually have an impact on my credit 
score, my dating profile, or even my chances of getting a job at a univer-
sity (Weinberger 2012; Mahr 2017). Of course, the epistemology of self- 
reporting health data could also contribute to real advances in medical 
research or individual health as many providers promise. Consequently, 
we have a double-edged sword to wield when we use such services in 
private sector but also increasingly in public health-care contexts 
(Prainsack 2020).

Furthermore it is noteworthy, that the practice of self-reporting 
encompasses not only data, that has already been quantified by sources 
outside of these networks (such as SNPs or blood test results), but also 
includes prospectively quantifiable information co-produced and (statis-
tically) utilised by the providers and their clients. Examples for this are 
both the DailyMe function of PatientsLikeMe, which asks users to rate 
their feelings on a daily basis (see Fig. 3.1). Their experience based illness 
narratives are shared in the network’s forums. Although it is still unclear 
if providers like CureTogether or PatientsLikeMe have already developed 
the technology necessary to utilise such narratives for their benefits, the 
rapid development of machine learning algorithms will make it possible 
in the near future (Yom-Tov 2016).
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 Alternative Platforms

Both commercial and semi-commercial social health networks are 
currently being challenged. Although many casual users are choosing to 
become members of the few large commercial or semi-commercial social 
health networks and community platforms of direct-to-consumer *omics- 
testing companies, such as uBiome or 23andMe, a wide variety of non- 
profit and community organised alternatives is emerging. These range 
from specialised spaces in social aggregation and discussion platforms like 
Reddit, to highly elaborated data-sharing websites like OpenSNP.  In 
January 2020, the subreddit community r/CrohnsDisease had over 
24,500 members discussing and sharing a wide variety of topics, includ-
ing the *omics of IBD.  Some users are even co-analysing each other’s 
phenotypes. That is to say, the observable characteristics of an individual 
resulting from the interaction between its environment and genotype. 
This is oftentimes done against the backdrop of detailed knowledge about 
genomics (r/CrohnsDisease 2020). In the same period of time, OpenSNP 
attracted about 8000 users and they provided the platform with about 
5400 genetic datasets (Greshake-Tzovaras 2020). Among those users, 
4771 haven’t shared any data yet, while 2904 contributed one phenotype, 

Fig. 3.1 Screenshot of the authors profile page on PatientsLikeMe, Jan 2020
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1468 users up to ten, 865 more than 20, 329 more than 50 and 123 
individuals shared more than 100 datasets (see Fig. 3.2).

According to the co-founders of OpenSNP, the goal of the project is 
similar to those of both social health networks and direct-to-consumer 
*omics testing companies, since they also want to provide a platform that 
helps individuals to understand their own genome better, while at the 
same time sharing the collected and curated information with the research 
community for an open and participatory advancement of science. 
Nevertheless, they reject the idea of monetising this data. In their 
own words:

The idea for this project came to Bastian after he was genotyped by 
23andMe in May 2011 and started playing around with his data. During 
his research he became frustrated, because it was not that easy to find more 
data. He started working on openSNP to fix this. To be clear: This project 
is not about making money, selling data or to quote Google: “We don’t 
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wanna be evil”. We are just interested in making science more open and 
accessible. (OpenSNP 2020)

OpenSNP and some of its non-profit and commercial competitioners 
(e.g. Xcode Life, Promethease, Genetic Genie, DNA Land, and Codegene) 
aim to provide their users with additional and complementary informa-
tion to the oftentimes limited information and genomic interpretation 
direct-to-consumer companies are giving to their customers alongside 
their raw data. The reports or tools for annotation and comparison (e.g. 
SNPedia) provided by such platforms may for example include gene- 
nutrition, allergy-susceptibility, or the carrier status for certain genetic 
conditions. Furthermore, they enable their users to compare their own 
genomic data and phenotypic expressions with those of other individuals 
within the site’s community. This feature is not common in most com-
munity spaces provided by commercial direct-to-consumer genomic test-
ing providers. By taking the ethos of “commons-based peer-production” 
(the promotion of a non-profit sharing society (see Benkler 2006)) seri-
ously, the founders of OpenSNP prove themselves as tech-savvy digital 
natives. I suspect therefore, that such platforms are not only created by, 
but also, utilised by tech-enthusiasts in an disproportionately manner. 
This usage hints on a digital divide between those who use the more com-
mercial social health networks and those who are searching for alternatives.

 Activism in Participatory Online Health Platforms

According to Crohn’s and Colitis UK over 5 million people worldwide 
are experiencing isolation, fear, and embarrassment because of their IBDs 
(Crohn’s and Colitis UK 2015). Many of them also try to make sense out 
of the aetiology and genetics of their condition (see Wilburn et al. 2017 
and Mahr et al. 2019). To become part of an online health network might 
be a possible way in dealing with both the negative feelings associated 
with IBD and the patient’s quest for understanding, since both might 
enhance an individual’s agency (Prainsack 2014).

But what can agency for someone who suffers from Crohn’s disease or 
ulcerative colitis mean in an online environment? Commonly, social 
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scientists understand agency as an individual’s capacity to act 
independently and to make free choices. As demonstrated in sociological 
studies, IBDs might have very negative effects on an individual’s agency 
(Wilhelm et al. 2015). During inflammatory periods, individuals with 
IBD might frequently experience an erosion of their social contacts 
because they tend to become unable to leave their homes for an extended 
period of time. Even small tasks like preparing a meal for their family 
might prove to be an unsolvable task (Mahr et al. 2019). While aware of 
the chronic nature of their condition, many IBD patients seek to 
understand their own bodies through the lens of individual illness 
experiences and provided medical knowledge (Ibid). For an individual 
that seeks to become actionable towards her/his/their condition, both 
forms of knowledge tend to be equally valid and important since they are 
entangled. Medial facts about IBD only make sense when reflected 
through the lens of one’s own individual environmental, nutritional, 
social, or psychological triggers and first-hand knowledge about the 
development and time of an episode of IBD.  Against this backdrop, 
individual agency means to know how to maintain a certain degree of 
independence by utilising body- knowledge, experiential knowledge, and 
social assertiveness, all of which are informed by and entangled with 
medical lay-expertise. This enables persons with IBD to not only interact 
in acute illness phases with their social world (e.g. family members, 
co-workers) but also to become actionable while gaining the ability to 
contextualise and evaluate the explanations given to them by medical 
experts. Such patients can be best described as their own experts at the 
intersection between living a disease/condition and a disease/condition as 
a medico-scientific object (Willhelm et al. 2015).

 Autonomy and the Limitations of the Health 
Platform Economy

By making use of the infrastructures provided by social health networks, 
some groups of users enable themselves not only to discuss treatment 
options, share medical advice, co-create data, and illness-narratives but also 
to form emergent concerned collectives (Callon and Rabeharisoa 2007).
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A very recent example for such collectives is the self-organisation and 
the scientifico-political activity of feminist health-groups on 
PatientsLikeMe. In spring 2017, against the backdrop of a worldwide 
backlash against women’s reproductive rights. This backlash was con-
nected to the rise of a new right wing conservatism around the globe, 
including South-America, the United States, and various European coun-
tries (see P8_TA(2019)0111). Subsequently, discussions about cycle 
studies and methods like menstrual extraction (see Chap. 4 of this book) 
began to trend in the network’s research forums. Both young women and 
seasoned self-help veterans began to share their first-hand knowledge 
about bodily autonomy, to reflect the socio-historical developments of 
their experiences within the healthcare-system, and began to form both 
political and lay-research alliances to find a modern approach to decolo-
nise women’s bodies. This is remarkable because of the fact that decades 
after the legalisation and normalisation of abortion in many states around 
the world, such discussions and practices seem to become necessary once 
more. In addition, involvement also bridges a generational gap of activ-
ism and responsibilities in “women’s sisterhood”, and further emphasises 
the strengths and limitations of grassroots feminist activism in data- 
centred (semi-)commercial social health networks.

The conflicted relationship between alternative approaches and related 
techniques of the body and its institutionalised counterparts marks the 
limitations for the participation of activists and other personally con-
cerned individuals who seek to co-produce and disseminate their experi-
ential knowledge in social health networks. This can be observed especially 
when they challenge common beliefs and the implicit moralities of a 
society reflected in the network. In short, this tension can be noted when 
participants/users cross the boundaries of the dominant political dis-
course. The tension became evident in spring of 2017, when the discus-
sion about menstrual extraction on the PatiensLikeMe platform became 
politicised by some users (like the professionals in the 1970s), who re- 
framed it as a risky and an illegal abortion method. Ultimately, the topic 
“menstrual extraction” disappeared from the network (see PLM discus-
sion “harpgirl” ME 2012). Whether this disappearance is due to political 
agitation by critical users, or due to the implicit morality of the network 
itself remains unclear. Consequentially, this episode underscores the 
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moralised boundaries and implicit restrictions of both semi-commercial 
and fully commercialised health-networks. They are not a place for coun-
tercultural experimentation or knowledge dissemination with respect to 
health practices but are operating tightly within the confines of the status 
quo. This is evidenced, when they, like in the case of menstrual extrac-
tion, might increase the options of concerned and oftentimes margin-
alised individuals. It is noteworthy that DIY-practices like menstrual 
extraction are re-emerging not only as elements of a certain lifestyle (i.e. 
educated middle-class populations) but also as a necessity for those who 
are losing the opportunity for bodily autonomy within an increasingly 
re-moralised and austerised health-care culture.

3.3  Sense-Making

Individuals suffering from Crohn’s disease or ulcerative colitis are also 
beginning to discuss DIY-practices to increase their bodily autonomy. 
While not framed as politically sensitive as menstrual extraction, they are 
nevertheless beyond the governmental epistemological framing of both 
institutionalised medicine and the codes of conduct of most participatory 
social health platforms. This is especially true in the area faecal transplan-
tations. Where discussions are constantly crossing the boundaries between 
accepted medical practice and potentially harmful self-medication. 
Therefore, they might become in the future also practices “non grata”.

The microbiome of the gut has become in recent years not only a hot 
topic in research about immune processes and inflammation, but also a 
focal point for popular science media (see Mahr 2017). It is, therefore, 
not surprising that individuals with Crohn’s disease or ulcerative colitis 
are hopeful with regard to the possibility of influencing the composition 
of their gut microbes in a way that might have a positive impact on their 
condition. Unlike the genetic explanation of their condition, which can 
be understood by some as fate, they associate with the microbiome an 
increased level of health-related agency. It enables them to participate in 
health or medical settings with the aim of gaining a higher degree of sov-
ereignty over their own bodies or to alter the public perception of their 
bodies and experiences. This can go hand in hand with the acquisition of 
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individual options for action or influence, whether in an individual’s 
social life, the political sphere, or with respect to the medico- 
scientific system.

A look at social health networks like PatiensLikeMe or other Web 2.0 
self-help structures seems to confirm this. There, individuals with chronic 
inflammatory bowel disorders are excitedly discussing how the microbi-
ome approach could help them with their condition. Many of them are 
particularly interested in the practices and offers that are also highlighted 
in the media discourse about the microbiome: stool-donations for 
research projects such as Britishgut, the offers of commercial direct-to- 
consumer sequencing providers and the DIY culture surrounding faecal 
transplantation. Three forms of action are discussed: participation in 
research that seeks to discover the causes for inflammatory intestinal dis-
eases (1), the usability of knowledge about the composition of one’s own 
microbiome for the improvement of individual intestinal health (2), and 
how to replace one’s own microbiome with that of a person without 
chronic inflammatory bowel diseases (3). At the end of 2014, the practice 
of stool transplantation was lively discussed in the forum of the German 
Crohn’s Disease/Ulcerative Colitis. A user suffering from ulcerative colitis 
raised the topic and asked in the forum how she could carry out a trans-
plant in Germany or Europe. In practice, this project might sound “dis-
gusting” (…), but “somehow she also thinks” (…): “I have nothing to 
lose” (…) (DCCV Forum 11/2014). A regular user in the forum – User 
B – replied that there are various clinical studies, but stated that the prac-
tice is still highly controversial. The US Food and Drug Administration 
(FDA), for example, only allows them in special cases (see Young 2014). 
His look at American health networks and forums, where study partici-
pants shared their experiences with other sufferers, showed that “there are 
50% remission rates for ulcerative colitis (…)” (Young 2014). This also 
fits into the picture of a new research study that says that transplantation 
is also successful in some forms of colitis. He refers to a study by Atarashi 
K. et al. with the title “Induction of colonic regulatory T cells by indig-
enous Clostridium species”, that refers to success, but is limited to a 
mouse model (Atarashi et al. 2011). User B also points out that only two 
medical practitioners in Hamburg and Zurich are offering a transplant in 
Europe so far. He therefore advises the creator of the thread to get more 
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information on the website thepowerofpoop.com, which is a portal that 
provides information on how faecal transplants are performed by doc-
tors, that disseminates information about ongoing studies as well as 
instructions for stool transplantation at home (The Power of Poop 2016). 
Another user, C, complements B’s contribution and states that there are 
already a few “short publications of FMT/stool transplants within 
Germany and Switzerland (available) (…), for example the ones con-
ducted at the Kurpfalzkrankenhaus in Heidelberg, (…) at the Hospital in 
Bremen or another one at the University Clinic of Jena” (DCCV-Forum 
2014). But he also points out that most clinics in German-speaking 
countries predominantly seek to treat Clostridium difficile but that some 
private practitioners might be “more open for experiments” (Ibid.). 
Therefore, the “IBD community” in Germany would be eager to receive 
information about how this form of therapy could be beneficial for the 
treatment of ulcerative colitis or even Crohn’s disease (Ibid.). A short 
time after this post, another user, D, who appears to be active also within 
the PatientLikeMe community and uses the forum of thepowerofpoop.
com frequently, posts the following statement:

Hi, I’m going to start a self-experiment in the next few weeks according to 
the DIY instructions. I have CD [Crohn’s disease – the author] (…) but it’s 
worth a try. The effort is low and so is the cost. On Thursday I have an 
appointment with my gastro(enterologist – the author) who tests the donor 
(blood and stool sample). As soon as the results are received, I start the 
transplant. At the beginning of March I had an appointment with another 
gastroenterologist who answered the following to my question about the 
FMT (fecal transplantation – the author): ‘Dear Sir *****, we can do it, but 
then as a private service. But you would have to introduce yourself first to 
a preliminary discussion.’ The doctor already has experience in the treat-
ment of C.difficile with FMT. If there is interest, I can briefly report on 
how things are going with me. (DCCV-Forum 2014)

The announcement of a self-experiment accompanied by a doctor 
generates further discussion in the forum. Two positions are dominant. 
Firstly, there are people who point out the lack of evidence of scientific 
evidence for success in Crohn’s disease, and who are also sceptical about 
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the safety of the procedure (contamination, infections, etc.).The vast 
majority of forum participants, however, is very open and interested. 
Most are looking forward to an experience report from “the first stool- 
transplant user within the community”. User D is also asked about who 
would provide the donation. He replies to this question that his mother 
is providing the stool and that he is aware about the lack of scientific 
evidence of Crohn’s disease. However, he argues, that he has also read 
some positive case reports on the international patient platform healin-
gwell.com.

This short excerpt from a German-speaking community for people 
with inflammatory bowel diseases illustrates how affected individuals 
make sense out of both their condition and the scientific discourse & 
practices surrounding it, in order to gain agency. Their main tools seem 
to be both the utilisation of online information and networked commu-
nities of individuals with similar experiences as well as the transfer of 
shared knowledge into their own bodily practices of the self which include 
self-experimentation. The online organised IBD patients are well 
informed about scientific developments but are also self-confident experts 
of their own illness experiences. Their activities are oscillating between 
the sphere of online activity and real-life actionability. For them, the 
emergence of social health networks seems to be highly beneficial. But 
the question remains: Are they aware of the extent of personal health 
information they are disclosing publicly?

3.4  The Dilemma of Data

While the idealisation of the individual signifies a retribution of 
responsibilities from the state to the individual member of society, its 
customisation emphasises the identity aspect of choice. Against the 
backdrop of my socio-economic or cultural status, I am able to make 
health related choices, for example, about insurance plans, nutritional 
habits, forms and frequency of exercise, medical professionals, and most 
recently also about with whom I want to share my health-information. It 
is not only a question of if I want to share my health information with 
others (be it for the purpose of comparison, to get/give advice, or to 
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contribute to research) but also a question of where to share the 
information. Therefore, I as an individual am held (prospectively) 
responsible for the choice of a platform and ultimately for the use and 
re-use of my information by third parties. The moral foundation of 
personalised health, as such reveals its core flaw: The implicit force for 
self-care, responsibility and choice will result in dilemmas, specifically, 
am I willing to give up a certain part of my informational identity in 
order to fully meet the inherent demand for health-related self-care and 
informational altruism?

A growing number individuals suffering from chronic inflammatory 
bowel diseases are confronted with such aforementioned dilemmas. 
Whether they seek a community with similar experiences, want to con-
tribute to research via self-reporting on PatiensLikeMe, specialised plat-
forms like Crohnology, or turn to (less well known) non-commercial 
alternatives, they are unconsciously making a responsibility-choice to 
give up control over their information. They do so in exchange for access 
to a community that promises them more agency in navigating their con-
dition and to better the lives of others as well. How this kind of “donating 
data for individual and collective agency” shall work is clearly displayed 
on the starting page of crohnology.com. Here, the providers describe the 
perks of self-governance and self-reporting and how the produced infor-
mation will be looped back into the community. Furthermore, they show 
how deeply they epistemologically believe in quantification, since they 
count the number of affected individuals who have subscribed to their 
services, the countries they are coming from and the “years of patient 
experience” they have so far collected (crohnology.com 2020) (see 
Fig. 3.3).

There are currently over 11,000 subscribers on Crohnology and about 
2000 of them are sharing their treatments, dietary experiences and other 
information on a regular basis. However, three years ago some individuals 
of its community grew sceptical towards both the claims of self- 
improvement through public self-management and the data practices of 
social health networks. This might be either informed by a raised aware-
ness for health related data security in recent years (see Casola et al. 2016) 
or due to a digital divide within the user base of the network. A good 
argument for the latter is the fact that those who express their scepticism 
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are additionally active on self-governed infrastructures (such as the 
Crohn’s community on Reddit or related chat-rooms on discord), pre-
dominantly frequented by tech-savvy individuals. An example for this 
critical engagement is the thread “Crohn’s knowledge sharing website” on 
r/CrohnsDisease (2017).

Fig. 3.3 Crohnology.com (2020)
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The creator of the post (user A) introduces himself as someone who 
was diagnosed with Crohn’s disease in the year 2014 while studying com-
puter science in college. He further discloses that he is planning to set up 
a new resource for sharing experiences and knowledge about the 
condition:

I am setting up a website that allows Crohn’s sufferers to pool together their 
knowledge. Forums, and this subreddit, provide a great resource for getting 
answers to your questions, but there is poor search functionality for old 
threads, and importantly, little to distinguish quality answers from unhelp-
ful answers. The karma system on Reddit goes some way towards this, but 
I believe that a tailor-made solution would be better.

I have two distinct formats:

 1. A Wikipedia style website, where contributions center around specific 
topics – pages for stoma care, diets, typical treatment pathways, surger-
ies etc.…

 2. A question and answer website, rewarding approved contributors (like 
StackOverflow), with a great search function. This prevents contributors 
answering the same questions multiple times, and the spreading of 
misinformation.

Let me know your thoughts on these two options, and the concept. 
Which would you find useful? What would encourage you to contribute 
on a different website? (r/Crohnsdisease 2017)

In the following discussion another person, user B, points out her/his/
their experience with and opinion about the aforementioned website 
Crohnology:

I have – Crohnology is designed to harvest profitable datasets from users. I 
hate that to access the information you have to create an account – that 
totally goes against my goal of instantly accessible, legible information for 
sufferers. Do you use Crohnology? (r/Crohnsdisease 2017)

In her/his/their commentary, user B, shows not only understanding 
about the business practices and goals of commercial or semi-commercial 
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social health networks, but also criticises that information on such plat-
forms as bound to the creation of an user account. It’s apparent that this 
user is also technology savvy and prefers open information and anonym-
ity over the common practice of membership. In his answer to this state-
ment user A writes, that he doesn’t use the platform, “partly for the data 
collection aspect” (r/Crohnsdisease 2017). Another user, C adds to the 
discussion the point, that a “properly maintained” question and answer 
section “would be great because there are always things that aren’t posted 
on pubmed or the national library of medicine pages for Crohn’s issues” 
(Ibid.).

Another example is user D, who discussed in the sub forum 
“Bearableapp” with other users about what a “mood & symptom tracking 
app” for them should include and how it should deal with privacy. The 
beta result (which user D introduced finally in November 2019) then, 
takes into account, that plenty of knowledge about such conditions has a 
highly individual character. Therefore, it allows users to develop, while 
using the app, their own system of categories and to make use of a diary 
function. Furthermore, according to D, it is written to be an application 
that is fully operational without sharing any data with the developers 
while shared information will not be used in any commercial setting.

This brief insight into the Crohn’s and colitis community active on 
Reddit shows that a relatively large number of patients have an intrinsic 
commitment to make information accessible to one another. They are 
therefore looking for valid and helpful information that is not hidden 
behind either a paywall or has to be bought at the cost of a (partly forced) 
disclosure of private information. Instead they are actively generating 
their own form of agency within the hybrid world of informational tech-
nology, corporate interests, and societal enforced self-care by engaging 
with the spirit of the early years of the internet. But even beyond this 
reinforcement of the open source and anonymity ethos of the “old” inter-
net, there is something different about this part of the community of 
people with chronic inflammatory bowel diseases; this difference being 
one of epistemological nature. In contrast to what is presented as “patient 
experience” on platforms like PatientsLikeMe, where the experiential 
knowledge expressed within individual illness narratives is either regarded 
as a marginal secondary source or gets outright devalued in favour of 
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quantifiable information, narratives of living with a condition like 
Crohn’s or colitis receives encouragement by the r/Crohnsdisease com-
munity. There are hundreds of threads in which individuals share very 
sensitive and private information about themselves; share thoughts, com-
pare their experiences, comfort each other, and discuss ways in which 
they could better their situations (r/Crohnsdisease 2020; see: r/IAmA 
2012). Thus, a minority population within the community of people suf-
fering from Crohn’s disease and ulcerative colitis seeks to develop their 
own tools and practices to deal with the inherent data dilemmas that are 
connected to self-care in data-centered societies and their (in terms of 
privacy) ambivalent operating healthcare systems.

Even if the general trend of the development of the self-help culture 
goes in the direction of formalisation, commercialisation and centralisa-
tion of a few commercial and semi-commercial platforms, there are also 
indications in increased form that some users give a change to non- 
commercial alternatives that do not violate the data privacy. Examples for 
this are new inclusive health movements that seek to transcend the 
offline-online boundary. Proponents of the DIY culture and alternative 
health platforms begin to combine health information and activism with 
artistic expression. Examples include the Open Source Estrogen Project 
(Tsang 2020), the Open Insulin Project (Smith 2019), the revival of the 
Gimp Girl Community (Cole et al. 2011) for women with physical dis-
abilities, and various queer-feminist and intersectional health collectives 
(Mahr and Prüll 2018).

3.5  Conclusion

In this chapter I analysed three levels of interconnection between social 
health platforms, their users, the health care system, and the medical sci-
ences: The digitalisation of self-help culture, the various ambiguities of 
this process, and how patients/users develop resilience towards the eco-
nomic and political implications of its data oriented understanding 
of health.

During the 1980s and 1990s many individuals with chronic illnesses 
had to face the social and medical challenges of their illness in limited 
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and sometimes isolating conditions. Today’s healthcare culture, in con-
trast, challenges them to navigate through an overabundance of incen-
tives to participate and societal expectations to care about themselves. 
Ever since austerity became one of the driving forces in western health- 
care systems during the 2010s, the paradigm of personalised health has 
gained momentum. Under the umbrella of this concept, prevention and 
participation evolved into core values asking those who suffer from cer-
tain conditions (or might have a “risk” to develop them) to become pro-
active actors with regard to their own health. This form of self-care has 
little to do with the self-governed and bottom-up organised health activ-
ism of the 1970s, despite the fact that some actors like governments or 
the health care industry invoke similar terminology in their campaigns 
and advertisements today. In the past, self-care meant emancipation of 
marginalised groups such as the LGBTQIA+ community during the 
HIV-crisis. Oftentimes, it was connected to alternative epistemilac and 
practical approaches towards medicine and its institutions. Today’s main-
stream self-care aims to maintain given assumptions and ideas about 
health, illness, and their underlying politics albeit in a condensed quanti-
fiable form. This maintaining of the status quo becomes apparent when 
analysing the shared boundaries between the medical sciences, the health-
care sector, and exponents of the modern data economy. The relationship 
towards the latter remains for some national actors ambiguous primarily 
due to questions about data security and ownership. However, its quanti-
fied approach towards health seems to be highly compatible with recent 
understandings of individual self-care within the paradigm of person-
alised health. Against this backdrop slogans like “Donate your data for 
you, for others, for good” (PatientsLikeMe), “What if we could learn 
from the collective experience of patients everywhere?” (Crohnicity) or 
“What can be done to make the health system more sustainable?” (Swiss 
Personalized Health Network 2020) gain meaning and power.

Health care in the twenty-first century requires an individual 
commitment to self-help. Commercial online patient networks offer this, 
but at the price of the disclosure of the self in the form of a data donation. 
Many patients take the commitment to self-help seriously and seek 
community and information about their own disease on platforms such 
as PatientsLikeMe, Ben’s Friends, or CureTogether. They rationalise this 
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as a responsibility towards themselves, their families and the society in 
which they live. However, given the fact that our society and politics are 
(still) ambivalent on the issue of disclosure of personal health informa-
tion towards third parties, users of online health networks are faced with 
a dilemma. This dilemma is one which, against the background of the 
datafication of all areas of life and knowledge, also (paradoxically) forms 
the business basis of such networks. This also seems to be one of the rea-
sons why many of these platforms are rather conservative in terms of 
health epistemology. They do not want to alienate research institutions 
and state actors as potential customers, even when they criticise them 
rhetorically. The dilemma of disclosure of personal health information 
along with the strategic, epistemic and political conservatism of partici-
patory social health networks have led some potential users to look for 
alternative forms of digital self-help in the online context.

Examples of these alternatives are the various DIY forums in which 
people suffering from Crohn’s disease or ulcerative colitis discuss and test 
alternative treatment regimes. At the moment the focus is on faecal trans-
plantation which is not approved by the FDA. The subject, therefore, is a 
potentially problematic one for these patients and is therefore potentially 
problematic to discuss on networks such as PatientsLikeMe. The users 
who are active in these DIY forums find agency in looking for help and 
experimenting with new things beyond the health system’s restrictions. 
Their empowerment consists in testing epistemic diversity. A different 
approach is taken by all those who accept the data logic of the health care 
system and networks. Such individuals seek to monitor and share their 
own health in a quantified form, but are simultaneously sceptical about 
the public release and potential loss of ownership of their health data. For 
this particular group, agency means that they can handle their informa-
tion in a self-determined way. In the forum r/Crohnsdisease and on the 
platform OpenSNP such participants find a platform.

However, the question remains: What has become of Nico and his 
mother? In short, they report not to feel isolated anymore. Nico’s mother 
established an account on PatientsLikeMe five years ago. She intends to 
experiment with DIY-faecal transplantation. The community, she says, 
“will not only help her to find a medical practitioner to assist her in this 
journey”, but also has agreed to support her through all of her journey. 
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For this, she plans to upload a live video-blog on YouTube. Nico has since 
become an IT-expert. He seems to be a bit more concerned about the use 
of PatientsLikeMe, especially with regards to the data security. 
Nevertheless, when last I met him in my hometown, he told me that he 
is relieved that there has been much advancement in the last two decades. 
This he believes has been possible primarily due to the online self-help 
structures.
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4
Radical Feminist Movements 

and the Re-Imagination of Performative 
Epistemology

Abstract This chapter explores new forms of intersectional and body- 
related, partially performative feminism that emerges in the current 
socio-political climate. Hence the neo-conservative climate in many parts 
of the world threatens to curtail women’s rights once again. New feminist 
movements are, on the one hand, rediscovering the body-related prac-
tices of the 1960s. However, on the other hand, they enrich them with 
new epistemic and social values such as “sharing possibilities”, “applica-
bility to human needs”, and “intercultural sensitivity”. This creates a new 
form of knowledge production that, for example, pushes the boundaries 
between art, politics, and science and transcends reductionist under-
standings of epistemic activities.

Keywords Performativity • DIY health • Women’s health movement  
• Values in science

In August 2014, activists of the so-called GynePunk movement met in 
Calafou (Barcelona), a post-capitalist commune, for the first interna-
tional TransHackFeminist Convergence. The goal of this meeting was to 
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bring together feminists, trans* and queer people of all genders to 
exchange, understand and develop new accessible and liberating tech-
nologies for the advancement of social participation in health for margin-
alised people (Colonia ecoindustrial postcapitalista 2014). This included 
gender hacking with self-produced hormone therapies, experiments with 
gynaecological self-examination with open-source tools, and the creation 
of instructions for the identification and DIY treatment of sexually trans-
mittable diseases in simple language. All the know-how produced during 
this workshop focused on a social goal: to expand access to reproductive 
health care and reconfigure it in a participatory way, placing special 
emphasis on groups like sex workers and (illegal) immigrants.

The GynePunk movement frames such activities as a way to appropri-
ate existing and explore new medical technologies from an alternative 
epistemological angle: open health for human needs instead of medical 
paternalism and exclusion of those who can’t afford or can’t access digni-
fied healthcare. In parallel, such activities align with the aesthetics and 
values of bio-technological avant-garde movements like that of biohack-
ers and makers. Accordingly, the GynePunks communicate their actions 
in the mode of the unprecedented, counter-cultural and revolutionary 
(Lewis 2006; Wohlsen 2011; Jen 2015). For example, in an interview 
with the former WIRED journalist Dough Bierend, the GynePunk activ-
ist Klau Kinky characterises the identity of the movement as follows: 
“The (…) criteria I would apply to consider yourself GynePunk is reclaim-
ing your body” (Bierend 2015).

But is the motif of reclaiming one’s own body really as closely linked 
to the rejection of current forms of medical governmentally and the capi-
talist economy as their activists’ rhetoric suggests? How dependent is 
their culture of technically induced participation on web-based commu-
nication technologies, and alternative forms of ownership such as open- 
source or creative commons? Is the activism of the GynePunks part of a 
historical tradition – and if so: how does this change our view on health 
activism and epistemic diversity in the early twenty-first century?

In this chapter I would like explore some possible answers to this ques-
tion. First, I will place the project of the GynePunks into a broader socio- 
historical context. Specifically, I will discuss how people who are 
considered as “different” by the wider public and who are in need of 
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medical services negotiate with both the epistemic and political institu-
tions of medicine. In the following section, I look at the GynePunks 
themselves and proceed asynchronously in a comparative manner: I com-
pare the activism and knowledge culture of the GynePunk Movement 
with that of the early Women’s Health Movement of the 1970s. In doing 
so, I not only look for intersections, differences and traditions on the 
level of concrete practice, but also try to gain a perspective on their 
engagements with knowledge institutions. I also investigate the socio- 
economic, political, and epistemic conditions that influence both in the 
counter cultural movements of the 1960s and today to self-empowering 
health movements.

4.1  “Other” People and Social 
“Parallel Worlds”

When asked what the GynePunks actually represent, one is inevitably 
challenged to make fundamental considerations. These considerations 
concern the relationship of people to scientific medicine and its represen-
tatives. The question of how people can come to terms with medical top-
ics, theories, measures and instructions in very special cases becomes a 
persistent one. If we take this step, we will be able to classify the 
GynePunks with their special concerns.

First of all, it must be noted that in Western Europe and the USA, 
scientific medicine succeeded around 1850 in maintaining the power of 
interpretation with respect to questions of health and illness (Labisch 
1991). With the help of repeatable and controlled experiments within 
the framework of an unbiased perceived view of nature, an effectiveness 
could be demonstrated that made scientific medicine (as one approach 
among many) finally the “orthodox medicine” (Bynum 1994; Bynum 
et  al. 2006). This initially implied that other approaches, which were 
then labelled as “alternative medicine”, receded into the background. 
More importantly, in our context, however, is that in the special situation 
of the nineteenth century, the representatives of scientific medicine 
fought for the authorisation to let their expertise become socio-politically 
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effective in an extraordinary way. Not only did the influence of medical 
parameters and facts on various social groups increase, but this influence 
went further and took a breathtaking step towards a health-political 
screening of society. This was done by coupling the morphological sub-
strate of its population into a “sick” and a “healthy” state both behav-
iourally and bodily. The task was to standardise the groups in society and 
then identify, define, and regulate those which did not conform to the 
given normative concepts.

The Darwinian theory of descendancy also provided the aforemen-
tioned procedure with a heuristic matrix. According to these views, the 
coupling of deviant physicality and deviant social behaviour was caused 
by degenerated genetic material. Its carriers were thus definitely stigma-
tised (Planert 2000). It is now remarkable that this by no means affected 
only those groups that we now call “patients” in our perception. It is true 
that psychiatric patients in particular, along with “syphilitics”, “alcohol-
ics”, and others, were known to have been targeted by medical investiga-
tors for “abnormality”. But, there were also groups that simply attracted 
attention because of their social behaviour and were caught in the spell of 
medical care and prevention within the context of pathologisation. They 
thought they could recognise criminals by certain physical signs and 
compiled blueprints to identify and screen them (Mosse 1990). 
Furthermore, it was also “deviations” in gender orientation and identity 
that were highlighted. “Homosexuals” and “transsexuals”, who were 
hardly distinguished in the nineteenth century, were considered “per-
verted” and “degenerated” by contemporary psychiatry in the second half 
of the nineteenth century (Herrn 2005; Prüll 2016; Mahr and Prüll 2018).

This brings me closer to our topic: Women were the largest social 
group that was “different” in that it did not correspond to the common, 
male-connoted values in the bourgeois age of sifting, sorting and order-
ing. Medicine was aimed at the young man of working age. Children, 
women and the elderly were not given the same attention (see Jordanova 
1989). Furthermore, the coupling of the organic and the spiritual com-
ponents of identity also led to a typologisation, which depicted women as 
inferior to men. Psychiatry contributed its former knowledge. The psy-
chiatrist Paul Möbius wrote in 1900 about the “physiological feeble-
mindedness of the woman” (Möbius and de Burgos 1900). The psychiatrist 
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Richard von Krafft-Ebing formulated in 1890 that in women “the dan-
gerous times of pregnancy, puerperium and climacteric assert themselves 
that in and of themselves the woman is physically and mentally less resis-
tant than the man”, and that furthermore, “the insanity is more inherited 
by the female offspring”. This would, however, “be amply compensated 
for in the man by overexertion in the fight for existence, which he must 
fight through largely alone, by drunkenness, by sexual excesses, which are 
more offensive to the man than to the woman”. If the woman alone must 
pass the struggle for existence, as in the case of a widow, then she suc-
cumbs more easily and more quickly than the man (von Krafft-Ebing 
1890). Consequently, the social role of women was defined according to 
bourgeois standards, and medical measures were carried out accordingly. 
The male physician with his attitudes dominated all decisions concerning 
diagnostic and therapeutic measures for his female patients (Moscucci 
1990). In a very patriarchal medicine that also experimented on patients 
without being asked, the latter did not have much leeway.

This changed increasingly from about 1900 in a long process. At the 
turn of the century, patients complained about their long stay in psychi-
atric institutions, and journalists wrote articles about the poor treatment 
of the poor in hospital. The trial of the dermatologist Albert Neisser from 
Wroclaw, who had experimented on underage prostitutes and was sen-
tenced to pay a fine, marked the beginning of an increasing defensiveness 
of patients with regard to the defence of their rights (Elkeles 1996). 
Remarkably, once again it is not only a rehabilitation movement of 
“patients” but also of those social groups that had (and still have) a unique 
selling point and had (and still have) to seek special medical care.

The process of this self-empowerment took place with breaks and fluc-
tuations and it cannot be traced in detail here. The first major peak is 
certainly after 1918 for the interwar period, when the Western European 
states and the USA pursued a “Volksfürsorge” (welfare) policy against the 
background of the First World War and the massive losses and privations 
(Peuckert 1987). In the context of this new political orientation, not only 
were patient rights strengthened but also those of the “othered” people. 
The emancipation of homosexuals, lesbians and transsexuals received an 
initial boost. Organisational structures were created. “Transsexuals”, as 
they had been called since 1923, were for the first time increasingly 
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perceived by the public and were able to receive medical help in the pro-
cess of gender equality, after the way had been paved for this since the 
turn of the century through the work of the sexologist Magnus Hirschfeld 
(1868–1935) (Prüll 2016). This also applied to the situation of women, 
who were granted the right to vote in Germany in 1919. Above all, 
women took the first steps toward medical self-empowerment. In the last 
third of the nineteenth century, in the context of precursor developments 
in England and the USA, clinics were established in Berlin in which 
female doctors treated women. Roughly at the same time, medical studies 
in Germany had opened up to women, which had had been done succes-
sively in many other countries from around 1860 onwards (Hoesch 1995; 
Bleker 1998). In 1924, the “Deutscher Ärztebund” was founded. Also 
during the Weimar period, sexual counselling centres were established to 
support women with regard to contraception and questions about preg-
nancy (von Soden 1988).

The second major censorship occurred during the period after 1945, 
when another war had to be overcome, and as a consequence of the 
“German dictatorship” (Bracher 1969). This new emancipation and 
rehabilitation movement affected both patients and clients who had and 
still have to use medical services. It began as early as the 1950s, when 
many groups once again asserted their rights with more or less publicity. 
For example, when the “Deutscher Diabetikerbund” (German Diabetic 
Association) was founded in 1951, diabetes patients succeeded in estab-
lishing the first German patient self-help group and, above all, they were 
able to create their own identity by critically engaging with their thera-
pists (Prüll 2013). The deaf, who have given themselves their own repre-
sentation of interests since 1950 with the “Deutscher Gehörlosenbund 
e.V.” are another example, illuminating that different morphological con-
ditions are not necessarily disabilities. In the context of the disability 
studies they are no longer considered as “sick” but as “other” people 
whose rehabilitation is still ongoing (Uhlig 2012; Söderfeldt 2013).

The sequence of events mentioned above is important if one wants to 
understand the impact of GynePunks within the framework of the wom-
en’s movement, which has just experienced a new (second) wave of the 
emancipation movement after the Second World War, more precisely 
since the 1970s. The background to this, in relation to medicine, is the 
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feminist movement’s unease with both male-dominated medical science 
and practice. After 1945 traditionally in standardised textbooks woman 
have been represented as fundamentally “different”. As such they appeared 
as a special case that requires special treatment or attention and to study 
such different bodies became for young doctors a journey into the “for-
eign” and “mysterious” (Lupton 1995). In the field of health education 
and information, classic role models have been cemented (Sammer 2015; 
Linek and Pfütsch 2016). Therefore, the early feminist movement, within 
the framework of the division of “sex” and “gender”, turned primarily to 
the latter, and thus to “the order of the genders” as a social, historically 
determined construct. The biological body of the woman was taken for 
granted in an essentialist way. It is only since the late 1970s and 1980s 
that this attitude has been questioned. The preoccupation with the female 
body exposed it as a product of time-dependent inscriptions and descrip-
tions (Oudshoorn 2001). In this sense, feminists like Teresa de Lauretis 
attempt to mediate between essentialism and social constructivism by 
emphasising that the female body is constantly being created anew within 
the framework of socio-political discourses. The still male-dominated sci-
entific system thus has no power of interpretation for the biological 
female body. Rather, the body is constantly being renegotiated, as are the 
social coordinates of gender relations (De Lauretis 1990).

This means, not least, that it has become more broadly defined what 
constitutes “the woman”. And it also means that there is no uniform life 
path for women in the sense of “queerness”. The bipolar gender image 
that was constructed in the nineteenth century is also being increasingly 
eroded. In this sense, GynePunk acts as a grouping that promotes the 
self-empowerment of women. Against the background of historical devel-
opments, this can be interpreted as a further step: While women had 
already sent their own actors into the medical system towards the end of 
the nineteenth century, it is now women without medical training who 
are taking possession of medicine, appropriating it, and spreading the 
knowledge among themselves.

Historical analyses often speak of “counter-worlds” when social groups 
develop their own identities and life constructions (Leonhard and 
Mignon Kirchhof 2015). Much more appropriate might be the term 
“parallel world”, with which GynePunks can be placed in the various 
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examples of “other” people presented here. Ultimately, these are negotia-
tion processes that take place even with the controversially discussed sci-
entific medicine. It is an attempt to establish and find acceptance in 
society with certain practices of the exercise of femininity. In the follow-
ing section, I will examine how exactly this process took place in relation 
to GynePunks since the late 1960s.

4.2  Unknown Bodies

Influenced by the upheavals of the burgeoning civil rights movement, 
twelve women (including Jane Pincus, Ruth Davidson and Nancy 
Hawley) met for a workshop in Boston in 1969. This workshop had the 
theme “Women and their Bodies”. On the fringes of the official event, 
which was led by Nancy Hawley, the participants shared their experiences 
in the health care system and with doctors (Nichols 2000; Lippman et al. 
2008; Nelson 2015). They discussed the hierarchical relationship that the 
almost always male gynaecologists had with them, who paternalistically 
controlled their bodies, their health and their reproduction. The women 
found that this attitude of the opposite sex left them unaware of how 
their bodies worked and how the health care they received precisely influ-
enced their bodies, regulated their reproductive capacity and controlled 
their sexual sensations (Morgen 2002). As members of an increasingly 
politicised middle class, they decided to change this situation. As a result 
of many later discussions, including at Jane Pincus’ kitchen table, they 
agreed upon two things. First, the institutionalisation of their meetings as 
the Boston Women’s Health Collective. Second, to conduct together a 
“summer experiment” (Morgen 2002). In the course of this experiment, 
they wanted to transform the ignorance about their own bodies into 
action knowledge in order to become active actors in the face of their 
own physicality, the health system and its paternalistically conceived 
form of expertise. At the beginning of the experiment, there was a more 
precise identification of problems and the collection of data. At the end 
there were practices of self-empowerment, the distribution of knowledge 
in self-help courses, political activism, and finally the founding of collec-
tives in other US-American cities. In the words of the collective:
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One year ago, a group of us (…) got together to work on laywoman’s 
course on health, women and our bodies. (…) After that, several of us 
developed a questionnaire about women’s feelings about their bodies and 
their relationship to doctors. We discovered there were no ‘good’ doctors 
and we had to learn for ourselves: We talked about our own experiences 
and we share our own knowledge. We went to books and to medically 
trained people for more information. We decided on the topics collectively. 
(Originally, they included: Patient as Victim; Sexuality; Anatomy; Birth 
Control; Abortion; Pregnancy; Prepared Childbirth; Postpartum and 
Childcare; Medical Institutions; Medical Laws; and Organising for 
Change) We picked the one or the ones we wanted to do and worked indi-
vidually and in groups to write the papers. The process that developed in 
the group became as important as the material we were learning. For the 
first time, we were doing research and writing papers that were about us 
and for us. We were excited and our excitement was powerful. We wanted 
to share both the excitement and the material we were learning with our 
sisters. We saw ourselves differently and our lives began to change. As we 
worked, we met weekly to discuss what we were learning about ourselves, 
our bodies, health and women. We presented each topic to the group, gave 
support and helpful criticisms to each other and rewrote the papers. By the 
fall, we were ready to share our collective knowledge with our sisters. 
Excited and nervous (we were just women; what authority did we have in 
matters of medicine and health?), we offered a course to sisters in women’s 
liberation. Singularly and in groups, we presented the topics and discussed 
the material; sometimes in one large group, often in smaller groups. Sisters 
added their experiences, questions, fears, feelings, excitement. It was 
dynamic! We all learned together. One original version (sic!) of the course 
was that we as a group would give the course to a group of women who 
could then go out and give it to other women. (Boston Women’s Health 
Collective 1970: 3)

The self-help course described in the quote, one of the first of its kind, 
and the accompanying practices of knowledge search, knowledge discus-
sion, and knowledge distribution are key elements in understanding the 
activism of the early Women’s Health Movement. The women involved 
were not only active in learning more about themselves and their own 
bodies, but also decided early on that what they had learned should be 
shared with other women to give them the opportunity to learn more 
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about their own bodies, independent of medical expertise. The revolu-
tionary act was that they began to produce collective knowledge for a 
marginalised population, of which they themselves were a part, by not 
only acquiring and sharing discursive knowledge but also testing it on the 
very practical level of their own needs. They did not stop at the use and 
reinterpretation of esoteric medical practices, which were kept in a kind 
of black box by the medical system. For this purpose they developed 
simple but effective practices of self-empowerment.

For Carol Downer, a working-class housewife who had previously 
worked as a women’s rights activist at the discourse level, the process of 
the shared acquisition of medical knowledge through simple practices 
was a moment of awakening. In Sandra Morgen’s book Into Our Own 
Hands (2002), she relates that she was a guest in a friend’s kitchen and 
participated with some other women from the neighbourhood in the first 
cervix self-examination of her neighbourhood. She describes what she 
experienced when one of her neighbours examined herself and felt as 
follows:

There she was up in the stirrups, with a speculum in, and there, voila, was 
a cervix. I think the reason it had such a momentous impact on me is that 
I was going out and doing all this public speaking and looking at it (the 
need for abortion) so intellectually, so politically. And then to see how 
beautiful and simple and accessible a cervix was overwhelmed me with the 
significance of it (…) I immediately ran out and told every women friend 
I had, this is going to change everything. (Downer 1990, quoted after 
Morgen 2002)

Downer, who had been pregnant several times in her life, had never 
seen a cervix in her life. This privilege had previously only been granted 
to her gynaecologists, who used their stainless steel instruments, shielded 
by a white cloth, to explore, examine and evaluate the de-individualised 
body in front of them (Morgen 2002). In her book “Vaginal Politics”, 
author Ellen Frankfort illustrates the contrast between the two settings 
very clearly:
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It was a little like having a blind person see for the first time – for what 
woman is not blind to her own insides? The simplicity (…) brought forth 
in a flash the whole gynecological ritual: the receptionist, the magazines, 
the waiting room, and then the examination itself – being told to undress, 
lying on your back with your feet in the stirrups, looking at a blank ceiling 
while waiting in an overly air-conditioned room (the doctor isn’t the one 
without clothes, after all) for him to enter  – and no one thinking that 
‘meeting’ a doctor for the first time in this position is slightly odd. (…) (N)
ot only does the drapery further depersonalise the woman by making her 
faceless and bodiless except for her vagina, it also prevents her from seeing 
what the doctor is doing. (Frankfort 1972)

Given her experience in her friend’s kitchen, Downer quickly under-
stood how easy it would be to take her reproductive life into her own 
hands. Easy-to-learn knowledge and a little technology, such as the use of 
a speculum, a simple hand mirror, and a standard flashlight, were all that 
was needed (Morgen 2002). This practical knowledge quickly made the 
rounds, not only in Downer’s neighbourhood but also in other places. 
Women all over the country began to explore their cervix and other 
organs of their reproductive system in small groups (initially under the 
guidance of multipliers) and to acquire the necessary know-how for their 
own health care. Examples of this know how include the early detection 
of inflammations or fungal infections. In the process of studying their 
own bodies regularly, they finally developed their own “standpoint 
expertise”.

In this learning and examination context, the women also jointly 
developed strategies for civil disobedience to the health care system. 
Although these strategies were initially low-threshold, but they were quite 
effective on the individual level of self-awareness, as they played with 
both medical expectations and the health care system, which was struc-
tured by state. According to Frankfort, Downer and her colleagues 
advised the women to behave as follows when they needed to visit a 
gynaecologist

Carol and Lorraine advise women to discard the drape by throwing it on 
the floor when the doctor enters. If he replaces it, throw it on the floor 
again. If he questions your behaviour, tell him that doctors in California 
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are no longer draping. And if you’re in California, tell him that doctors in 
New York have stopped this strange custom. (Frankfort 1972)

In 1973, twelve hundred women’s health groups had already been 
founded in the USA (Baxandall and Gordon 2020). Groups such as the 
Boston Women’s Health Collective travelled around and procured cheap 
plastic specula for the women who came to their seminars (Frankfort 
1972). These had become an easily accessible and affordable mass prod-
uct by the time of the US Patent 3745992 A (filed by J. Poirier) and the 
mass distribution by Medical Specialities Inc. in 1971. This represented a 
remarkable overlap between the mass availability of a technology and the 
possibility of technology-induced participation through its appropria-
tion. Interestingly, we are experiencing similar phenomena again today, at 
least on the discursive level (Bass et al. 2013; Kullenberg and Kasperowsky 
2016). The New  York Times journalist and feminist author Ellen 
Frankfort describes in her 1973 article Medicine, the Feminist Frontier 
how the activist knowledge practice of female self-empowerment by 
means of the speculum actually looked and what changed it. She illus-
trates the social situations in which it occurred:

Recently, small teams of women have been traveling across the country 
equipped with a plastic speculum, mirrors and flashlight. In informal set-
tings, surrounded by the curious, they show how a woman can observe her 
own cervix. I hesitate to use the word ‘revolutionary’ but no other seems 
accurate to describe the effects of the demonstration. It is, in fact, a little 
like having a blind person see for the first time – for what woman is not 
blind to her own insides? Since the first demonstration two years ago, the 
interest in ‘self-help’ (as it’s comes to be known) has spread throughout the 
country (…). (Frankfort 1973)

Under the heading of self-help, light was thrown into the black box of 
the female body by those who actually “lived” these bodies, but to whom 
it was previously only accessible (if at all) in a physician-dominated and 
reductionist perspective. At the same time, Frankfort refers to the spread, 
radiance and ultimately also to the beginning institutionalisation of the 
movement. In the following section of her article, she finally presents 
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contextualising considerations on how medical expertise is deconstructed 
and reconfigured through the self-help practices of women’s collectives, 
with social and also epistemological consequences. Frankfort understands 
the performative-paternalistic exclusion of women as active actors in the 
health care system from a social perspective as a further episode in the 
struggle for equality and educational opportunities led in the early 1970s. 
The aim is to bring about a change in the system, which still focuses on 
illness rather than prevention, by leaving people in the dark about their 
own bodies and allowing only highly specialised people to examine their 
bodies. According to Frankfort, the demystification of medicine is an 
essential task of the civil rights and equality movement, which must also 
be structurally linked to educational strategies and educational opportu-
nities for women (Frankfort 1973).

For Frankfort, however, the female perspective on her own body also 
has potential in epistemic terms is that it has enabled the discovery of 
new phenomena and practices that would not be possible without the 
specifically lived experiences and questions about her own physicality. 
For example, the practice of reducing menstruation by extraction. Such 
discovery of new practices and alternative knowledge has become one of 
the main arguments for integrating the “diversity of perspectives” as an 
epistemic value into the production of scientific and medical knowledge, 
as feminist theory would also demand a few years later (Longino 1990, 
1994, 1995; Hekman 1997). Frankfort writes:

Along with self-examination, the self-help women have pioneered a new 
technique of great interest: menstrual extraction. For two years, several 
women have been reducing their menstrual flow to half an hour by aspirat-
ing out the lining of the uterus. (Frankfort 1973)

However, as a critical activist and feminist, whose work vehemently 
advocates the sustainable integration of feminist voices in health policy 
(Frankfort 1972), Frankfort also recognises problems in the practices of 
female self-help groups, which often rely solely on the experience of rela-
tively small groups. She therefore calls for this knowledge to be integrated 
into a broader scientific, political and socially sensitive context, albeit in 
a decidedly feminist way. If self-help were to remain in living rooms, 

4 Radical Feminist Movements and the Re-Imagination… 



90

kitchens, and basements, the larger goal of improving the health of 
women at all levels would ultimately be jeopardised:

Yet it is still impossible to find out even the most simple fact: How regu-
larly? Are there any hormonal changes noted? What is done when compli-
cations arise? How would women react if a group of men came by with a 
technique they had been practicing for two years, and, with almost no 
additional information beyond what they personally experienced, recom-
mended that we experiment with it on ourselves or with one another.

Feminist politics cannot be divorced from other political realities. 
Doctors, hospitals and drug companies are not going to be affected by hav-
ing small groups of women learning to examine themselves or how to 
extract their menstrual periods. Nor will such self-help improve health care 
for the people who lack the kind of movement experience that leads to feel-
ing at ease with women working in homes without supervision. And it will 
not help the women (and men) who are too sick for self-help and who have 
no alternative but to go to a hospital. In order to receive the best care, 
people must receive not only dignified, non-patronising, nonsexist care but 
also medically sound care that takes into account the latest scientific knowl-
edge. (Frankfort 1973)

Demands like these set two processes in motion within the self-help 
scene. What both have in common is that they heralded a new phase of 
the Women’s Health Movement and each produced a new type of activ-
ist. First, there was an increased politicisation of the movement by politi-
cal women’s health activists who wanted to bring “women’s issues” into 
the medical, scientific and political system and to change “the system 
from within” (Verbrugge 1982; Mulligan 1983; Ehrenreich 1984; Seaman 
1995 [1975]).

Another way was the institutionalisation of self-help parallel to the 
established medical system. However, it was to remain in the hands of 
independent women. This path was advocated for and pursued by those 
activists who worried that the medical system was not yet ready for 
reforms from within. These women were responsible for the founding of 
the so-called Feminist Health Clinics, which were especially dedicated to 
the need for protection of women from marginalised social groups and 
women in difficult life situations. In other words, such clinics catered to 
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people who do not have access to classical medical institutions or who 
might perceive them as alienating and hostile. Consequently, the clinics 
were planned as a counter-draft to the state medical system at the institu-
tional level (Marieskind and Ehrenreich 1975; Span 1980). In the July 
1973 issue of Sister magazine, published by the Los Angeles Women’s 
Center, the goals of the clinics were as follows. It is now considered an 
expression of the militant spirit of self-help:

The goal of the Self-Help Clinic (is) to take women’s medicine back into 
our own hands The strategy is to take back the power over our own bodies, 
both everyday types of control which information and self-knowledge gives 
us, and we also want to acquire special skills and knowledge which will 
allow us collectively to independently provide our health care. To imple-
ment this strategy we have given Self-Help Clinic presentations, started 
Self-Help Clinics, set up abortion referral services and abortion clinics, 
given childbirth conferences, and established health centres as bases of 
operations. None of these activities are ends in themselves. In contrast to 
some women’s action groups who have formed to ‘start a clinic’ or to ‘write 
a book’, we develop tactics to further the struggle. We are a spearhead of 
social change.

The spirit of Self-Help is aggressive and positive. We believe that it is 
good for women to be powerful. It is not only our basic right to have good 
health, recreation, knowledge, communication, pleasure – it is absolutely 
essential that we have all these good ‘inputs’ to make a vigorous and suc-
cessful effort to get social change. (Los Angeles Women’s Center 1973)

4.3  Feminist Symbolism

If one follows the remarks of historian Jill Lepore in her book The Secret 
History of Wonder Woman (2015), two things in particular became 
iconic for the fierce and positive character of self-help. The first was the 
superhero character Wonder Women, as an equally feminine, emanci-
pated but also powerful woman. The second was the speculum, a tool 
that has initially been a symbol for the dominance of male access to 
female bodies and female health but which recently had undergone the 
transformation into a symbol of female sisterhood, ingenuity, and bodily 
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empowerment. Due to due to its simple usability, availability and distri-
bution in plastic it was charged with the hope that women could finally 
become the knowledgeable mistresses of their own physicality. This is 
impressively illustrated on the cover of the June (1973) issue of the maga-
zine Sister (Fig. 4.1).

Here we encounter the comic figure Wonder Women in her typical 
ambivalent robes, a mixture of feminised breastplate, a tiara and high- 
heeled boots, all patterned in the style of the star banner. A woman who 
at the same time appears strong, sexy, self-determined and, due to the 

Fig. 4.1 Cover of the July 1973 issue of Sister magazine. (Los Angeles Women’s 
Center 1973)
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spirit of the times, patriotic, thus questioning already classic gender roles. 
This was also intended by the creator of her figure, the psychologist 
Wiliam Moulton Marston (1893–1947) (Lepore 2015). One thing, 
however, is slightly altered in this iconography typical of her. For, instead 
of her actual weapon, the “Lasso of Truth”, she carries a radiant speculum 
and uses it to fight some shady characters. Some of these figures lie on the 
ground, struck down by the warrior, who is shown enlarged in terms of 
perspective and positioned centrally in the picture. She shouts: “With my 
Speculum, I am Strong! I can Fight!” (Los Angeles Women’s Center 
1973). A closer look at her opponents reveals that they are representatives 
of the political, medical and cultural system of the USA in the 1970s. 
This is made clear to the viewers of the cover through insignia, references, 
key words and abbreviations. Already on the ground are a bespectacled 
psychologist with a “Freud” book at his side, a blond man in a kind of 
white uniform surrounded by books as well as brochures with the titles 
“Law”, “AMA”, “ZPG” (Zero Population Growth), “Planned 
Parenthood”, and a Catholic priest with a rosary and a book entitled “Pro 
Live”. Still in battle, the warrior princess is struggling with a bald gentle-
man who has a stethoscope in his suit pocket and a button with “AMA” 
written on his lapel.

Wonder Women appears in the picture as a dialectical figure. She is 
simultaneously a symbol of the Women’s Health Movement with its past 
successes (since 1969) and a figure of identification for each individual 
viewer. The fight against the American Medical Association (AMA) has 
already been won in parts (brochure on the floor) but is continuing (the 
still standing opponent). Whereas the opponents of abortion are already 
on the ground. The same applies to psychotherapy and psychiatry, which 
at that time still operated with concepts such as “female hysteria” but 
were actively and conceptually challenged by the Feminist Counselling 
Collectives within the Women’s Health Movement (The Feminist 
Counselling Collective 1975). The fact that Wonder Women’s struggle 
against the “AMA” is not yet completely over sends out a signal that the 
movement is still looking for allies. But one doesn’t become an ally only 
through political activism but rather the “fight” still endures through the 
acquisition of self-knowledge. For this, the speculum and its history is a 
symbol in its own right. It is no coincidence that the speculum shines in 

4 Radical Feminist Movements and the Re-Imagination… 



94

the cover illustration with an “aureole”, as it was used in art history for 
depictions of saints and Christ himself. It reveals, as it were, masculine 
forms of expertise and the oppressive potentials in the medical system 
associated with them.

 Women’s Health Movement Reloaded?

Let us leave the 1970s for a moment and take a leap into our own decade. 
Here we will examine whether the GynePunks mentioned in the intro-
duction embody a similar form of activism as the Women’s Health 
Movement. Let us first take a look at the self-portrayal of the Spanish 
health activists. On their homepage calafou.org the group defines the 
term GynePunk:

GynePunk is about engaging in a radical change of perspective about medi-
cal technologies, and the so-called ‘professional’ and medical institutions. 
GynePunk is an extreme and accurate gesture to detach our bodies from 
the compulsive dependency of the fossil structures of the hegemonic health 
system machine. GynePunk’s objective is to enable the emergence of DIY- 
DIT accessible diagnosis labs and techniques in extreme experimentation 
spaces, down on the rocks or in elevators if it is necessary. It is about having 
these possibilities in a situated stable place or/and in nomadic mobile labs 
to be able to perform as much as WE WANT, in an intensive way: smears, 
fluid analysis, biopsy, PAPs, synthesise hormones at will, blood tests, uri-
nalysis, HIV tests, pain relief, or whatever WE NEED. It is about hacking 
and building our own ultrasound, endoscope or echography devices in a 
low-cost way. All this experimentation is made in complementarity with 
herbs and natural knowledges, oral traditions, underground recipes, seek-
ing with hunger to generate a plethora of DIY lubricants, anti- 
contraceptives, open doula domains, savage caring of any visceral hands-on 
technologies, such as menstrual extraction, all elevated to the maximum 
potential of common learning and radical self-body-power …! (Colonia 
ecoindustrial postcapitalista 2014)

The GynePunks, like Carol Downer and the collectives of the 1970s, 
are thus concerned with taking their bodily agency back into their own 
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hands and thus taking action against a system of expertise and epistemic 
institutions that they perceive as oppressive and paternalistic. Like their 
predecessors, they mark the appropriation of technology as an essential 
tool for this, even if the catalogue of these tools (DIY ultrasound devices, 
centrifuges, etc.) is drastically expanded in comparison to those of the 
past (hand mirrors from the drugstore, kitchen utensils and specula from 
the mail-order business). In addition, one’s own actions are placed in the 
contemporary context of the hacker ethos and the eco-economic second-
ary use of technological artefacts (Delfanti 2013). Consequently, today’s 
activism no longer takes place in the home kitchen or a self-help clinic, 
but in a garage or a biohacking laboratory. The search for self-determined 
spaces of health participation is nevertheless functionally equivalent in 
both temporal horizons.

The same seems to be true for the dependence on specific techno- 
cultural conditions; in the 1970s, it was the easy availability of plastic 
specula, in the present, an almost limitless availability of open source 
building instructions for the creative misuse of technical artefacts. In the 
hands of activists, these become centrifuges and other medical devices 
(Fig. 4.2). Not only the acquisition and application of medical knowl-
edge but also the know-how for the construction of technical equipment 
is important for the TransHackFeminism. This is accompanied by a sub-
tle but significant difference in the social structure of activism, which 
influences its goals and reach. Even though we are surrounded by a mul-
titude of technical artefacts every day, very few of us are able to easily 
misuse a technical artefacts in a creative way, no matter how accessible the 
building instructions are.

The creative-avant-garde moment of the hacker ethos thus limits the 
reach of activism. This in turn means that the GynePunks live predomi-
nantly for themselves or are at most active as agents for their target groups, 
whereas the early Women’s Health Movement was (at least in part) “the 
concerned people themselves”. This is because the material that was used 
at that time for physical self-empowerment could be directly used. 
Knowing how to make your own tools was not mandatory. This is an 
important difference that I will discuss in more detail below. But first I 
would like to dwell a little on the similarities between the two 
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movements. These lie both in the performative and in the respective ico-
nography and symbolism.

The performative element of both movements knows two interwoven 
main levels: seminars, which are intended to impart basic medical knowl-
edge, and the partially public exploration of female physicality that takes 
place within this framework. This serves both as an act of self- 
empowerment and as an opportunity for independent health care. In 
addition, there is an outwardly directed photographic documentation of 
these acts, which, on the one hand, is intended to clarify the majority 
society’s own claims, but on the other hand also addresses women (and in 
the case of GynePunks other vulnerable groups) as potential participants/
activists. In the two figures below (4.3 and 4.4) we see how GynePunks 
carry out the examination of their own bodies. In Figs. 4.5 and 4.6 we 
find for comparison two photos of self-examination of women in the 

Fig. 4.2 Hard disk motor converted to a centrifuge with a sample holder from 
the 3D. (Photo: Paula Pin/Creative Commons License)
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1970s. The similarities are obvious. However, there are also remarkable 
differences.

The similarity of the performative act is astonishing in both cases. 
Female physicality is openly represented. Nudity and examination are 
not de-individualised, but are presented and documented in an unembel-
lished way. In both time contexts, the speculum functions as a connect-
ing symbol. However, in each case something additional is transported. 
In the representations of the GynePunks, one can observe a certain tech-
nophilia and countercultural performance. In contrast, we observe an 
educational seriousness in the photos form the 1970s. These noticeable 
divergences underscore the expression of two different forms of the 
demand for participation in the health care system, each of which is 
dependent on time and context. On the one hand, participation as a 
highly individualised performative act of breaking out in the context of a 
medicine whose suppressive potential lies in the implicit demands for 
self-observation and self-regulation (twenty-first century) (Dubriwny 
2013); on the other hand, participation as understood as participation of 

Fig. 4.3 TransHackAktivist_in (2014) installing a webcam in a plastic speculum 
shortly before performing a Vinegar test on another activist. (Photo: Paula Pin/
Creative Commons License)
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one’s own structurally marginalised group in the health care system 
(Morgen 2002).

The difference between performativity and education, can further be 
illustrated by the GynePunks’ affinity for technology. It is precisely this 
characteristic that limits the range of participation that they make possi-
ble. Although the activists from Calafou want to develop cheap technolo-
gies for marginalised groups such as sex workers, migrants, and so forth, 
these target groups do not always have access to elaborate technical know- 
how or equipment such as 3D printers. Therefore, the GynePunks 
remain, at least for now, a rather avant-garde group in terms of their 
forms of expression and influence. This group provides technologies and 
knowledge, but they are not easily operationalised by everyone. 
Participation is rather realised against the background of the possibilities 
of an origin from the context of the “bohemian bourgeois”. An example 
of this can be seen in the DIY centrifuge displayed in figure number 4.2.

The speculum, on the other hand, is what really makes participation 
equally possible in both time frames. It is no coincidence that the 

Fig. 4.4 Swab using a plastic speculum in Ca la Fou (2014). (Photo: Paula Pin/
Creative Commons License)
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speculum is a central iconographic element in many depictions. In the 
case of the GynePunks it is sometimes also upgraded as a DIY object and 
is made simultaneously steadily available (as an idea and print instruc-
tions) and yet paradoxically unavailable (dependence on access to 3D 
printers) (see Fig. 4.7).

Nevertheless, it conveys feminist claims to participation in one’s own 
physicality and in the health care system. For example, it appears not only 
on the cover of the 1973 magazine “Sister” but also as a design element 
of the event poster for the TransHackFeminist Convergence in 2014 
(Fig. 4.8).

Fig. 4.5 Self-examination using a plastic speculum and a flashlight (1971). (Photo: 
www.womwenshealthinwomenshands.org (2011))
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4.4  Conclusion

Does TransHackFeminism thus enable a completely new form of partici-
pation in one’s own physicality on the one hand and the health system on 
the other? This question cannot be answered in the affirmative without 
reservation. It could be shown that the GynePunks stand in a historical 
tradition in which they ask and answer classical questions about women’s 
access to their own bodies. The programmatic objective of self- 
empowerment is thus old, and the motive of reconquering one’s own 
body as resistance to a health system perceived as oppressive is also not 
new. The Women’s Health Movement of the 1960s and 1970s was already 
committed to this goal. However, GynePunk is an avant-garde move-
ment, which claims that the body should be examined by female lay-
people. This perspective is new, even though the symbolism (the 
speculum) is very similar to that of the old women’s health movement, 
and the rhetoric is analogous.

Fig. 4.6 Illustrated instructions for self-examination using a speculum published 
in: “Sister” July issue 1973. (Copyright Self-Help Clinic One 1972)
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Why are these practices so relevant today? Haven’t our (Western) 
health care systems become more open and multi-perspective since the 
1970s, when Carol Downer, Jane Pincus, Nancy Hawley and ultimately 
many thousands of other women struggled for recognition of their own 
physicality? Not quite. The reality is that our multidimensional medicine 
of the present is ambivalent. On the one hand, it complies with what the 
activists of the 1970s demanded, that is it focuses on prevention, it is 
predictive and to a certain extent has recently become participatory. But 
at the same time, these qualities have become part of an unconstrained 
compulsion towards self-regulation, which has a similarly oppressive 
effect on women’s health and the health of and minority groups health as 
the epistemic paternalism of the past.

As a symbolic-paradoxical intervention, the GynePunks with their 
uneasiness against the system thus come at the right time. However, they 
remain self-referential through their own affinity for technology. 
Certainly, one problem here is that the unlimited availability of open 
source manuals and blueprints for 3D printers is not true for many 

Fig. 4.7 Speculum from the 3D printer (Design: GaudiLabs). (Photo: Klau Kinky/
Creative Commons License)
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individuals within the very marginalised demographics they target with 
their activism. The activism of alternative social health movements, such 
as the GynePunks, should realise that “openness technology” in the west-
ern sense does not necessarily translate into other cultural and social con-
texts. For this, it is important to find local solutions by the local 
populations for the local populations. An example of this is the Thai Baan 
research, which I will describe in more detail in the following chapter.

Fig. 4.8 Event poster of the GynePunk Movement (2014). (Source: https://cala-
fou.org/)
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Thai Baan Research: Locality as a Key 
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Abstract The aim of this chapter is to investigate forms of scientific 
knowledge production that are only minimally influenced by western 
influences. An example of this is the radically localised Thai Baan research 
in the Mekong Delta which maps and monitors the complex ecological 
network of the Mekong Delta without the influence of Western scien-
tists. Hereby they seek to improve their own living conditions on their 
own terms. This form of villager research differs from western democrati-
sation programs, such as citizen science, in that it is organised entirely 
bottom-up on the one hand and sees itself as political activism. A prevail-
ing question of this chapter and throughout the book will be the inter-
rogation of what Western science can learn from this kind of non-Western 
approach and research. The case studies in this chapter will also be based 
on interviews and archival research.
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It is not only in the “Global North” that new ways of doing science are 
being developed. Although the epistemic elements of imperialism still 
persists in many societies of the “Global South” today, alternative forms 
of knowledge have never completely disappeared there. Popular examples 
of this tenacity of existence are the survival of traditional medicine in 
China or Ayurveda in large parts of India (Stollberg 2001). However, 
even outside of medical practice, more and more people in these cultures 
begin to recall lost epistemic traditions that are independent of (and/or 
complementary to) European and American influences. Paradigmatic for 
this is the project “Ngan Wijai Thai Baan” (งานวิจัยไทบ้าน) in Thailand.

This “thai villager research” cannot be reduced to participatory action 
research, like it was popular to do so in the 1980s and 1990s. Unlike this 
form of research, it is not initiated by Western researchers and develop-
ment aid workers (e.g. western NGOs), but emerged from the need of 
local population groups themselves to improve their own living condi-
tions and to exercise a knowledge-based critique of the activities of the 
central government in Bangkok. In this chapter, I will present both the 
emergence and the epistemic practice of “Thai Baan Research” and show 
to what extent its intersectional, intergenerational, transdisciplinary, and 
communal character might serve as a model for re-thinking how we pro-
duce scientific knowledge.

5.1  The Pak Mun Dam

From the mid-1980s to the early 2000s, Thailand experienced significant 
economic growth. A significant factor for this growth was the allocation 
and utilisation of the country’s natural resources, especially its waterways. 
In the process, the interests of the central state were often placed above 
the needs of populations beyond the urbanised southern coast regions 
(Missingham 2003a, b). While the inequality between the rural and 
urban population of the country grew during the 1990s, the government 
started an initiative to gain energy independence from neighbouring 
countries. An essential building block for this project was to be the Pak 
Mun Dam (เขื่อนปากมูล) in the north-eastern Ubon Ratchathani province 
(อุบลราชธานี), which was built and inaugurated in the year 1994. The dam 
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flooded immediately about 117 square kilometres of land and, contrary 
to original predictions, displaced 912 families, of which about 780 lost 
their agricultural livelihoods. Other social, economic and environmental 
consequences emerged in the years that followed its opening which, for 
many, far exceeded the dam’s contribution to the country’s energy supply. 
The affected families received rather insufficient reparations from the 
state (Kiguchi 2016). This concerned in particular those who were mem-
bers of cultural and ethnic minority groups like the Sô or the Kui. These 
groups had been particularly “othered” by the mainstream society in 
Thailand and Laos both by antagonising and romanticising them (see 
Lamb 2018).

According to the political and environmental scientist Tun Myint, this 
governmental neglect lead to widespread protests among the rural popu-
lation of Thailand (Myint 2016). The first step was to find ways for and 
by the rural communities to be heard in the capital. For this purpose, 
concerned individuals and groups across the country organised them-
selves in the so-called “Assembly of the Poor” (สมัชชาคนจน) a group that 
aimed to structure and unite the voices of the unheard populations and 
to demand a voice for them in policy decisions. These efforts included the 
occupation of the dam by 5000 villagers on 14 March 1999 to mark 
International Rivers Day, and a 99-day protest by 20,000 villagers in the 
capital (Missingham 2003a). The second step sought to generate media 
presence and to bring the concerns of the rural population into the public 
discourse in order to find supporters in the socially progressive circles of 
the urban groups and the international stage (Myint 2016). The third 
step, closely related to the previous two, was to link the villagers’ own 
concern with a legitimising knowledge strategy. While the Thai govern-
ment referred to expert opinions from universities and research institu-
tions, emphasising in particular the global development benefits of the 
dam, the now organised villagers developed an alternative narrative that 
centred around their cultural perspectives and their experiential knowl-
edge as a people who live with the rivers since countless generations. A 
central challenge to their endeavour, therefore, was a translational: “How 
can we, who are oftentimes pejoratively referred to as “uneducated water 
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buffaloes” gain politically actionable epistemic authority?” (see 
Chainarong 2004). In other words, they aimed not only to voice their 
concerns but to become actionable against the backdrop of justified 
knowledge.

5.2  How to Do Science for the People by 
the People?

An opportunity for such villager research arose when Thaksin Shinawatra, 
the then popular political leader and prime minister, who particularly 
relied on the votes of rural regions, agreed to open the dam gates for four 
months in June 2001. Although this was only intended as an appeasing 
gesture of goodwill, the activists of the “Assembly of the Poor” seized 
their chance and began to outline a research plan for the social and eco-
logical importance of the river.

The natural and cultural environment of the river, as well as its various 
forms of entanglement should be, according to the activists, explored 
from the perspective of local people’s wisdom, their experiences, and their 
traditions. In order to achieve this goal, the village collectives started a 
collaboration with the Living River Siam project (โครงการแม่น้ำาเพื่อชีวิต), 
founded at the peak of the protests in 1999. Given that the Thai govern-
ment had commissioned classic research institutions to study the ecologi-
cal impact of the dam, it became clear in the following months, that only 
the collaboration between the local population groups and the Living 
River Project was capable of meaningfully capturing the connection 
between the social reality and the ecological situation of life along the 
river (Ibid). Their Thai Baan approach connected narrative approaches 
towards local fishing traditions, gender roles, the use of plants and herbs, 
and the functional cycles of the various ecosystems along the river with 
both epidemiological and ecological data collection (Ibid). In this con-
text, no form enquiry should be attributed with more importance over 
another from an epistemic perspective. Rather, the long-term self-directed 
observation led by the villagers themselves should generate a new, more 
localised but holistic form of valid knowledge (Lamb 2018).

To achieve this, the research was organised in a bottom-up manner. 
The sociologist Chainarong Sretthachau characterises the organisation, 
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methodology and cooperation between villagers, the Living River Project 
and its partners in a short reflection from 2004 as follows:

The methodology pays specific attention to including all villagers who are 
interested in engaging in the research- Villager researchers are selected by 
members of their own communities. Research teams are identified and 
involved in setting up their own terms of reference including collecting 
field data, taking samples and recording information based on their every-
day local practices. With support from research assistants (…) the research 
findings are analysed (…). (Chainarong 2004)

A local villager and participant in Thai baan research additionally stated:

We are the ones who suffer from all negative impacts (of the dam). We are 
the ones who are directly affected. Our lives have been destroyed by the 
dam, but when fish and nature are restored to the river, our lives are restored 
too. We are trying to make other people see and understand in the impacts 
of what has happened since the dam gates have been opened. And we 
thought of documenting the impacts of opening the dam gates by doing 
our own research. If outsiders conduct the research, we are afraid that they 
will not see the full picture, and will not consider all issues of the impacts 
from the dam because they are outsiders who live in cities and do not 
understand our lives. They do not know about fish, the ecosystem, and the 
Mun River like we do. Therefore, we decided to do our own research. (cited 
after: Myint 2016)

Control over the research is, in such a setting, designed to remain in 
the hands of the villagers. Their perspectival knowledge, or as feminist 
scholars might say “situated knowledge”, must not be suppressed or 
silenced but rather brought into conversation with other forms of knowl-
edge production (Pomun 2010). This finds a practical expression, for 
example, in the role that the creation and dissemination of topographical 
representations gained in Thai Baan research.

Spatial self-localisation is very important for many marginalised ethnic 
and cultural groups in Southeast Asia. The arbitrary borders that France 
drew in Southeast Asia during the colonial period which today separate 
todays nation states in no way represent the organically grown historical 
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and spatial localisations of the people that lived and are still living in this 
region. Cultural belonging in Southeast Asia evolved alongside river 
systems such as the Chao Phraya (เจ้าพระยา), Mun (แม่น้ำามูล), Mekong (แม่น้ำา
โขง), or Salaween (แม่น้ำาสาละวิน) and their respective environments. From a 
political perspective the opening of the Pak Mun Dam’s sluice gates was 
connected to a symbolic re-examination of the connection between vil-
lager’s livelihoods, industrial fisheries and the energy sector (Myint 2016) 
Yet, for the Thai baan researchers themselves, it opened the possibility to 
reconnect with their own collective identity. The river system environ-
ment that they might have taken for granted they now saw to be fragile 
due to the dam project. The fragility of the river system therefore became 
a reflection for the fragility of their social and cultural identity (Pomun 
2010). To demonstrate the importance of the river, Thai Baan researchers 
began documenting both the return of human life and the restoration of 
different natural areas in the Mun River water system in August 2001. It 
was during the course of their enquiry, that they chose a geographical 
form to represent their findings and insights.

The maps that summarise their activities are highly inclusive with 
respect to different forms of knowledge. An epistemic hierarchisation 
between local knowledge, narrative accounts, quantified information, or 
other forms of enquiry is deliberately avoided. This applies both to the 
range of variation of the maps that emerged from the project and to the 
information that is summarised in the individual maps. The instrument 
of the map was chosen in a democratic voting process as an essential epis-
temic tool of the project because it can be used in an integrative way. As 
the project members explain, it is not difficult to draw a map. No special 
software, GPS or standard telemetry is needed, even though their use is 
not excluded. Basically, it would be enough to have a large sheet of paper 
that could be laid out on the village square or coloured chalk which allows 
every villager to draw and share her, his, or their knowledge and experi-
ences (Watanaputi 2010) (see Figs.  5.1 and 5.2). The possibilities for 
participation in this way are extensive. What kind of water streams are 
there in the area? What trees grow here? Which animals live and lived in 
the observation area? Has their population suffered from the dam? What 
human settlements are nearby? What farming or fishing techniques are 
used by yourself and other locals? What have you measured in the water, 
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Fig. 5.1 Villagers in rural Thailand expressing their experiential knowledge 
about a local river system by drawing a map. (Source: http://developmentbloc.
blogspot.com/2014/10/social- mapping.html?m=1)

Fig. 5.2 Exemplary map of the Thai Baan research community. (Source: http://
developmentbloc.blogspot.com/2014/10/social- mapping.html?m=1)
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if you use such specialised methods, for example the concentration of 
microorganisms? Maps serve in this context as boundary objects, which 
are equally accessible for all involved actors. The sociological concept of 
boundary objects was introduced by Susan Leigh Star and James 
R. Griesemer (1989). It refers to objects that are used and interpreted in 
different ways by different people, that can acquire different meanings in 
different social worlds, but which are at the same time stable, accessible, 
and open enough for a wide variety of actors to participate in their pro-
duction and use.

Even more elaborate maps were later used in negotiations with the 
Thai government and its appointed experts have an inclusive character. 
They do not hide the contribution of the village communities to the gen-
eration of knowledge about life in the Thai river systems, but rather inte-
grate the knowledge expressed in their respective maps. An example of 
this is the ecosystem map of the Mekong basin area of Chaing Saen 
(เชียงแสน), Chiang Khong (เชียงของ) and Wiang Kaen (เวียงแก่น) districts of 
the Chiang Rai (เชียงราย) province presented in the final government audit 
of 2002 (Fig. 5.3).

Although this map may appear to be a standard GPS representation of 
the river basin, in reality it represents various other forms of knowledge 
that directly stem from the collaborative approach of the villagers. It 
highlights, for example, detailed information about 438 indigenous eco-
systems based on local knowledge, the places where local people fish, 
which ethnic groups use which ecosystems for their livelihoods, the his-
tories associated with the places and which parts of the river course have 
been affected by dam construction. The map also shows that some of the 
local groups characterised by the government as “forest destroyers” actu-
ally contribute to the conservation of local ecosystems in a specific rhythm 
of deforestation and reforestation.1

1 However, as sociologist and geographer Vanessa Lamb points out in a gender-analytical 
contribution to lay river ecology research in Thailand and Myanmar, the distribution of tasks 
between the genders of the river dwellers is not sufficiently addressed in the Thai Baan 
representations. See: Lamb (2018).
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5.3  Alternative Knowledge 
and Political Empowerment

When the screening committee headed by the then Deputy Prime 
Minister Cavalit Yongchaiyudh met in January 2002 to review the results 
of the Pak Mun Dam research, Thai Baan research had become a media 
sensation in Thailand. Never before had Thai villagers conducted their 
own research to influence national policy decisions regarding the coun-
try’s resources (Suwankhong and Liamputtong 2015). At the same time, 
some of the authors of one of the official research reports took an oppo-
sitional position towards the validity and reliability of the research con-
ducted by the project (see: Kirchherr 2018). In the eyes of these experts, 
Thai Baan’s integrative approach would not be very meaningful and 
would dilute scientific knowledge with individual opinions (see: Molle 
et al. 2009). Despite such criticisms, the screening committee decided to 
make the summary of the Thai Baan research one of four sources for its 

Fig. 5.3 Ecosystem map by the Thai Baan research community. (Source: http://
www.livingriversiam.org/2work/tb/eco_map.html)
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decision-making process (Myint 2016). Although the screening 
committee considered a study by Ubon Ratchathani University (มหาวิทยาลัย
อุบลราชธานี) to be the most meaningful, the knowledge of the Thai Baan 
Report, co-produced by local communities, was also taken seriously by 
the assembled decision-makers because the studies of the lay researchers 
and their specific experiential expertise were shown to complement the 
university report in many ways. Together, they painted a cohesive picture 
of the convergence of indigenous lifestyles and agricultural practices, as 
well as the ecological richness of the countries riverine regions. On this 
basis, the audit panel decided to advise the Prime Minister of the country 
that the dam gates should remain open for most of the year. This should 
allow local communities to maintain their culture while preserving the 
identity and ecological richness of Thailand’s river basins. The audits 
advise was celebrated as a big win by the Thai Baan researchers as well as 
the social movement of the Assembly of the Poor.

Prime Minister Shinawantra, who was under fire from the country’s 
economic and royal elites at the time, found himself in a dilemma over 
this advice. In order to maintain his political influence, he had to reach a 
compromise, even though he had originally supported the villagers’ con-
cerns through the media. According to Tun Myint, the prime minister 
met on December 20, 2002 with 30 representatives of villagers and the 
University’s research team. This encounter was even broadcasted live on 
major television channels and accompanied by documentaries about Thai 
Baan activities and the lives of the population groups living in the region 
of the Mun river. Shinawantra even agreed to visit some of the villages 
personally and then to make an appropriate decision (Ibid). In the com-
ing weeks, nonetheless, the Prime Minister commissioned (in an ad hoc 
manner) further studies on the situation. This time, however, no research 
institutions or local stakeholders were involved, but the Second Army, 
the Border Police and the National Bureau of Statistics. Based on their 
reports as well as a consensus of the university and Thai Baan reports, it 
was finally decided on 14 January to keep the gates of the dam open for 
four months each year.

 D. Mahr



117

5.4  Conclusion

Although the final decision by the Thai government was ultimately rather 
disappointing for the indigenous peoples of the river basin, from a meta- 
perspective, it can also be seen as a success. Never before had the knowl-
edge of the rural poor been taken so seriously as a decision-making factor 
in Thai society. The example of activism against the Mun River Dam has 
changed this (Ibid). Implicit, local and experiential knowledge was valo-
rised nationwide, and the spatial methods of lay cartographic research 
even became an intellectual import in the years to come, used in Vietnam 
and China, among other places (LRA 2020).

Such epistemic strategies give underrepresented groups the opportunity 
to draw attention to their own concerns in a “language” that can be easily 
translated into scientific and political discourse. This creates a form of 
empowerment of marginalised populations based on a certain epistemic 
authority. At the same time, the Thai Baan research also shows that a 
problem-centred collection and dissemination of local knowledge can 
have an identity-creating or identity-affirming function. The bottom-up 
organised villager research ultimately transformed marginalised groups 
into actors with a certain socio-political influence. At the same time, it 
reinforced a sense of belonging, in this case less oriented towards the Thai 
nation-state but rather as members of cultural groups who see the coun-
try’s river systems as their habitat and want to preserve their ecology. For 
them, it is not state borders that create identity, but the branched, com-
plex and variable structure of the waterways. This, I believe, is the unique 
power of collectively generated knowledge that is based on experiences: it 
focuses on the needs of real people and is oriented towards finding solu-
tions for their problems. Epistemic ingenuity, and the use of the knowl-
edge it produces may be understood from this perspective as something 
of an anthropological constant. Herein, the Thai Baan approach resem-
bles social health movements of the 1970s. The forms of engagement, 
knowledge production, and the villager’s protest are very similar to the 
way in which poor Americans exercised their agency in the case of toxic 
waste dumps in Woburn, Massachusetts.

5 Thai Baan Research: Locality as a Key for Diversity 



118

In 1972, a resident of Woburn whose son was just diagnosed with 
acute leukaemia suspected that the cause lay in the water contamination 
by nearby factories. She began collecting evidence from other residents, 
often women, and, with the help of a pastor, helped organise the com-
munity. Although the state department in charge of water quality was 
well aware of toxic levels in the river since at least 1972, the information 
did not reach the public. In 1979, a chance discovery of almost 200 
chemical barrels containing an unknown substance along the river, and 
close to two wells where drinking water was pumped, confirmed the pub-
lic’s suspicion about the water quality, which tasted and smelled bad. In 
the following years, residents engaged in what the historian Phil Brown 
calls “popular epidemiology” (Brown 1997), collecting and analysing 
experiential data about resident health and its possible connection to 
water contamination. Popular epidemiology is not just classical epidemi-
ology performed with the help of lay people. It broadens the spectra of 
causative agents, including social factors, and challenges traditional 
assumptions about risk analysis, such as dose-response relationships. Yet, 
in the cases studied by Brown, lay people worked together with profes-
sional epidemiologists, uniting “lay and professional perspectives in an 
effort to link science and politics” (Ibid). Together, they identified a clus-
ter of leukaemia that could be linked to the contaminated water, by con-
ducting interviews of residents about pregnancies and child disorders for 
example. The residents’ study, eventually supported by Harvard public 
health and epidemiology experts, formed the evidential basis for the liti-
gation against the two companies that had leaked toxic waste in the water.

But the residents’ opposition was also directed towards state scientists 
who ignored, minimised, or omitted evidence of contamination. 
Physicians also offered limited support to residents, at least in the early 
history of toxic waste mobilisation, because they tended to explain away 
the occurrence of diseases through biological, and not environmental, 
causes This only reinforced the community’s attempts to rely on their 
own experiential knowledge rather than on state experts. As Brown notes, 
“residents begin to distrust traditional scientific authorities when those 
authorities contradict the experiential knowledge the community has 
gathered and developed” (Ibid). Although the outcome of the trial was 
only a modest victory for the plaintiffs, it helped establish a model, 
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discussed in the media nationwide, of how residents could produce scien-
tific knowledge about their health and environment. As Brown put it, 
“the popular epidemiological approach to toxic waste contamination in 
Woburn and other toxic waste sites gives much more credibility and 
power to the lay public than does the governmental version of public 
participation” (Ibid). Both, the example of the resistance towards the Pan 
Mun Dam and popular epidemiology in Woburn emphasise the timeless 
character of local experiential knowledge as a form of epistemic counter 
expertise.
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6
Summary

Abstract How can we shape science differently in the twenty-first cen-
tury? Against the backdrop of the three case studies (Chaps. 3, 4 and 5) 
this final chapter revisits current forms of science education and partici-
patory knowledge production (e.g. citizen science and open science) and 
develops a roadmap towards a more inclusive, diverse, and human sci-
ence beyond mere social representation and tokenism.

Keywords Open science • Citizen science • Participatory knowledge 
production • Diversity in science

“Follow the Science, listen to the experts, do what they tell you”, this 
appeal to the public by then presidential candidate Joe Biden during an 
interview with the ABC news-anchor George Stephanopoulos in April 
2020 testifies that he is both scientifically informed and able to take 
responsibility (ABC News 2020). In an ideal world where epistemic 
knowledge might be free of values and is accepted by every individual, 
Biden’s words would probably have led to a quick end of the Covid19 
pandemic. In the reality of the year 2020 (and most likely far 2021) the 
end of the pandemic will be different and more complicated. Everyone 
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would wear face masks, observe the rules of social distancing and within 
a month the nightmare would probably be over. The knowledge and 
expertise of scientists and responsible decision-makers would be heard 
because they would largely speak only with one voice.

Science as a practice is not to be equated with such an idealistic idea of 
science. In this book, I have shown how the production of scientific knowl-
edge is human and arbitrary: it is historically, socially, and culturally situ-
ated. I have also shown how this human side of science has contributed to 
a loss of trust in various knowledge-based institutions and which institu-
tional strategies are being used to counter this loss of trust. Programmes 
such as citizen science or open science represent an attempt to reconnect 
the sciences with the general public, communicating participation in the 
production of knowledge as a panacea. In this way, however, science reaches 
only a fraction of society and reproduces traditional power structures on a 
social and epistemic level. Most digital citizen science projects make use of 
a top-down organisation and clearly distributed roles. The scientists at the 
top of the project specify what will be researched, what methods will be 
used, and make their judgement on what contribution is relevant. The 
participating volunteers, on the other hand, are given limited, predefined 
tasks and are turned into (unpaid) helpers. To what extent this can contrib-
ute to a better understanding of science or to political empowerment of the 
participants in such projects is still an open question (Mahr et al. 2018). It 
is therefore not surprising that alternative epistemic movements are emerg-
ing beyond this instrumental form of “democratisation of knowledge”.

These social movements and the knowledge they produce pose a great 
challenge to institutional science. The instinctive reaction of many pro-
ponents of scientific knowledge, such as Richard Dawkins, is to be scepti-
cal and combative towards alternative forms of knowledge. The fear of 
so-called pseudosciences is so deeply rooted that the institution of science 
often even deprives itself of the possibility of receiving new stimuli from 
outsiders. It therefore seems more important too many popularisers of 
science to assert and defend the vision of a unity of science than to 
embrace the reality of epistemic plurality. Almost all alternative episte-
mological strategies are equated with anti-vaccinationists, flat-earthers, or 
neo-creationists and dismissed as either a danger or ridiculous behaviour 
by a few deluded individuals. But like other alternative epistemic move-
ments, these extreme groups are not so much proponents of a danger as 

 D. Mahr
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they are an expression of the aforementioned loss of trust. Of course, 
restoring confidence in the sciences is one response to this loss. But the 
important question is: how?

One way of restoring trust has a didactic character. Science in the twenty-
first century should understand its own heterogeneity as a strength and 
communicate it to the public. A plural world needs a plural science and not 
the caricature of an epistemic unity. This is a challenge for the education 
system, for the training of young scientists as well as for science communi-
cation. The second way, both systemic and complementary, is to take seri-
ously the concerns of alternative epistemic movements. Can their methods 
and views perhaps even broaden the perspective on what “good science” can 
be? The three case studies I have presented in this book give an indication 
for the possibility to renew the institution of science from the societal mar-
gins. Trust does not arise from delegating partial aspects of scientific activity 
to the public, but from giving the public the opportunity to generate knowl-
edge on their own responsibility, which reflects their life situation. Science 
can thus become more multifaceted and better reflect reality, for example in 
the field of medicine, and perhaps even rediscover itself epistemically.

Although they emerged from entirely different context, the “alterna-
tive epistemic communities” presented in the three case studies of this 
book have much in common. The online support groups of people with 
inflammatory bowel diseases, the new radical women’s health movements 
with their DIY practices, as well as the Thai Baan research emerged from 
a need to challenge concrete social inequalities. These inequalities are 
directly experienced by them, be it in terms of insecurities about the use 
of health information through commercial health platforms, the prevail-
ing marginalisation of some women in medicine, or the threat to one’s 
own cultural and natural environment in north-west Thailand. Unlike 
flat-earthers or anti-vaccinationists, they also address with their activities 
concrete adversaries: commercial providers of online self-help structures, 
non-inclusive health care systems, and the environmental policies of the 
Thai government. In the debate with these actors, they claim a knowledge 
advantage. Unlike the institutional experts many decision-makers rely 
on, they operationalise their own experience as an epistemic resource. 
What does it mean to live with a chronic illness, to be perceived as a 
second-class citizen in the health system, or to lose one’s livelihood? Only 
personally affected individuals and social groups can find a valid and 
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good answer to such questions and share them with others. It is also 
important to communicate this knowledge strategically and coherently, 
both internally and to potential allies or opponents. The success of the 
social epistemic movements I studied was therefore based on the estab-
lishment of epistemic objects and strategies that are internally inclusive 
and externally coherent. The best example of this is the topographical, 
geographical approach of the researching villagers of the Thai Baan move-
ment. They collectively translate their experiences of the river flows of 
Thailand and the cultural traditions based on them into a medium that 
can also be understood in the social systems of science or politics. The 
same applies to the meticulously conducted statistical studies of the men-
strual cycle by members of the women’s health movement and the peer- 
controlled DIY faecal transplants by patients with Crohn’s disease and 
ulcerative colitis. The aim is not so much to pursue a “counter-science”, 
but to generate complementary knowledge, which on the one hand 
underlines one’s own concerns and experiences, but on the other hand 
should also add a new facet to the knowledge of science. In other words, 
they invite institutional science to expand its epistemic toolbox to include 
experiential knowledge by the people and for the people.

The task of a self-aware and open science will therefore be to integrate 
such knowledge in a non-hegemonic or reductionist form. Perhaps in 
this way some of those who feel alienated from science may even be won 
back. Trust arises neither via tokenism nor by being involved in the solu-
tion of prefabricated tasks, but by meeting other people where they stand.
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