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Introduction

As many clinical scientists and bioethicists would say: clinical trials should 
be well planned – scientifically and ethically – so they can be deployed in 
culturally different contexts without issues, bumps and misunderstandings. 

‘Collaborate, cooperate, tailor, contextualize and engage!’
Or so goes the question-begging rhetoric of contemporary research 

ethics. Careful informed consent procedures against irrational decision-
making, collaborative partnerships against cultural misconceptions, stigma 
and rumours, and qualitative assessments for further contextualization 
and improvements of research procedures – aspects such as these carry an 
underlying premise that talking to people and repeating contract-like rela-
tions are the loci of ethics and ethicality.

It is fair to note that cooperation and unification of requirements, 
training and procedures in the field of biomedicine and ethics have been 
outstandingly successful. ClinicalTrials.gov, the largest database on clinical 
trials, reports that by March 2019 the number of registered clinical studies 
worldwide reached 299,763, up from 1,255 in 2000, indicating an increase 
by a factor of 200(!) for the past 20 years (Figure 1). This graph suggests 
that nearly 300,000 informed consent forms were prepared, submitted, 
inspected, approved, printed, signed, and presented – and related protocols 
were declared ethical in accordance with major international guidelines on 
research ethics. Approximately 150,000 trials were initiated in the time peri-
od of this PhD exercise (2015-2020). 
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Figure 1. Number of registered trials over time

Once an abstract discussion on what is right and wrong, research ethics, in 
its various guises, has been strategically channelled into the quest for ethical 
biomedical research worldwide in a tangible, easily reproducible and mea-
surable manner. There is a long list of features of modern research ethics 
which did not exist even 50 years ago: ethical boards, bio-ethics departments, 
ethical experts, ethical collaborations, fellowships, educational programmes, 
benchmarks, bio-ethics journals and conferences, trainings, standardized 
sections in papers and ethical disclaimers (Elliott, 2005).

This tremendous formalization and regulation of research ethics 
would not have been achieved without the growing influence of ‘bioethics’ 
(Potter, 1970), a distinctive academic field engaging with (Western) philoso-
phy, anthropology, and public health that emerged in the US in the 1960s. 
Its goal was rather ambitious: ‘to speak authoritatively to everyone despite 
cultural differences’, and to become a ‘lingua franca for guiding practical 
decisions in both treatment and research in contemporary biomedicine’ 
(Solomon, 2014). Since then, generations of students and practitioners have 
been studying Principles of Medical Ethics (Beauchamp & Childress, 2009), a 
textbook that has been cited more than 27,000 times, providing a standard 
approach to bioethics also known as the ‘Georgetown Mantra’ (Gallagher, 
1999). Stemming from these notions, a highly influential article titled ‘What 
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Makes Clinical Research Ethical?’ offered six universal requirements for good 
clinical research (Emanuel, Wendler, & Grady, 2000). Its sequel extended the 
benchmarks for good international research, cementing its place as a classic 
for numerous bioethicists and clinical researchers: 

•	 Social	Value
•	 Collaborative	Partnership
•	 Scientific	Validity
•	 Fair	Subject	Selection
•	 Favourable	Risk-Benefit	Ratio
•	 Independent	Review
•	 Informed	Consent
•	 Respect	for	Recruited	Participants	and	Study	Communities	 

(Emanuel, Wendler, Killen, & Grady, 2004). 

With a growing demand for ‘ethical’ research, a new generation of manag-
ers and institutions had to be trained to harmonize, oversee and regulate 
the ethics of interventions, to provide the time-effective expertise of research 
protocols. In 1996, the collaborative effort of the ICH1 led to the creation 
of Good Clinical Practice, an international ethical and scientific quality 
standard. The guideline offered practical tools for translations of bioethi-
cal principles to tight normative regulations (Verma, 2013). In contrast, 
UNESCO’s Universal Declaration on Bioethics and Human Rights was 
criticized for being too vague and abstract (Wolinsky, 2006). Today, Good 
Clinical Practice is regarded as the bible of clinical trials: compliance with 
its standardized operational procedures is a normative requirement of the 
World Health Organisation (the WHO), and numerous national regulations 
(Vijayananthan & Nawawi, 2008). 

Such a trend of reduction of complex ethical realities into standardized 
operating procedures, objective numbers, benchmarks, endpoints and mea-
surable outcomes, is, however, not a new situation. Similar arrangements 
affected broader domains of state governance, education, well-being, inter-
national development, and global health (e.g. Espeland 2015; Davies 2015; 
Ferguson 2015; Grillo & Stirrat 1997; Hacking 1990; Adams 2016; Janes and 
Corbett 2009). Considering these trends, it is not a surprise that ‘Global Bio-
ethics’ is a contemporary phenomenon to be reckoned with (Solinís 2015; 
Holm and Williams-Jones 2006; Ten Have 2016).

1 International Conference on Harmonization of Technical Requirements for Registration of 
Pharmaceuticals for Human Use.
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But just how global is global bioethics? In 2017, I attended The Oxford 
Global Health and Bioethics International Conference, and there one of the 
speakers indicated a fact so stunning that I forgot to note the name of the 
speaker: more than 80% of all structures in ‘global’ bioethics are replicated 
from the fairly uniform matrix of US and UK bioethics, rendering signs of 
‘pseudo’ global bioethics akin to recently problematized notions of pseudo 
global health (Kingori & Gerrets, 2019).

Research ethics is thus torn by at least two moving contradictions that 
cannot be easily reconciled. On one side there is a call for progress, hap-
piness, collaboration, respect, and friendship; on the other a unification of 
biomedical sciences and ethics, a process that is erasing differences and sup-
planting the complexity of ethical landscapes with a very peculiar kind of 
‘universal’, easily reproducible ethics. By using the example of an Ebola vac-
cine trial in Liberia, one trial among 299,763, this thesis asks two questions. 
One: How does a normalized and standardized bioethics deal with ethical 
issues on the ground? And two: What remains beyond the analytic spotlight 
of authoritative moral theories and the guidelines they inform? Throughout 
this thesis, I outline awkward splits between analytically convincing bioethi-
cal discourses and rather disappointing practices where it seems as if eth-
ics is mobilized and appropriated by transnational institutions and corpo-
rations, which teach ethics to the people they work with while imposing a 
heavy moral and practical burden on them. 

I should be clear from the start: I am a trained bioethicist, and without 
a doubt I think that formal research ethics is better than no research ethics 
at all. With that being said, I aim to advocate for embracing discomfort in 
the increasingly bewitching charm of bioethics, its language and aesthetics, 
while, simultaneously, thinking about its roots; for being aware of power and 
violence, and acknowledging people, their knowledge and momentums. As 
a result, this thesis gradually developed into something more than a collec-
tion of articles about empirical bioethics and its ‘issues’. As I was working on 
these, I also came to think about themes such as stigma, etiquette, upward 
mobility, labour and diverse epistemological systems – the wider context 
that preceded the trial and extended within it. This thesis thus departs from 
anthropologically informed bioethics, where social sciences are placed with-
in a project to assist with its implementation. It rather leans towards bioethi-
cally informed anthropology, in which social sciences are external to bioeth-
ics and study how its normative guidelines work out in practice. 

For bioethicists, this thesis might well be disappointing: it does not 
provide answers on how to seam, seal or fix ethics. Instead, it raises questions 
in order to challenge the process of reducing the complexity of realities for 
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the sake of clarity. Lest there be a misunderstanding, I do not seek to pro-
duce a retrospective partisan account against the enormous amount of work 
of US-Liberian research teams who did their very best to contribute to and 
develop a well-tested vaccine. Instead, I seek to highlight the limitations in 
formal bioethics more generally – the grey zones, ruptures, gaps and bumps 
which surround it. What this thesis challenges is formal bioethics and the 
totalizing accounts it tends to produce; the technology which develops ideas 
about how ethics should be exported, imported and commodified.

In this thesis, I use images of material landscapes from my fieldwork 
to show how awkward bioethical discourses can be. I trace the inconsis-
tency of a formalist bioethical discourse of healthy volunteers’ participation 
in trials as a kind of altruism, and shine a light on clinical labour, and the 
ways in which trial participation resonates with globally restructured labour 
markets pushing people into more flexible, semi-regulated employment. I 
show that it is problematic to pin a label of ‘collaborative partnership’ on to 
something that continues it as a trend, without acknowledging past mod-
els of collaboration and wider social connotations. In doing so, I trace vivid 
parallels between the design and outcomes of post-civil war reintegration 
programmes (DDR and RRR) and the collaborative component of Ebola 
vaccine research. I suggest that a bioethical discourse of ‘misconceptions’ is 
in fact disrespectful as it alienates non-biomedical understanding of health, 
care and body. I further show an inability of collaborative partnerships to 
alleviate stigma despite an intention to do so. Last but not least, I will show 
that through protocols bioethics in practice produces an etiquette of per-
protocol relations – a ‘bioetiquette’ – that is commonly overlooked. 

BIOETHICS AND ITS PRECARIOUS SUBJECTS
Bioethics is commonly defined as ‘a discipline dealing with the ethical 
implications of biological research and applications especially in medicine’ 
(Merriam-Webster, 2019). However, it is quite evident that bioethics is more 
than just a narrowly-defined study or discipline, especially when bioethics is 
practised in real world contexts. Bioethics cannot be reduced to the domain 
of practice because normative regulations are written in accordance with 
unique logic and rationale in specific historical, political and epistemological 
contexts. Moreover, bioethics can be easily politicized (Brown, 2009). From 
a more sophisticated perspective, bioethics can be seen as an assemblage of 
people, materialities, concepts, powerful institutions, and contexts in which 
practices are situated (Reubi, 2012; Sariola & Simpson, 2019). Here, the term 
assemblage (Law, 2004; Marcus & Saka, 2006) highlights complex config-
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urations of elements, and sometimes strange and unexpected interactions 
between them; however, ever-shifting connections and emerging multiplici-
ties within a bioethical assemblage are not always visible, taken seriously or 
treated respectfully. Historically, bioethics has been strongly influenced by 
canons of Western reductionist philosophy, wherein related knowledge ide-
als were extended and entrenched in politics of bioethical formalities, and 
exported worldwide with a degree of moral imperialism. On the ground, 
colonizing properties of bioethics are known to reinforce specific knowledge 
and power hierarchies and place them on top, while relegating what is ‘other’ 
to the sideline (e.g. Marshall 1992; Elliott 1999; Ten Have & Gordijn 2013; 
Chattopadhyay & De Vries 2008; De Vries and Rott 2015; Hull 2018). This 
critique goes hand in hand with an impressive volume of ethnographic writ-
ings showing that ethics and morality involve far more complex, nuanced 
and uncertain processes than is generally assumed. Anthropological atten-
tion to contexts and relationships has provided a solid ground to challenge 
universalist claims regarding ethics and morality that are often carelessly 
projected on to people on behalf of one authority or another (Mattingly & 
Throop, 2018). With an emphasis on the need to explore local worlds, ordi-
nary ethics and moral experiences in various contexts (Zigon & Throop, 
2014), bioethics, and research ethics specifically, emerges as an important 
subject for anthropological inquiry.

Thus, it is possible to open up areas of inquiry by questioning the 
basic elements of formal bioethics: the terms and categories that are taken 
for granted. For example, formal bioethical interpretations of ‘communi-
ties’, ‘community engagement’, ‘trial subjects’, ‘biomedical knowledge’, ‘gifts’, 
‘diseases’, ‘clinical trials’, and ‘experimental drugs’ imply fixity and universal-
ity. There are several encyclopedias, glossaries and dictionaries where terms 
of bioethics and research ethics are defined and systematized (Reich 1982; 
Ten Have 2016; Resnik 2015). At the same time, there is growing evidence 
that biomedical categories on the ground are not as stable as they seem in 
documents and textbooks (Adams, 2013). For instance, bioethicists often 
advocate for establishing ‘collaborative partnerships’ with communities to 
deliver ethical clinical research (Emanuel et al. 2004). In formal bioethics, 
the notion of partnerships and engagements carries emancipatory, positive 
connotations, as suggested by the new milestone guideline prepared by the 
CIOMS and the WHO: the ‘International Ethical Guidelines for Health-
related Research Involving Humans’ (CIOMS, 2016). However, numerous 
social scientists working in the area of aid organizations and international 
development have long warned that ‘partnerships’, ‘participations’ and ‘col-
laborations’ can also be mechanisms for glossing over unjust and illegitimate 
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power exercises in real world contexts (Cooke & Kothari, 2001; Gerrets, 
2015; Kenworthy, Thomas, & Crane, 2018; Reynolds & Sariola, 2018).

Bioethics also concerns the enactment of various entities – for exam-
ple, ‘bioethicists’, ‘communities’, ‘community mobilization teams’, ‘trial sub-
jects’, and ‘vulnerable groups’ – by attributing specific knowledge and num-
bers to them. Enactment here refers to a performative process, in which a 
person internalizes socially embedded information about a new entity. 
Social scientists have shown that experts and institutions play a key role in 
this process. So-called ‘looping effects’ happen when any kind of stereotypi-
cal information is attributed to a person subjected to classification, allowing 
new kinds of enactment, as in the case, for instance, of: ‘people-at-risk’, ‘gay 
men’, ‘Ebola survivors’ (Hacking, 2006; Holt, 2013; Lock & Nguyen, 2010). 
People subjected to classification are ‘moving targets’ in the sense that they 
are constantly stereotyped in accord with various kinds of socially embed-
ded knowledge, and they accept and adapt to being classified (Hacking, 
2007). For instance, the making of a ‘human subject’ can be seen as a looping 
effect produced within formal bioethics (Campbell & Stark, 2015). In that 
sense, when clinical trials travel, looping effects travel as well to locally enact 
a global category of heroically committed ‘human subjects’. In contrast, in 
precarious contexts people participate in trials for reasons other than altru-
ism and heroism, despite being labelled as such (Sariola and Simpson 2011). 
Moreover, it has been documented that clinical trials often exacerbate locally 
negative stereotypes (Dixon & Tameris, 2018; Saethre & Stadler, 2013). In 
that sense, stigma, as negative stereotyping that affects people, can be theo-
rized in terms of looping effects (Matthews, Dwyer, & Snoek, 2017). In the 
light of the longstanding concern that stigmatization often persists in the 
presence of anti-stigma interventions (Parker & Aggleton, 2003), concep-
tualizing stigma as kinds of dynamic looping effects opens new areas for 
empirical research. 

Anthropologists have for a long time documented theories of dis-
eases and causality beyond biomedicine, and showed that socially embed-
ded knowledge and related practices form syncretic models (Rivers 1924; 
Hausmann-Muela et al. 2002; Olsen and Sargent 2017). In research ethics, 
which is based on biomedical logic and rationale, and therefore – intention-
ally or inadvertently – designed to supplant local knowledge models, there 
is no space to discuss non-biomedical theories of disease and hybrid sys-
tems seriously. Deviations from biomedical knowledge are labelled as ‘false 
hopes’, ‘misestimations’, ‘misconceptions’ and other ‘mis-’ words (e.g. Ott et 
al. 2013; Henderson et al. 2007; Christopher et al. 2017; Lidz and Appelbaum 
2002). From an anthropological perspective, the very idea of false hopes and 



8

misconceptions is highly problematic and worrisome, as it reproduces cat-
egories of being and non-being on behalf of the authority of science and 
those who borrow that authority. Anthropologists have rather theorized 
misconceptions, rumours and myths surrounding healthcare interventions 
in Africa as containing allusions to the ways in which capitalism and colo-
nialism shape realities on the ground (Geissler et al. 2008; Grietens et al. 
2014; Kingori et al. 2010). In the end, who decides upon which knowledge 
and hopes are false and which others are warranted?

Bioethical practices are imagined in a similarly conventional manner. 
In accordance with the bioethical agenda, participation of ‘healthy volun-
teers’ in clinical trials is labelled as an act of altruism and volunteerism, and 
optional payments for participation are portrayed as fair compensation and 
ethical gifts. At the same time, The Declaration of Helsinki (1964) and The 
Nuremberg Code (1946) – two major documents on research ethics – spe-
cifically state that researchers must not coerce people to participate. Can 
paying trial subjects be coercive? Authoritative bioethicists claim that pay-
ments in research are never coercive, and those who think otherwise have 
misconceptions. According to their style of reasoning, coercion, by defini-
tion, implies threat, and to offer money is to offer trial subjects an oppor-
tunity (Largent, Grady, Miller, & Wertheimer, 2013). This justification reso-
nates with extensive anthropological studies of gift economies, pioneered by 
Mauss (1950). From a Maussian perspective, a gift-giving process implies 
long-term reciprocity between participants in such an economy. It has been 
critically asserted that long term reciprocity is non-compatible with the 
design and objectives of clinical research, while, paradoxically, the discourse 
of gift economy is routinely used to classify transfers of money and mate-
rial objects in clinical research (Chambers, 2001). Moreover, there has been 
growing concern that participation in clinical trials involves the commodi-
fication of ‘biovalue’ (Rose & Novas, 2008), which can be conceptualized as 
the ability of a biological body to sustain itself in response to various irri-
tants: e.g. to react to the injection of a vaccine. Through surveillance, blood 
sampling and follow-up, biovalue can be extracted in the form of data, for 
example regarding the safety and efficacy of an experimental vaccine, and, 
eventually, commodified. From a Marxist-Feminist perspective, participa-
tion in clinical trials and biovalue extraction is an example of flexible and 
semi-regulated labour, in which informed consent to participate in research 
is as seen a downgraded labour contract. While contractualization of labour 
implies that work-related injury might have legal consequences for an 
employer, an informed consent form, on the contrary, protects the institu-
tions and delegates health responsibility to the trial subject (Cooper & Wald-
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by, 2014). Professionalization of precarious trial participation is emerging as 
a common activity in the shadow of formal bioethics (Abadie, 2015; Zvona-
reva et al., 2019), whereby trial subjects learn how to adapt to and manage 
the health risks of participation, exemplifying what Beck theorized as a ‘risk 
society’ (Beck, 2009).

IS THERE A CRISIS?
‘It is not an exaggeration to say that there is an impending, if not actual, cri-
sis in the oversight of human participants research’ states a provocative arti-
cle by a US group affiliated with the President’s Council on Bioethics, with 
a far-reaching conclusion that the regulatory system, designed to protect 
human subjects, in fact leads to harm (Wood, Grady, and Emanuel 2002). 
More recently, the crisis of bioethics was attributed to the inability of main-
stream bioethics to acknowledge the wider social, academic and scientific 
contexts in which bioethical practices are situated (Maldonado, 2012). In the 
end, it is difficult to disentangle a notion of crisis from values, agencies and 
power exercises sustained by those who declare a crisis. But if there is a crisis, 
then of what, exactly? A disintegration of a structure assumed to be perfect; 
a failure to design subjectivities, to unify how people think, what people do, 
and how they feel in 300,000 trials and beyond – to impose universalizing 
claims that aim to overrule other ethical considerations and their underlying 
principles?

As opposed to the notion of a crisis, bioethics can alternatively be seen 
as a ubiquitous system for effective life-management operating in a biopo-
litical context (Bishop & Jotterand, 2006; Frank & Jones, 2003; Koro-Ljung-
berg, Gemignani, Brodeur, & Kmiec, 2007; Rabinow & Rose, 2003; Salter & 
Jones, 2005; Zylinska, 2009). In addition to its regulatory and legitimizing 
function, bioethics provides a ‘prophetic function’ by speculating and pre-
defining the ethics and morality of future technologies (Schick, 2017). What 
such insights suggest is that bioethics, as a field, calls for discussions about 
the tensions, power and violence tied to both the ‘bio’ and the ‘ethics’ (Gib-
son, 2015).

Insights from Science and Technology studies (STS) can contribute to 
investigations of less obvious ethical issues in bioethics (Pickersgill, 2013). 
For instance, common bioethical practices such as obtaining informed con-
sent involve more than a legal confirmation of rational minds making cal-
culated decisions regarding participation. Such formalities entail a nebulous 
politics of intention in which informed consent becomes an empty signifier, 
‘an image on to which people can project very different hopes, concerns, and 
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expectations’ (Hoeyer & Hogle, 2014). It has also been shown that an ortho-
dox bioethical distinction between research and treatment (as in ‘therapeu-
tic misconceptions’), fails to acknowledge that research and care are mutu-
ally constitutive in clinical trials in real world contexts (Wadmann & Hoeyer, 
2014). Another overlooked dimension of bioethics concerns the fact that sci-
ence, emotions and ethics are deeply connected. As research protocols create 
ethical issues, bioethics offers solutions to emerging complexities. The feeling 
of a ‘sharp relief ’ resulting from applying ethical frameworks, benchmarks 
and moral theories can be documented and strategically channelled to legiti-
mize biomedical interventions (Pickersgill 2012). Instead of thinking about 
ethics as a set of principles, as guidelines in the midst of a crisis, it might be 
better, or so some advocate, to put adaptable, caring ways of relating at the 
centre of both practical ethics and related empirical inquiry (Braidotti, 2006; 
Mol, 2008; Shildrick, 2015; Willems & Pols, 2010). The question then arises as 
to whether ‘participant-centred’ research ethics delivers care for trial subjects 
to the extent that it claims to.

FROM EMPIRICAL BIOETHICS TO BIOETHICS AS A SUBJECT
In this thesis, I will show that local context-specific interventions matter 
when it comes to understanding the local connotations of seemingly novel 
prospective interventions. I will explore how the trial was embedded into a 
local continuum of anxieties, precarity and insecurities.

In 2014, I received a Master’s degree in Bioethics from Case Western 
Reserve University with a specialization in International Research Ethics 
under the supervision of Sana Loue and Patricia Marshall. After the gradua-
tion, I had a chance to work as a manager of clinical trials in Russia. In 2015, 
I enrolled in a Trans Global Health PhD programme to design and conduct 
a project in empirical bioethics in the context of an Ebola outbreak in West 
Africa. In August 2016 I went to Liberia in order to meet the Ebola clinical 
research team and obtain ethical approval from the local ethics board. My 
initial plan was to prepare a prospective ‘consent study’ in Guinea, Sierra 
Leone and Liberia. Consent studies are recent examples of empirical bioethics 
that situate social sciences within a biomedical project and explore complex 
ethical issues (Bull, Farsides, & Ayele, 2012). I hoped to interview special-
ists implementing Phase III Ebola vaccine trials, and volunteers consenting 
to participation in three different contexts. On one August day I went to the 
local university to meet the ethical board members, and they explained the 
procedures. I had to defend my project in front of the committee on a given 
date. I was also informed that the university might help me with data collec-
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tion. A week before the defence date, I received an email with an estimated 
budget for six focus group discussions, where the ‘IRB cost’ was under the cat-
egory of ‘others’ – alongside vehicle rental, gasoline and administrative costs: 

Estimated budget to conduct IDIs

Item Unit Unit Cost Days Total

Consultancy to conduct the Study

Senior Researcher 1 $60,00 20 $1.200,00

Junior Researcher 1 $40,00 20 $800,00

Remuneration 4 $30,00 6 $720,00

DSA for Field Work

Team 4 $25,00 6 $600,00

Participants Incentive 57 $2,00 $114,00

Transcription 7 $40,00 $280,00

Materials

Digital Recorder 2 $90,00 $180,00

Alkaline AAA Battery 1pck $32,00 $32,00

Printing of Study Materials

Printable Bulk $160,00

Stationery Bulk $40,00

Training

Hall Rental 1 $250,00 2 $500,00

Feeding 6 $20,00 2 $240,00

Others

IRB Cost $500,00

Vehicle Rental 1 $75,00 6 $450,00

Gasoline 5gal $5,00 6 $150,00

Total $5.966,00

Administrative Cost 10% $596,60

Grand Total $6.512,60

Table 1. Estimated budget
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Aware that these demands were ridiculously overpriced, nonetheless my 
immediate reaction was to pay: I appreciated the people working there, and 
I thought that this was nonetheless a good investment in the sense that it 
would help the local university. However, my co-promoters rejected this 
idea. Two days later, I told the committee that I would like to pay, but that it 
had not been approved by my university. Committee members accepted this 
explanation, and I received official permission to interview Ebola vaccine 
trial subjects, community members and researchers. However, the Phase III 
trials that I intended to follow were delayed yet again. As a result, I made a 
pragmatic decision to rejig the project within my ethics approval and focus 
on a trial that had already finished – the Phase II clinical trial in Liberia – 
thus switching from a prospective to a retrospective examination of one trial 
in a particular context. 

THE FIRST RANDOMIZED CONTROLLED TRIAL IN LIBERIA: 
ETHICS, FACTS AND NUMBERS
Significantly, before the 2014 Ebola outbreak, large-scale human subject 
research had never been conducted in Liberia. Therefore, this thesis con-
cerns the first large-scale randomized controlled trial ever conducted in the 
country. The trial, organized in 2014 as a part of a collaboration between the 
US and Liberian governments, was able to recruit 1500 presumed healthy 
volunteers from the capital Monrovia and its suburbs. In this trial, two 
experimental Ebola vaccines (cAd3-EBOZ, VSV-EBOV) were tested against 
the placebo. The trial was conducted in accordance with international guide-
lines on good research ethics, such as the Belmont report, the Declaration 
of Helsinki and Good Clinical Practice (GCP), to name a few. While plan-
ning and executing the trial, research teams seriously considered past cases 
of exploitative clinical research in the Global South and did their best to 
establish ‘partnerships’ with communities (Doe-Anderson et al., 2016; Ken-
nedy et al., 2017). In doing so, a key goal was to avoid so-called ‘parachute 
studies’ – interventions in which researchers from the Global North rapidly 
deploy research equipment, take advantage of contextual illiteracy, poverty 
and weak regularity apparatus, conduct exploitative research, and fly back 
with data and samples (Costello, 2000).

Establishing the first randomized clinical trial in Liberia at the peak of 
the Ebola outbreak was a challenge for a number of reasons. Dire inequali-
ties, structural violence and the absence of the most fundamental public 
health and state capacities combined to fuel the devastating impact of the 
outbreak (Wilkinson and Leach 2015). Distrust, rumours, suspicion and vio-
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lence accompanied internationally led response practices in Liberia. Some 
communities denied the reality of Ebola; some accused the ‘West’ and local 
elites of spreading Ebola on purpose (Cheung, 2015; Epstein, 2015; Spada-
cini, 2016). Quarantine zones in the capital Monrovia were organized with a 
heavy emphasis on physical barriers and military, invoking colonial ideas of 
poor residents as ‘morally bankrupt and primitive savages’ to be contained 
(Hoffman, 2016), and their culture to be managed (Jones 2014). At the same 
time, the notion of ‘community engagement’ as a backbone of the response 
was often used as a justification for various interventions that unintentional-
ly harmed vulnerable groups instead of supporting them, pointing towards a 
‘disjuncture between local realities and what is being imagined in post-Ebola 
reports’ (Wilkinson et al. 2017; Chandler et al. 2015).

In this charged context, the clinical trial developed collaborative 
activities carried out by Liberians, such as counselling participants and their 
families as a response to stigma, rumours, and myths in a reflexive and adap-
tive manner. Community-engagement teams organized mobile units and 
discussion forums to disseminate information about the trial in various 
communities (Doe-Anderson et al., 2016; Kennedy et al., 2016). Research-
ers explained to me that the word ‘trial’ raised suspicions and questions for 
some, therefore information-provision was adjusted and the term ‘vaccine 
study’ was used instead of ‘vaccine trial’. Encouraging mass media coverage 
of Ebola research programmes and establishing an Ebola hotline, research-
ers actively worked to resolve misconceptions and confusions about the trial. 
Informed consent procedures were led by Liberian trial educators who pro-
vided participants with information about Ebola and Ebola vaccine which 
were followed by individual face-to-face sessions to discuss the trial and its 
risks, and finally the obtainment of meaningful informed consent. Indepen-
dent news reporters were provided with training in scientific literacy and 
enhanced understanding of trial procedures in order to avoid reporting 
biases. Community mobilization teams trained some Liberians as so-called 
‘trackers’, employed by research teams to address participants’ questions, 
concerns, and complaints. Trackers were hired to follow participants, col-
lect data on rumours, minimize them through advocacy, and counter stigma 
against trial subjects. Collaborative partnerships also involved close work 
with traditional leaders and artists, some of whom created and promoted 
songs about collaboration and Ebola research. As a result, the trial was able 
to ‘beat the odds’ and rapidly recruit 1500 people with 98% compliance rates 
(Doe-Anderson et al., 2016; Kennedy et al., 2016). This is truly a remarkable 
rate, as drop-out rates of up to 30% are common in clinical trials (Lopien-
ski, 2015). In 2017, positive results regarding safety and efficacy of the tested 
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vaccines were reported (Kennedy et al. 2017), and a Phase III trial – which I 
originally had planned to study – was launched. GAVI, the Vaccine Alliance, 
signed a US$5 million contract with Merck pharmaceuticals to stock thou-
sands of VSV-EBOV shots (GAVI, 2016). In 2018, VSV-EBOV vaccine was 
used as an emergency response to an outbreak of Ebola in the Democratic 
Republic of the Congo (Turner, 2019).

METHODS: JUXTAPOSING VISIBLE AND INVISIBLE 
BIOETHICS 
As part of the requirement of the Erasmus Mundus Trans Global Health 
scholarship that financed my project, this thesis involves a so-called trans-
disciplinary methodology. What that means in practice is a topic requiring 
transdisciplinary analysis. Some say that transdisciplinarity is about social 
sciences helping the sector of biomedicine and development solve ‘real’ issues 
through co-operation and co-production of knowledge (Regeer & Bunders, 
2009), through collaborative partnerships with populations (Beland Lindahl 
& Westholm, 2014), and by exposing barriers to – and finding facilitators 
of – the implementation of interventions. Transdisciplinarity can also be 
defined as an attempt to work beyond established disciplines, a novel way to 
approach health issues in a global context by engaging with stakeholders for 
better outcomes (Mauser et al., 2013). Formally speaking, this thesis meets 
such criteria. It provides a transdisciplinary analysis that falls somewhere in 
between the implementation of clinical research, bioethics-in-practice and 
medical anthropology. 

Ethnographic data presented in this thesis were collected over the 
course of four months of fieldwork in Monrovia and its suburbs in 2016. I 
navigated around the research unit, known as ‘Little America’, and the mar-
ginalized neighbourhoods where Ebola vaccine research was conducted, 
and where international response was rolled out. Those geographic areas 
were marked by formal unemployment, poverty, alienated youth and ex-
combatants, crime, lack of infrastructure, and precarious working condi-
tions. Such particularities are known to be connected with nearly 200 years 
of stratification of Liberian society, a recent history of devastating civil wars 
in Liberia between 1989 and 2003, followed by economic stagnation and the 
Ebola crisis (Boas 2005; Dolo 2007; Wilkinson and Leach 2015). In contrast, 
I observed the wealth and prosperity of the international developmental 
apparatus of which I was unavoidably a part. I was born and raised in Rus-
sia, and Liberia was a new context for me which required finding a difficult 
balance between ‘distancing and immersing’ in the field (De Jong, Kam-



15

steeg, & Ybema, 2013). I put efforts into getting familiar with the context 
and preventing my bioethical preconceptions from implicitly or explicitly 
becoming leading theoretical lenses. It was equally important to acknowl-
edge local kinds of precarity and, at the same time, to avoid portraying my 
informants as ‘suffering subjects’, the downtrodden and radically different 
‘other’ deprived of agency (Robbins, 2013).

Inspired by canons of ethnographic inquiry (Marcus, 1995), I fol-
lowed ‘the Plot’ – the successfully implemented Ebola vaccine trial with 98% 
compliance rates; and ‘the People’ – the trial subjects and researchers who 
made the success possible. I specifically followed the metaphor of ‘ethical 
variability’ (Petryna, 2005), an often neglected situation whereby seemingly 
independent clinical research relies on localities at the same time as being 
shaped by them. In order to trace the concept, the plot and people, I adapt-
ed a methodology of rapid qualitative evaluations in the context of clinical 
research, so-called ‘consent studies’ (Bull, Farsides, and Ayele 2012). Consent 
studies ask why trial subjects consent to participate in trials, and document 
participatory experiences. With the help of two Liberian assistants, I navi-
gated around the research unit to find trial subjects. I recorded conversations 
with more than 60 people in a series of semi-formal interviews and group 
discussions. I communicated with researchers and bioethicists, ‘community 
leaders’, ‘local people’ and trial subjects with the goal of investigating partici-
patory experiences, questions, concerns and complaints. 

Trial subjects are the main source of data for this thesis: core chapters 
of this thesis provide detailed accounts of how I recruited and communi-
cated with them, of ethical procedures used, as well as the question guide. 
Because of the precarity of the context, I neither asked for informants’ spe-
cific demographic details, nor did I classify them with predefined catego-
ries except being an adult and a trial subject. I did this specifically because I 
wanted to prevent a hypothetical attribution of issues with bioethics – which 
are exposed in this thesis – to predefined categories of gender, education or 
occupation, which might have been carelessly projected on people.

To triangulate the responses, I read publically available protocols and 
publications about the trial. My informants showed me trial consent forms, 
graduation certificates and other trial-related documents. I was allowed to 
take photos of such documents. I had the chance to participate in a three-day 
workshop for community mobilization of Ebola vaccine research in Mon-
rovia that was organized for research teams from Liberia, Sierra Leone and 
Guinea. When listening to stories of the participants about how they imple-
mented effective models of engagement and partnerships, I wrote the word 
‘etiquette’ next to ‘ethics’. It is now a key chapter of this thesis. By toggling 
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between normative bio-ethical assumptions and informants’ responses, I 
tracked the ethical variability of paying trial subjects, a theme that gradually 
expanded to notions of collaborative partnerships, stigma, misconceptions, 
and ‘bioetiquette’ – a term that I re-discovered in the course of writing this 
thesis. 

However, documenting and reporting ethical variability in specific set-
tings was not always enough to make a thought-provoking argument. This 
is the reason why in the writing stage I borrowed techniques from Science 
and Technology studies: I looked for signs of ruptures, contrasts and mul-
tiplicities in seemingly solid, neutral and univocal practices (Harbers, Mol, 
& Stollmeyer, 2002; Law, 2004; Mol, 2003). I approached bioethical materi-
alities – research facilities, informed consent forms, diplomas, appointment 
cards, graduation certificates – as components of social worlds to be investi-
gated (Law & Mol, 1995). Following the growing interest of social scientists 
in the production of numbers and endpoints in global health and develop-
ment, I explored what 98% protocol compliance meant in practice for trial 
subjects (Davis, Kingsbury, & Merry, 2012; Lippert & Verran, 2018; Rotten-
burg, Merry, Park, & Mugler, 2015).

Taken altogether, these techniques offered an inquiry into the bioethi-
cal periphery, allowing me to visualize overlooked components of the messy 
bioethical assemblage and tracking the realities they produced. Importantly, 
this was more than just an intellectual exercise to argue for the complexity 
of the world. I linked such overlooked elements with quite concrete issues 
in research ethics and global health. Throughout this thesis, I contribute to 
a people-centred approach to Global Health research and practice (Biehl & 
Petryna 2013), and more specifically, I provide concrete examples of why the 
complexity of contexts should not be ignored while planning, conducting 
and evaluating Ebola response interventions (ERAP, 2014).

It took me a while to find my own writing voice, especially in this 
rapid transition towards a social science approach. As much as I was afraid 
to challenge totalizing accounts and offer new ones instead, I was equally 
fearful of turning the thesis into a theoretically heavy ‘conceptual lexicon’ 
which would not be easily accessible for non-specialists (Hertz, 2016). In 
perusing transdisciplinarity, I tried to escape from the endless fight between 
modernist and relativist critical ways of reasoning, as both genres have their 
own reductionist flaws. It was my quest instead to capture the complexities 
of contemporary existence, a position that in culture and media studies is 
theorized as ‘metamodernism’ (Van Den Akker, Gibbons, and Vermeulen 
2017; Vermeulen and Van Den Akker 2010). This thesis, then, has turned out 
to be metamodern: I do not trot out the oft-repeated spiel in favour of the 
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scientific and ethical progress of global health, bioethics and humanity in 
general; nor do I furiously blame bioethics and biomedicine for becoming 
degenerative constructs. Instead, I use poststructuralist notions to explore 
how bioethics, as a modernist projection, ignores important dimensions in 
real world contexts.

WRITING ETHICS
Writing remained a great challenge, and, as always, all mistakes in this thesis 
are mine. With great help from my co-authors and editors, I enjoyed largely 
positive feedback from anonymous journal peer reviewers. One of the key 
factors was the fact that I started submitting articles in 2017–2018 in the 
context of emerging Ebola outbreaks and vaccinations in the Democratic 
Republic of the Congo, and later on, in Uganda in 2019. I thus indirectly 
capitalized on this emergency. I am still wondering: would my articles have 
been received differently if Ebola had been globally eliminated? 

It was a tough task to balance confidentiality and clarity of the set-
ting, considering that bioethics in practice often fails to keep promises it 
makes, such as confidentiality and anonymity (Bosk, 2008; Bosk & De Vries, 
2004). How could we mask the first randomized controlled trial that ever 
took place in Liberia? In some articles, I talk about an Ebola vaccine trial 
in Anglophone West Africa; in others I cite official articles written about 
the trial, without mentioning the name to avoid flagging of research teams. 
Journal peer reviewers also added to it. Some told me I should abolish the 
standard manuscript style as they feared it might involve shying away from 
a potentially solid argument. Others kept telling me that I should do more 
of a normative analysis. I was constantly pushed to come up with universally 
valid, practical solutions.

My preliminary findings upset the US-Liberian research team. In 2017, 
Vinh-Kim Nguyen and I received several emails from the vaccine research 
team members. They contained politely asserted persuasive statements 
which implied that I was dismissive and disrespectful in presenting my work 
at an Ethox conference in Oxford. My project was gently mocked, and I was 
framed as a biased observer whose work needed to undergo censorship by 
the trial’s publishing committee. I was expected to sign several legally bind-
ing agreements with the National Institutes of Health (USA). In resolving 
this conflict, Vinh-Kim Nguyen directed me to initiate a case with the ethics 
board of the Amsterdam Institute of Social Science Research, home to my 
PhD project. In the end, the ethics board supported me. I understand the 
frustration of the researchers: they produced impressive and heroic accounts 
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which reflected effective execution of trials, and they expected that as a bio-
ethicist I would contribute to this style of writing, which I did not. But what 
is the more pertinent intellectual contribution? To reiterate that institu-
tionalized replication and repetition of bioethical scenarios in 250,000 tri-
als across the globe is ‘ethical’ once its supply materials – collaborative part-
nership, community engagement, informed consent procedures, etc. – are 
augmented and authorized by powerful organizations? Or to explore what 
bioethics implies in practice, and use stories of trial subjects to illustrate 
awkward splits between bioethical discourses and practices?

Last but not least, in 2018 I tried to share my findings with the com-
munities where I conducted my research. I could not simply return to Libe-
ria, since the vaccine research teams that helped me with visas and basic 
arrangements had given me the impression that they would never again want 
to see me around. With help from Guillermo Martínez Pérez, I attempted 
to arrange data dissemination sessions of my findings through independent 
Liberian health researchers from a local hospital in Monrovia. In the end, it 
did not work because Liberian researchers were afraid to run into trouble. 

CHAPTER GUIDE
After this introduction, the thesis further develops into six chapters focus-
ing on different distinct, and at the same time interconnected themes. Due 
to the fact that all core chapters are published as articles there is a degree 
of overlap, especially in respect to materials and methods and introduction 
sections across chapters. 

In Chapter One, I use visual methods to contextualize both my project 
and the trial I followed. I argue that a relatively simple method – the photog-
raphy of material landscapes – can be a great asset in understanding power 
landscapes which directly modulate practices such as transnational clinical 
research. In doing so, the chapter provides an account on ethical variability, 
which will be further developed in later chapters.

In Chapter Two (co-authored with Vinh-Kim Nguyen), we ask a ques-
tion: What is the meaning of ‘participation’ in clinical research and ‘gradua-
tion’ from it? The central tension in this chapter unfolds between voluntarist 
and labour justifications for participation in clinical research. By analysing 
the responses of participants I draw parallels between contemporary clini-
cal research and past models of participatory approaches in development, 
so-called ‘reintegration programmes’, conducted in Liberia in the aftermath 
of the civil war crisis. We argue that those two models are closely related: 
they both offered improvised labour, training and hopes of post-graduation 
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employment, and both resulted in vast disappointment among the gradu-
ates.

Chapter Three (co-authored with Koen Peeters Grietens and Rene 
Gerrets) shifts the focus on to the meaning of ‘Ebola vaccine’ among trial 
participants. A shot of Ebola vaccine was seen by trial subjects as a way to 
broadly prevent sickness, not necessarily limited to Ebola in a biomedical 
sense. We ask a question: Are such definitions exemplary of therapeutic and 
preventive misconceptions, and what are the implications for using such 
alienating nomenclature? This paper shows that a bioethical discourse of 
‘misconceptions’ is disrespectful, as it alienates and dismisses the validity of 
non-biomedical understanding of health, care and body. Furthermore, this 
chapter challenges the idea that careful, informed consent and community 
procedures are an ethical panacea in Global Health research.

In Chapter Four, I ask the following question: Can carefully organized 
collaborative partnerships ensure the protection of human subjects? In 
answering the question, I document stigma against trial subjects that mani-
fested in various forms and remained uncontrolled despite complex com-
munity mobilization and sensitization procedures. Drawing on the works 
of Ian Hacking, this chapter theorizes stigma as cascades of ‘looping effects’ 
tied to the performance of the locally new entity of ‘trial subjects’. The paper 
presents the key argument that stigma in Ebola vaccine research was a prod-
uct of socially embedded knowledge and has historical, political and eco-
nomic roots and resonances. Hence, it is not something that might ever have 
been fully managed by collaborative partnerships or any other ambitious 
attempt to engage in social engineering.

Chapter Five presents an analytic synthesis of the concerns which 
I developed as a trained bioethicist. It shows that in parallel to a bioethics 
protocol that researchers have to implement there is a labour etiquette for 
professional trial subjects, which I conceptualize as ‘bioetiquette’. This bioe-
tiquette rules and regulates what is a good trial subject on the ground, and 
which other ‘oughts’ are hidden in trial protocols. Whilst bioethics has to 
do with the rights of participants, bioetiquette pertains to the responsibili-
ties which ‘proper participants’ should follow in order to keep their much-
desired affiliations with the research unit. 

The thesis ends with a conclusion. I will offer two texts describing the 
trial, with the goal of defamiliarizing the familiar bioethics for bioethicists 
and global health practitioners. By reflecting on the insights from the liter-
ary theory, I will further invite readers to consider formal bioethical writing 
as a standardized literary genre, hinting at a need to challenge the universal-
ity, attainability and innocence of formal bioethics.
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chapter 1

In the shadow of tomorrow

This photo essay draws on images taken by the author in Liberia between 
August and December 2016, as part of an anthropological project explor-
ing the perspectives of participants involved in Ebola vaccine research at the 
peak of the outbreak. In 2014, a US-Liberian collaboration resulted in the 
launch of Liberia’s first large-scale randomized Ebola vaccine clinical trial. 
Fifteen hundred people were rapidly recruited to participate in the trial and 
subsequently found to have compliance rates of 98%, an achievement that 
researchers had previously thought unimaginable.

The initial purpose of these photographs was to document some of 
the spaces and objects encountered during fieldwork2. Later, I came to view 
these images as evocative of the ‘ethical variability’ of the trial. I use Pet-
ryna’s (2005) concept of ‘ethical variability’ to refer to situations in which 
normative bioethics (routine institutional ethical procedures in clinical trial 
research) fail to account for human subjects’ pragmatic motives to partici-
pate in such trials. The notion of ethical variability presents a sharp chal-
lenge to those who argue that ‘healthy volunteers’ participate in clinical trials 
out of altruism, providing free labour for science and development.

In this photo essay, I argue that for many Liberians, the decision to 
participate in Ebola vaccine clinical trials was embedded in historical and 
ongoing systems of exploitation, and was powerfully shaped by the fact that 
trial participation allowed them to obtain medical care and socio-economic 
benefits that were otherwise out of reach. I suggest that photographs of the 
material and social contexts in which clinical trials unfold in Liberia and 
elsewhere can reveal important dynamics that are not taken into account 
by normative bioethics. To protect the anonymity of trial participants in the 
context of significant stigma surrounding Ebola, the images presented here 
contain no people.

2 Originally published as: A. Alenichev, ‘In the shadow of tomorrow: Ebola vaccine research in 
Liberia’, Medicine Anthropology Theory, vol. 5, no. 5, pp. 81–87, Dec. 2018.
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1. A landscape of precarious employment

Ethical variability is produced by the social, historical, political, and eco-
nomic contexts in which clinical trial research is deployed. Photograph 1 
documents a community that might be seen, through the lens of norma-
tive bioethics, as having made an important, altruistic contribution to sci-
ence and development by hosting Liberia’s first large-scale randomized 
Ebola vaccine clinical trial. Joshua, not pictured in the photograph, was a 
35-year-old man who lived in this community at the time of my research. He 
had lived through the Liberian civil wars (1989-1997, 1999-2003), and was 
working as a motorbike taxi driver when Ebola broke out in 2014. At that 
time, both his low income and his fear that he might contract Ebola from 
his passengers motivated him to participate in the vaccine trial. For Joshua, 
participation was a way to protect his health and build economic capital; he 
hoped to receive a job supervising human subjects in upcoming trials at the 
conclusion of his participation. The trial gave participants a small amount 
of money to cover their travel to and from the site; this ‘transport compensa-
tion’ became his only source of income when his employer fired him because 
he feared that Joshua might become ill with Ebola from the vaccine and 
infect his passengers (Photograph 1 shows the bike that Joshua used to ride, 
which is now used by another driver). At the time of the trial, rumours were 
circulating that the vaccine research was causing the spread of Ebola, fuel-
ling stigma and discrimination towards trial participants and undermining 
their hopes for a better future through involvement in research. In addition 
to the stigma Joshua bore as a result of his affiliation with what many in the 
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community termed ‘Ebola businesses’, he was also stigmatized as a ‘zogo’, a 
term that refers to street criminals and thugs in Liberia. In sum, Joshua’s 
participation in the clinical trial, like many others in the community, was 
not born out of volunteerism and altruism, but rather was built upon the 
precarity of the place where the trial research occurred.

Why else was it important for precarious Liberians, like Joshua, to become 
human subjects in a large US-Liberian clinical research trial? Photograph 2 
depicts a meeting room in the first research unit in Liberia to begin running 
various clinical research projects, which was referred to as ‘Little America’ 
by trial employees and connected to ‘Big America’ through regular video-
conferences with trial sponsors and regulators. The naming of the research 
unit as a sort of archipelago of the United States has particular social, cul-
tural, and economic resonances. Beginning with the establishment of the 
state in 1822 by American settlers and continuing into the present, privi-
leged membership in Liberian society has long been equated with access 
to Western education and medicine, participating in formal employment 
and the cash economy, practising Christianity, and speaking English (Utas 
2003). Until the outbreak of the civil wars, wealthy Americo-Liberian fami-
lies upheld a wardship system of exploitation in which people from poor 
areas traded their labour and compliance with the ruling class for a chance 
to achieve upward mobility in a highly stratified society (Dolo 2011). Little 
America similarly held up the promise of a better future for those who had 

2. ‘Little America’ research unit
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access to this space, while at the same time harbouring the risk of exploi-
tation. Little America offered trial subjects medical care, workshops led by 
trial educators, and a variety of other forms of social and economic capital. 
It also implemented a tracking system, whereby people from the commu-
nity were given some formal powers in order to facilitate compliance among 
trial participants. In these ways, Little America emulated the wardship sys-
tem of the past. Trial subjects traded their compliance for various kinds of 
temporary support and hopes of upward mobility (for example, as track-
ers) in the expanding clinical research sector. Some trial subjects had bigger 
dreams: Joshua and others hoped that trial participation would eventually 
allow them to move to the United States. Photograph 3 reflects this dream: 
on a wall separating Monrovia and the Pacific Ocean, there is a painting of a 
Liberian driving a car somewhere in Brooklyn.

What actually happened to people when their participation in the trial end-
ed? Participants like Joshua received a simple paper certificate to signify their 
official participation in and graduation from the Little America trial. The 
graduation certificate materialized the quasi-professional status of trial par-
ticipants. Participants’ contributions to the trial could be characterized as 
‘clinical labour’, that is, as one of the many forms of labour that exist glob-
ally without labour protection (Abadie, 2015; Cooper & Waldby, 2014; Parry, 
2015). At the same time, graduation from the trial was also an intensely local 

3. A wall separating Monrovia and the Pacific Ocean, featuring a painting of the  Brooklyn 

skyline and a Liberian car driving alongside it
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experience that closely resembled the graduation ceremonies that occurred 
after post-civil war reintegration programmes. These programmes com-
bined labour, training, and temporary financial support with the aim of 
reintegrating ex-combatants and community members alike into post-civil 
war society (Kilroy, 2015). Ebola clinical trial research similarly reintegrated 
marginalized people, like Joshua, into the national collective. Tellingly, both 
post-civil war reintegration programmes and the Ebola clinical research trial 
generated expectations that participants would be offered ongoing care and 
support and opportunities for upward mobility, expectations that would be 
disappointed upon graduation.

While Joshua hoped that his participation in Ebola clinical trial research 
would somehow provide a route to the kind of life depicted in the mural in 
Photograph 3, instead, after the trial was over, he ended up spending a lot of 
time at home alone (Photograph 4). In his neighbourhood he continued to 
encounter the bike that he used to ride, and that had previously allowed him 
to earn income. Like the other trial participants I encountered, he was disap-
pointed that the care and support he had once accessed through the trial had 
stopped once the active phase of the trial was over. Right up until trial grad-
uation, Joshua held out hope that Little America would compensate him for 
his struggles and the setbacks he had experienced as a result of his participa-
tion. In particular, he kept hoping that he would soon have the opportunity 

4. A house of a trial graduate
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to enrol in other trials as a ‘responsible’ human subject with previous trial 
experience, or that he might become a supervisor or tracker of other human 
participants in upcoming Little America projects. However, none of that 
happened. Joshua had received the experimental vaccine, and only gradu-
ates who had received the placebo or those who had never participated at 
all were invited to participate in the next Ebola vaccine trial. Once Joshua 
received his graduation certificate, he refused to participate in other Little 
America participatory research projects for which he was eligible, because he 
felt used, betrayed, and abandoned.

Joshua’s story is unfinished. Perhaps he decided to commit himself to 
those other research projects for which he was eligible. Perhaps he got his 
motorbike back; perhaps he is driving a car somewhere in Brooklyn. What 
this photo essay illustrates is the social, historical, and economic contexts 
that shape and constrain ‘voluntary’ decisions to participate in research, 
those which lie beyond the scope of normative bioethical assumptions. By 
subscribing to one-size-fits-all discourses, normative bioethics risks misrep-
resenting the participatory motives of trial subjects seeking recognition and 
support in settings of precarity. Photography combined with ethnography 
can expose the ethical variability of clinical trials and offer a different view 
on bioethics in practice.
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chapter 2

Precarity, clinical labour  
and graduation from  
vaccine research

The provision of gifts and payments for healthy volunteer subjects remains 
an important topic in global health research ethics. This paper3 provides 
empirical insights into theoretical debates by documenting participants’ per-
spectives on an Ebola vaccine trial in West Africa. This trial provided hun-
dreds of Africans with regular payments, food packages and certificates for 
participation. The researchers conducting the trials considered these socio-
economic provisions to be gifts in accordance with contemporary ethical 
standards and principles. Trial participants viewed them differently, how-
ever, approaching trial participation as a means for training and employ-
ment in what was from their perspective a new job market: the post-Ebola 
expansion of research and healthcare systems. This paper analyses participa-
tion in contemporary research by viewing the context-specific histories of 
trial participants through the lens of prior interventions, specifically par-
ticipatory reintegration programmes conducted in Anglophone West Africa 
to overcome civil war crises. In particular, we argue that participation in the 
Ebola vaccine trial was inadvertently shaped by the design and outcomes of 
past reintegration programmes. Our results highlight the need to investi-
gate existing socio-economic landscapes which surround and indeed per-
meate clinical research as a prerequisite for understanding the participatory 
motives of vulnerable participants in West Africa and elsewhere.

3 Originally published as: A. Alenichev and V.-K. Nguyen, ‘Precarity, clinical labour and 
graduation from Ebola clinical research in West Africa’, Global Bioethics, vol. 30, no. 1, p. 1, 2019. 
Authors’ contributions to the article are detailed in a designated section.
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BACKGROUND
In 2014, several clinical trials were launched in West Africa at the peak of the 
Ebola outbreak, at a time when a nightmare scenario forecast over a million 
deaths with potentially catastrophic political results (Meltzer et al., 2014). 
Ebola vaccine and drug trials were hastily implemented whilst international 
aid agencies and local authorities tried their best to offer care to the Ebola 
patients. Moreover, Ebola research in Liberia and Sierra Leone was launched 
in the context of painful recovery from civil war crises, ravaging Sierra Leone 
between 1991 and 2002, and Liberia between 1989 and 1997, and from 1999 
to 2003. These recent conflicts killed hundreds of thousands, with many 
more displaced and marginalized. Research, aid, and humanitarian agen-
cies scrambled to address overlapping humanitarian and biomedical emer-
gencies. Addressing ethical considerations requires time and careful plan-
ning, but the urgency of responding to the epidemic posed difficult and at 
times unprecedented ethical dilemmas (Caremel, Faye, & Ouedraogo, 2017; 
Gomez-Temesio & Marcis, 2017).

Two specific challenges were reported by participants involved in 
implementing the trials. On the one hand, due to the public health emergen-
cy constituted by the Ebola epidemic, there was a need to deliver trials within 
the shortest possible time frame: finding effective vaccines and/or drugs 
could save countless lives. On the other hand, the burden of research partici-
pation had to be minimized for vulnerable participants. Providing partici-
pants in trials with payments in instalments, workshops on how to be a trial 
volunteer, food packages, better healthcare, and awards and certificates for 
participation represented one solution to these conflicting dilemmas. Those 
involved in implementing the trials, guided by the principle of minimizing 
risks for vulnerable subjects, saw these socio-economic measures as ethical 
gifts aimed at compensating people for their contribution in the midst of the 
Ebola outbreak. Accordingly, they regarded participation in research to be 
the result of volunteers’ altruistic motives to contribute to science and devel-
opment, and as an opportunity to receive a potentially life-saving vaccine.

Benefit provision in clinical research has been an active topic of debate 
among bioethicists, anthropologists and philosophers. In many countries, 
including those hosting Ebola vaccine research, paying healthy volunteers 
for clinical research participation is a legal procedure intended as compensa-
tion for barriers to enrolment without constituting undue incitement. At the 
same time, current recommendations and international guidelines, such as 
those from International Ethical Guidelines for Biomedical Research Involv-
ing Human Subjects (CIOMS) and the World Medical Association-Decla-
ration of Helsinki, explicitly state that payments for participants must not 
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have persuasive effects on participants’ choices. However, such documents 
provide minimal guidance on how to calculate or decide whether and how 
these payments persuade participants (Grady, 2005; Pandya & Desai, 2013). 
Although numerous scholars have proposed various practical solutions, a 
lack of consensus persists with regards to the ethics of paying healthy vol-
unteers.

It is possible to identify two opposing, broad styles of ethical reason-
ing concerning the payment of healthy volunteers. The first line of thought, 
bioethical idealism, posits that payments and gifts are a means of showing 
respect and protecting participant autonomy in order to advance voluntary 
contributions to science and development. By this definition, payment is not 
coercion (Largent et al., 2013). Institutional review boards, universal ethi-
cal principles and highly-informed consent sessions are critical mechanisms 
towards preventing exploitation and unintended inducement (Dickert, 
Emanuel, & Grady, 2002; Grady, 2001).

The second line of thought, bioethical pragmatism, is generally scepti-
cal of appeals to humanism, gift-giving, and altruism in clinical research. 
From this perspective, precarity and systematic inequalities are seen as key 
factors which contribute to the participation of healthy volunteers in clini-
cal research (Bernstein, 2003; Chambers, 2001; Lemmens & Elliott, 2001; 
Walker, Cottingham, & Fisher, 2018). As such, the engagement of healthy 
volunteers is understood as labour without labour protection (Cooper & 
Waldby, 2014; Parry, 2015). Contracting volunteers as ‘clinical labour’ is seen 
as a radical way to protect participants.

Despite the diversity of nuanced arguments about the ethics of pay-
ments in research, there remains a tendency to discuss the role of benefit 
provision without consideration of the historical, political and social con-
texts in which research projects are carried out (Biruk, 2017). These locally 
existing forces are known to cumulatively influence outsourced research, 
shaping its local realities – what is documented as ‘ethical variability’ (Pet-
ryna, 2005). Ethical variability is documented in numerous anthropologi-
cal studies: ethnographies of trials that explore how assumptions about sci-
ence, medicine and ethics interact with local practices and knowledge (Bull 
et al., 2012; Folayan & Allman, 2011; P Wenzel Geissler et al., 2008; Gikonyo, 
Bejon, Marsh, & Molyneux, 2008; Hausmann Muela et al., 2002; Kingori, 
2015; Lairumbi et al., 2008). The notion of ethical variability can be use-
ful to illuminate the dynamic tension between idealist and pragmatic justi-
fications for paying healthy volunteers. Global health research usually takes 
place in settings where high levels of poverty, formal unemployment, and 
social vulnerability are common. In light of a growing interest in conduct-
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ing empirical studies to inform bioethics, this paper examines participation 
in an Ebola vaccine trial in West Africa, documenting how healthy volun-
teers understood payments and participation in research in an Ebola and 
post-Ebola scenario, and how unique ethical, operational and socio-political 
challenges influenced the experiences of participants.

MATERIALS AND METHODS 

THE TRIAL
In 2016, a Phase II double-blinded placebo-controlled trial investigated the 
effects of two experimental Ebola vaccines against a placebo in one of the 
countries in West Africa. We do not disclose the name of the trial and the 
location due to ethical reasons for protecting anonymity. The trial was orga-
nized as a collaboration between national and international health authori-
ties, global health institutions, and the pharmaceutical industry, and became 
the first and the largest randomized clinical trial in the country. Trial orga-
nizers deployed complex community mobilization procedures aimed at 
delivering participant-centred and culturally-sensitive interventions in local 
communities. The trial was successfully completed shortly after the end of 
the Ebola outbreak, boasting high enrolment and compliance rates.

THE STUDY
This study is a qualitative single-site exploration of motivations, percep-
tions and experiences of volunteers who finished participation in this trial. 
Due to the retrospective design, we did not witness the original informed 
consent process for the clinical trial participation. This investigation takes 
a neutral stance, and was designed, conducted, and analysed independently 
of trial sponsors, organizers and community mobilization teams. This study 
was inspired by the academic call for a more empirical bioethics (Bull et al., 
2012; Dunn, Sheehan, Hope, & Parker, 2012), and a need for ethnographic 
exploration of Ebola-response practices with a focus on views from below 
(ERAP, 2014). Trial participants were interviewed in semi-structured inter-
views and focus-group discussions (FGDs). The question guide was adapted 
from the framework of so-called ‘consent studies’ (Bull et al., 2012), and was 
further adjusted throughout data collection. The final version can be found 
as an appendix.

The project was formally approved by ethics boards of both the 
host university and the local university ethics board, and it was informally 
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approved by local community leaders and researchers conducting the trial. 
Participants signed a written, informed consent form to participate in the 
study. Communication with informants was carried out in English (the offi-
cial language), with the help of a local assistant proficient in vernacular Eng-
lish. The informed consent form contained an option for participants who 
agreed to be audio-recorded. Audio recordings were transcribed by the local 
assistant present during all data-collection sessions. The transcripts were 
then edited for clarity and consistency using MS Word. Transcripts were 
analysed using inductive thematic analysis, accompanying field notes and 
debriefing discussions. The Ebola vaccine research team was provided with 
preliminary results from this project.

ROLES OF AUTHORS
Author A, is a trained bioethicist and a PhD student at the University of 
Amsterdam who is not affiliated with trial organizers and community mobi-
lization teams. They conducted interviews and focus groups with trial sub-
jects in communities which hosted the trial. Author A was supported by 
a local assistant also independent from the Ebola vaccine research team. 
Author B was involved in the Ebola response as a physician and anthro-
pologist with a number of trials in other Ebola-affected countries, and was 
familiar with the context in the country where Author A conducted research. 
Author B supervised the work of Author A and provided various important 
insights into preparation, conduct, analysis and the interpretation of find-
ings from this study.

INFORMANTS AND DATA COLLECTION
Author A collected data over three months of fieldwork in areas which 
hosted the trial (October-December 2016). At that time, the Ebola outbreak 
and the trial were officially completed. In total, 25 trial volunteers (referred 
throughout this text as ‘informants’), mostly men, who had completed par-
ticipation in the Ebola vaccine trial, were interviewed in 11 semi-structured 
interviews and five focus group discussions. Aware of the peer stigma affili-
ated with the status of being a trial volunteer, snowball and respondent-driv-
en sampling strategies were implemented, starting in locations around the 
research unit that trial subjects frequented. Recruitment was guided by an 
initial group of informants who connected Author A and the assistant with 
other trial subjects. All informants were interviewed in the vicinity of the 
research unit (radius approximately 2 km). Places and times for data col-
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lection were selected by informants. Data were collected in public settings, 
so numerous people were present. All informants were legal adults living in 
states of deprivation, with limited access to food, safe drinking water, sanita-
tion facilities, health, shelter and formal education, conditions in keeping 
with the area which hosted the trial. All informants reported an absence of 
stable income, and routinely combined various forms of flexible labour pro-
viding less than the national minimum wage. Data were collected at a time 
when rumours, fears and disappointment surrounded Ebola response and 
research. Several people terminated their participation due to the belief that 
Author A was affiliated with trial organizers.

Nine of eleven interviews and five FGDs were audio-recorded. Approx-
imately two-thirds of the study population said they were illiterate; the assis-
tant explained study procedures in lay language. Interviews and focus groups 
lasted between 20 and 60 min, depending on the point of saturation. Par-
ticipants were compensated with an equivalent of US$2.50 as was required 
by the local ethics board. ‘Compensation’ was of particular importance for 
individuals seeking payments, resulting in a high demand to be interviewed 
at the late stages of data collection. Group discussions and interviews pro-
duced various responses and were connected to the fact that Author A was 
perceived as a foreigner affiliated with the wealthy developmental apparatus, 
who, yet again, conducted ‘slum’ research in locally troubled areas. Response 
patterns varied from emotional discussions led by participants themselves, 
mostly during FGDs, to more formal individual discussions which were per-
haps shaped by the awkwardness of being interviewed by a foreigner of a 
higher social and economic class.

RESULTS
Five main themes emerged from the discussions with informants about par-
ticipation: hope for support, importance of payments, problems with fol-
low-up, Graduation and ID cards, and unfulfilled expectations.

HOPE FOR HEALTH, TRAINING AND SUPPORT
They told us about the future benefit, if you take the vaccine, after 
the vaccine study you will get something good for yourself … future 
benefit that encouraged most of us to go there. (FGD 5)

Informants stated that they voluntarily agreed to participate because Ebo-
la vaccines generated hopes of protection from the disease, they would be 
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getting quick money to satisfy immediate needs, and because they were 
promised that their lifestyle would improve in the longer term. Informants 
explained that those interested in enrolling in the trial were asked to obtain 
appointment cards stating the date and time for ‘workshops’. They further 
explained that in the workshops study educators informed potential partici-
pants about the details of participation, follow-up, community engagement, 
payments and future benefits. According to informants, there were long lines 
to obtain the appointment cards. Due to the fact that many people wanted 
to participate, people sometimes had to queue several times in order to gain 
admission to the pre-consent workshop.

The long waiting periods facilitated identification of informants by 
those community members who held negative views about clinical research, 
which led in some cases to their stigmatization. Informants reported that 
at the time rumours were proliferating within communities that the Ebola 
virus was actually being spread by powerful Ebola vaccine researchers. While 
long waiting periods discouraged those worried about the prospect of being 
exposed to stigma and discrimination, it did little to discourage marginal-
ized individuals because they were inured to stigma, as they experienced it 
on a daily basis. Some informants reported hiding the fact that they were 
participating for fear of losing their jobs or straining relations with family 
and friends. Most informants commented on the fact that their participation 
in the trial had been supported through a collaboration between the gov-
ernment and a northern research institution. Several informants described 
the workshops as an educational activity in which people could study Ebola, 
aspects of clinical research and ways to be research volunteers, as one of the 
informants concluded: ‘The workshop will educate you.’ (Interview 2)

The following quote exemplifies the importance of the workshop as a study 
platform provided by the research teams:

Interviewer:
How was Ebola research introduced to your community?
Interviewee:
Anybody who interested to take [the vaccine], you can go there. 
Before going there, you got to study … you got to go for work-
shop … they can nurture you. (FGD1)

As numerous informants lived with limited access to food, packages of food 
during the workshop were of great significance for informants, as the fol-
lowing quote exemplifies:
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Before you attend the workshop, they shared a package, in it there 
was biscuit and other snacks and they usher us in 10 at a time. It was 
guarded by securities. (Interview 3)

Informants reported that they were provided with identity cards. One infor-
mant further explained the process:

Interviewer:
Can you tell me about the workshop?
Interviewee:
Before taking the vaccine, they take your picture and they issue you 
a card. During the workshop, they nurture you. They are not forcing 
you, it’s voluntary … They give you a package of food to eat. (FGD 2)

In the context of widespread unemployment, lack of formal education and 
lack of socio-economic opportunities, expectations of long-lasting collabo-
ration and prospects of future benefits were key reasons cited for participa-
tion, despite stigma against informants:

[Researchers] just told us that the US$40 was just a little 
 compensation but we had a better future ahead of us after the 
 programme that we will tell our friends that hated us that we 
 participated, and we are happy. (Interview 8)

THE ROLE OF PAYMENTS
At that time, it was like war fighting. Because people were dying. It was 
more like a [civil war] crisis. So, people who went to take the vaccine 
they did it at their own risk because they wanted money to buy their pills 
to protect themselves …  I wanted to survive, to get little cash. (FGD 2)

One informant showed the consent form (version 1.0 January 30, 2016) 
which contained the statement ‘you will get paid for your time after each 
study visit or contact’ without specifying the amount. Informants stated that 
the details about payment, such as frequency and values, were given verbally 
by the research staff, as this informant further explains:

In the workshop they explain and they told us how much we were 
going to be receiving for the vaccine. They just talk it in mouth. We 
didn’t sign anything for it. It was just done in mouth. (Interview 1)
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Informants consistently reported the following payment scheme: US$20-40 
for a vaccination visit and US$10 for a follow-up visit. Participants informed 
that they were provided with an additional US$150 in the end. Informants 
reported that an average monthly salary in the research area was about 
US$60, a generous amount. For instance, for an equivalent of US$16 it was 
possible to buy a 25 kg bag of rice, while 5¢ was enough to buy a pack of 
drinking water. A key emphasis was made on the dire socio-economic situa-
tion in West Africa:

The most important information I heard about the vaccine was the 
future benefit they promised us … I bought food and some clothes 
because life here is hard. (Interview 8)

Informants used these payments for purposes such as buying goods, invest-
ing in microbusinesses, paying school fees, or fixing up rooms. They said 
that they used the benefits of participation in the same manner employment 
wages would have been used. In some cases, payments in research were the 
only income people had, and at least one informant participated not know-
ing about the purpose of the vaccine:

Interviewer:
Can you please tell me why you decided to participate in the trial?
Interviewee:
For me, I took the vaccine due to the money they were giving along 
with the vaccine because I wasn’t working at that time. It was later I 
knew that the vaccine was intended for prevention. (FGD 4)

PROBLEMS WITH FOLLOW-UP
If you skip the tracker visit you won’t graduate and won’t get the rest 
of your money. If the tracker doesn’t see you he won’t make a report 
on you so you won’t receive your money … because they had to keep a 
record on you. (Interview 4)

Participants further explained that in pre-consent workshops they were 
informed about ‘trackers’, people with formal powers in communities who 
were employed by researchers to track participants outside the research unit. 
Compliance with researchers’ and community outreach workers’ demands 
was seen as an unspoken requirement for securing benefits. Some infor-
mants expressed concerns about upsetting researchers and subsequently 
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being disqualified from the study. Informants developed the impression that 
it was essential to communicate with trackers to keep their affiliation with 
the trial, and reported a perceived absence of sufficient tracker communica-
tion and structural inabilities to deliver their concerns and complaints, an 
experience which contrasted with the image of caring trackers at workshops:

They give us a form including their phone number; but whenever we 
call the number indicated on the form, no response … They even took 
the ID cards that was given to us after we took the vaccine and give us 
a certificate. (FGD 3)

Some informants were afraid that if they withdrew from the trial, they 
would not be informed about whether they had received the Ebola vaccine 
or a placebo:

They had an appointment paper, if you don’t go you won’t receive 
your money … if you don’t want to attend the appointment that 
means you are out of the programme … will lose the benefit, and we 
had to know the result from the vaccine we took. (Interview 9)

Of particular difficulty for informants was approaching trackers, due to 
their formal power in the community and to structural markers that divided 
marginalized participants from other community members:

Interviewer:
Did you have any issues with participation?
Interviewee:
Yes, my tracker was assigned to me to be checking up on me but to 
even see him was difficult. Trackers weren’t paying full attention to us, 
we only see them on the street. (FGD 2)

This perceived problem was highlighted by multiple informants, as the fol-
lowing quotes exemplify:

The trackers will tell you at the hospital to lie and tell the people that 
we used to meet. (Interview 3)

I have a problem with my tracker. He is someone who never visits me, 
since I became a participant I always see him at the hospital. (Inter-
view 5)
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Some informants reported the pressure to share benefits they received. In 
particular, some participants stated that they experienced pressure to kick 
back benefits to trackers and other community members:

Interviewer:
Can you tell me about the follow-up?
Interviewee:
If trackers have problems with you, you will be disqualified … Peo-
ple who were talking bad words they asked us to share money 
with … even trackers … they wanted cold water … but [the] tracker 
benefited more than me, so I did not give him any money. (FGD 5)

‘Cold water’ is a colloquial term for a small bribe for services rendered, which 
refers to the 500 ml pack of water sold by street sellers. Because informants 
did not receive payments for trackers’ visits, the positive image of the tracker 
among participants was a person who provided his or her own money for 
participants. The following quote exemplifies the image of a good tracker:

The only efficient tracker, he used his own money to give it us, even to 
ones who he was not tracking … [US$3-4] … encouraging me. (FGD 5)

Finally, some participants explained that food packages for volunteers 
became smaller as time went on:

Interviewee:
I want to ask you a question: do you think that it was right that they 
give us biscuits and juices to eat after we took the vaccine?
Interviewer: 
Yes.
Interviewee:
When they started firstly the biscuits they were offering us were much 
thicker than later. (FGD 3)

GRADUATION AND ID CARDS
The new [trial subjects] that are just coming for the new study will be 
asking for ideas for it, we are going to tell them what we do … like a 
teacher, we graduated first. (FGD 5)

‘Graduation’ was what informants called the very last visit in the follow-up 
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period, scheduled approximately six months after the initial vaccination 
visit. Informants explained that during the graduation visit, participants 
handed in their study ID cards, and in return, they received a certificate of 
participation and additional payments:

They just told us that they will give us US$150 after we graduate and it 
was what they gave us, and the risk was my life because I risk my life to 
take the vaccine. (Interview 6)

Informants showed their A4-sized, diploma-like certificate which was signed 
by three research team representatives and stated that the named recipient 
had completed his or her participation in 2016. Graduation certificates were 
perceived by informants as proof that they were responsible research sub-
jects who had adhered faithfully to research protocols. Graduates highlight-
ed their willingness to work with researchers to supervise newcomers, adver-
tise vaccines or perform other procedures that might extend their formal 
affiliation with the researchers. Especially problematic for informants was 
the fact that participation – and the risks involved – did not lead to employ-
ment in the research sector as expected. Participants were frustrated by the 
invisible line that divided them from those employed by the trial, who had 
formal contracts and had ongoing privileges:

Interviewer:
What do you mean by benefiting from graduation?
Interviewee:
Benefiting like be the ones carrying awareness in those various coun-
ties … But people who did not take it are the ones working with them 
now. We already have the vaccine in us, and our benefit was to work 
along with them. Because as we’re working along with them. We are 
the ones who know the effect of the vaccine. We are the ones who 
will tell other people whether or not it is good. They put us aside and 
they went on to bring their nieces from on the side and they started 
benefiting the money. (FGD 2)

Informants listed mobile phones and shirts with trial symbols among the 
missing benefits:

We should have even received shirts from them pretending to the vac-
cine, but they give the shirts out to some of their family members who 
were advertising the vaccine. (Interview 3)
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Some informants expected that, through ID cards, they would be provided 
benefits beyond graduation. The common narrative was that researchers 
purposefully took the ID cards to receive the benefits to which participants 
were entitled:

I believe that any benefit that comes from the West they will use our 
name to benefit instead of us, so we requested for the ID cards to be in 
our position … the ID card should stay with me until I get old because 
I participated in the programme. Because there are other benefits 
they don’t want us to be the beneficiary instead they want their kids. 
(Interview 5)

Graduated participants were invited to the next Ebola vaccine trial and fol-
low-up programmes. There was a wide range of perspectives regarding addi-
tional participation: for some informants, it was important that they could 
participate again; for others, the prospect of a new trial was seen as a false 
hope:

So, what I want to ask, if they bring the [new Ebola vaccine] will I take 
part in it again? (Interview 1)

UNFULFILLED EXPECTATIONS
[Participation] is like you’re carrying someone else’s child to the line 
and tell them say you’re going to fight for me but if we capture this 
place you will be benefited, and these initial soldiers I took with me 
and get them sidelined and gave the benefit to another troop. How 
will I be looked at? I will be looked at ugly. (FGD 2)

The excerpt above exemplifies how one informant, also an ex-combatant, 
compared his experience in trial participation with the past civil war con-
flict. In doing so, he made a parallel between the ways in which civil war gen-
erals used child soldiers as a form of disposable power, and the ways in which 
researchers approach trial participants. After graduation, numerous partici-
pants described a return to unemployment with the additional burden of 
the stigma of having been a research participant. Informants also described 
disillusionment with research, characterized in terms of broken promises 
and missing items and benefits. For instance, participants expressed con-
cerns that they had missed the opportunity to go to the USA for networking 
purposes:
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[Researchers] said that they were going to carry us to different coun-
tries for people to see us because this vaccine is worldwide stuff and 
they want to get the result from us. And they lied to us and betrayed 
us. They said they were going to carry us to Washington DC. (FGD5)

For informants, the injustice lay in the fact that they were the ones who took 
a biomedical and societal risk associated with the trial, but unlike research-
ers, trackers and security guards, they were not entitled to post-gradua-
tion benefits. The following quotes exemplify this broad concern about an 
absence of ‘compensation’ and a concern that the original ‘agreement’ was 
not met:

They actually made an agreement with us; they said if we were 
going to be successful during the vaccination process we would 
 benefit … We actually risk a lot and now we are not getting anything.  
(FGD 4)

Informants subsequently reported that their trust in researchers declined as 
the research progressed, as they realized their initial expectations would not 
materialize:

Trust changed because what they told us changed, they started reduc-
ing the money they promised us, so I told them we are taking a great 
risk and we were neglected by our family, and it’s something that can 
bring chaos. (Interview 8)

Informants stressed the inequality between different trial stakeholders, and 
the fact that clinical research in Africa is generally a less lucrative activity 
than when undertaken in the West. Many believed that the vaccine would be 
sold on the global market, bringing more benefits to researchers and other 
stakeholders. In the quote below, an informant expressed a deep frustration 
with the whole process:

US$590 every month [for trackers] … Security guard is  making 
US$450 … . They ate our money. That is what getting them 
fat … Whereas in Europe if you take vaccine you can be benefited more 
than here. The people who did not take [the vaccine] were the ones 
who benefited. They brought the vaccine and if their vaccine is real 
they will put it on the global market. We know this. They will sell that 
vaccine that Ebola vaccine study … They are all criminals. (FGD 2)
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DISCUSSION

BETWEEN EMERGENCY, PRAGMATISM AND IDEALISM
Significantly, results from this study show how responses to precarity 
emerged as a key motif in the narratives of informants about their voluntary 
participation in an Ebola vaccine trial in West Africa. Data collected suggest 
that informants’ experiences were shaped by long-term social and economic 
problems, memories of horror and violence during the earlier civil war, as 
well as the outbreak itself. Trial participation offered the fragile hope that 
the vaccine would prevent Ebola, despite rumours prevalent in participants’ 
communities that the vaccine trial itself was a source of the disease devas-
tating West Africa. The trial, the first large randomized clinical trial in the 
country, was able to provide support to participants that would otherwise 
have been unavailable. The meaning of ‘participation’ and benefit provision 
differed considerably from that of volunteerism, transport and wage com-
pensation normally assumed in bioethical considerations. Making a virtue of 
dire necessity, the participation of volunteers in research had a dynamic sur-
vivalist character, with a simultaneous presence of factors influencing auton-
omy and heteronomy. As such, the process of voluntary decision-making was 
largely affected by macro-level factors, which embedded benefit provision in 
the context of constrained health, social and economic opportunities.

In particular, informants (i) saw ‘participation’ as improvised employment 
while expressing dissatisfaction about being at the very bottom of the clini-
cal research pay scale; (ii) expressed a willingness to remain in research and 
follow-up for as long as possible because of the prospect of acquiring addi-
tional benefits; and (iii) considered their enrolment to be a risky exchange 
whereby required compliance was compensated with benefits. In accordance 
with clinical research practices, social support (in the form of payments, bet-
ter access to healthcare and food packages) ended after the graduation once 
the active phase of the trial was over, generating dissatisfaction amongst the 
graduates. Top-down power dynamics between trackers, security guards, 
and informants shaped frustration and disappointment following gradu-
ation practices. A similar situation of post-trial disappointment was docu-
mented in Cote d’Ivoire when participation in HIV research was understood 
as a platform for long-term reciprocity and a sign of virtuous activities like 
sharing and caring, which ended ‘unexpectedly’ at the end of participation 
(Marcis, 2015). Our findings concur with previous ethnographic studies that 
show how normative styles of ethical reasoning risk misrepresenting motives 
to participate as altruism, masking internal frictions, tensions and consider-



42

ations. This suggests that pragmatic considerations should inform policy and 
practice in global health research, as idealist justifications fail to capture prag-
matic complexities which participants have to routinely overcome.

ETHICAL VARIABILITY: CLINICAL RESEARCH AS AN 
INADVERTENT REINTEGRATION PROGRAMME
Ethical variability implies that the contexts in which a clinical trial is imple-
mented affect how research is locally perceived and carried out. An impor-
tant analytic insight is that the experiences and perceptions of trial subjects 
might be linked to other processes that operate within similar social and his-
torical contexts. A question thus emerges: What is the contextual meaning of 
a graduation from an intervention such as Ebola trial?

When Ebola struck, memories of civil war and, significantly, post-war 
reintegration and reconstruction programmes were still vivid in Liberia and 
Sierra Leone. In 2004-2005, the first wave of reintegration programmes – 
‘Disarmament, Demobilization and Reintegration’ (DDR) – began with 
the goal of rehabilitating soldiers who had fought in the civil wars which 
ravaged Liberia and Sierra Leone between 1989 and 2003. The revised gen-
eration of reintegration programmes – ‘Reintegration, Rehabilitation and 
Recovery’ (RRR) – was launched in 2005, targeting a broader spectrum of 
ex-combatants and non-combatant community members alike (McMul-
lin, 2013). Despite the diversity of reintegration programmes, they shared a 
goal of establishing a socio-economic mechanism for intended beneficiaries 
to get stable employment and income through participation in organized 
activities. Graduation ceremonies and training certificates were provided for 
participants who completed the programmes (Munive & Jakobsen, 2012).

Numerous DDR/RRR graduates experienced re-marginalization and 
disappointment once the programmes officially ended (Boas & Bjørkhaug, 
2012; Kilroy, 2014; Maclay & Ozerdem, 2010; McMullin, 2013; Munive & 
Jakobsen, 2012), similar to post-graduation narratives we encountered in 
this study. Data collected further suggest striking similarities between reinte-
gration programmes and Ebola vaccine research in how participants under-
stood the purpose of study ID cards. Our informants saw ID cards as proof 
of a ‘research citizenship’, securing benefits the state was not able to provide; 
these were taken away after graduation, leaving participants frustrated. Kil-
roy described the identical understanding of ID cards among graduates from 
reintegration programmes: ‘the experience with the identity cards left many 
ex-combatants with the impression that their benefits were being siphoned 
off by people working in the agencies’ (Kilroy, 2015). Moreover, common to 
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both reintegration programmes and Ebola vaccine research were the pre-
participatory aspirations of participants: temporary social protection dur-
ing participation; and unmet expectations after graduation, which appeared 
in stark contrast to the perceived wealth and power absorbed by the imple-
menters (Kilroy, 2014).

This parallel reflects a historical reality: numerous contemporary proj-
ects on socio-economic and political development directly and indirectly 
absorbed the infrastructure of reintegration programmes. The important 
examples include the ‘Youth, Employment, Skills’ project launched by the 
World Bank (2010–2016), ‘Quick Impact Projects’ organized by United 
Nations Mission in Liberia (2017–2020), as well as various NGOs replying 
to the call of the Ministry of Labour for job creation and youth empower-
ment (2015). Our data suggests that contemporary Ebola trials were influ-
enced by the legacy of these prior participatory interventions that addressed 
rather different kinds of problems. Similar to reintegration programmes, 
clinical research generated hopes of employment after participation. Like-
wise, a graduation certificate was perceived to give an advantage when enter-
ing a new job market in the assumed post-Ebola expansion of the health-
care systems. Informants’ most optimistic expectations were to participate 
as human subjects in trials offering higher pay, or to become members of 
research teams holding formal employment contracts. However, graduates of 
reintegration programmes were in many cases unable to secure employment 
after graduation, which led to their marginalization instead of reintegra-
tion (Boas & Bjørkhaug, 2012). When similar practices are used by different 
programmes and institutions to different ends, their more recent iteration is 
often interpreted in light of prior experiences and discourses: older meanings 
persist, constituting a form of symbolic misattribution. This seems to have 
occurred in the case of the Ebola trials, where participation in reintegration 
programmes’ similar design led participants to expect similar outcomes.

PARTICIPATION IN INTERVENTIONS AS PRECARIOUS 
LABOUR
Can participation in interventions such as reintegration programmes or 
clinical research be conceptualized as labour for obtaining valued health, 
social, and economic benefits? And, if so, how would this affect research eth-
ics in practice and in theory?

The understanding of labour is often represented in popular discourse 
as a morally positive activity combining wage economy, formal contracts, 
and a fixed workplace. However, in the era of flexible accumulation, labour 
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markets are being fundamentally restructured, promoting precarious work 
regimes in a less regulated fashion (Harvey, 1991). Labour in many African 
contexts escapes a dogmatic coupling with the process of production, con-
sisting of attempts to secure transfers of benefits from those who have them, 
to those who do not (Ferguson, 2015). In recent discussions, emerging forms 
of flexible labour are seen as evidence of a new globally emerging class of 
workers, the precariat – distinctively known to suffer from a lack of profes-
sional connections, insecurities about the future, and an absence of social 
protection and stable income (Standing, 2014). By navigating between a large 
unemployment pool and limited employment options, the precariat becomes 
a disposable and readily-available force in proliferating labour markets in the 
Global South (Munck, 2013; Scully, 2016). In line with this, existing literature 
suggests that the paradigm of global health, being historically, politically, and 
practically connected to international development, is inherently surrounded 
by local pools of vulnerable workers seeking affiliations with powerful inter-
national institutions (Brown and Prince 2016; Kingori and Gerrets 2016).

These concerns are directly applicable to the context of West Africa 
as the Ebola outbreak worsened the socio-economic situation across the 
region, exacerbating already fragile economies and depleting labour markets 
(Bowles, Hjort, Melvin, & Werker, 2016). As a result, numerous West Afri-
cans were put in the position of seeking new opportunities for financial sur-
vival for themselves and their families. In this sense, our findings align with 
those of Abadie (2015) who described the process of participation in clinical 
research in the US as an opportunity to temporarily or permanently over-
come precarity, leading to ‘professionalization’ of research subjects. What 
remains a core question for research ethics is whether or not participation 
in clinical research should be regulated as a form of labour, as is suggested by 
pragmatic bioethicists (Cooper & Waldby, 2014; Parry, 2015). At this point, 
it is essential to note that the strength of contractualization depends on the 
existence of a well-organized regulatory system and its availability to pro-
tect contract workers. This is unlikely in West Africa, where state capacity is 
limited and extreme poverty is widespread. Formal unemployment varies 
from country to country and remains generally high among youth. From 
an anthropological perspective, Geissler (2011) warned that an analytically 
convincing idea of contractualization of research participation risks gen-
erating economic reductionism by labelling all reasons for participation in 
research as employment. In light of this debate, data from this study sug-
gests that contractualization of trial participation may provide a temporary 
reprieve, yet how much does this really change the structural conditions that 
promote precarity among a sizeable proportion of the population?
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LIMITATIONS
These site-specific accounts documented views of marginalized participants 
in 2016 shortly after graduation, and these may have subsequently changed. 
A potential bias of this study is that the opportunity it provided partici-
pants to discuss problems with their research participation allowed painful 
individual experiences, as well as chronic societal forms of suffering, to be 
expressed. Such perceptions and do not necessarily represent the voices of 
other participants in this and other Ebola clinical trials in West Africa.

CONCLUSION
This chapter documented participants’ narratives regarding their experi-
ences and perspectives during a unique historical event: an Ebola vaccine 
trial successfully implemented in exceptionally challenging settings in a West 
African context. In these settings, research teams strove to deliver the trial 
and protect the voluntary decision-making of participants by implementing 
good research practices and international guidelines. Simultaneously, trial 
volunteers approached participation as a rare healthcare and socio-econom-
ic opportunity to be affiliated with powerful structures which would oth-
erwise remain inaccessible. Sharp narratives of deep dissatisfaction among 
graduated participants were fuelled by perceptions of internal corruption, 
and reflected systematic inequalities and the overall failure of reintegration 
programmes. Despite adhering to ethical safeguards, prevailing forms of 
vulnerability at times meant trial participation could both exacerbate and 
mitigate the vulnerability.

Similarities in design, perceptions and expectations between reinte-
gration programmes (DDR and RRR) and the participatory component of 
Ebola clinical research suggest that addressing local context should include 
the history of prior interventions which can shape perceptions and expecta-
tions. For instance, ‘participation’ was often perceived as a euphemism for 
exploitation. Due to the fact that the protection of human subjects remains 
the key priority for international research ethics, there is a great need to 
organize new forms of collective action and representation for participants 
approaching participation in interventions as a form of employment to meet 
basic needs in precarious settings. Further research in empirical bioethics 
is needed to understand the local meaning of ‘participation’ in research in 
West Africa and elsewhere.
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appendix

1. Can you please tell me a bit about yourself and what happened to you 
during the Ebola outbreak?

2. Can you please tell me how and when you decided to participate in the 
trial?
•	 Did	you	discuss	your	participation	with	family	or/and	friends?
•	 Who	made	the	decision?
•	 Did	you	discuss	your	participation	with	somebody	outside	the	com-

pound?
•	 Why	did	you	participate,	what	was	important	for	you?
•	 Would	it	have	been	hard	to	cancel	participation?

3. What was the most important thing to know about vaccination before 
you went to the unit?

4. Can you please tell me what happened when you went to the unit?
•	 Was	it	easy	or	difficult	to	sign	up	for	participation?
•	 Had	you	met	fieldworkers	at	the	unit	before?
•	 Did	you	feel	comfortable	with	them?
•	 Did	you	understand	them	easily?
•	 What	did	they	tell	you	about	the	vaccines?
•	 Can	you	tell	me	a	bit	about	the	study	ID	cards?
•	 Can	you	please	tell	me	what	happened	during	informed	consent?
•	 What	was	happening	at	the	unit	(busy/quiet?)
•	 Did	you	feel	comfortable	asking	questions	or	asking	questions	to	be	

repeated?
•	 Were	you	happy	with	the	answers?
•	 What	did	they	tell	you	about	the	programme?
•	 Was	there	anything	you	did	not	expect	to	happen?

5. What did the researchers tell you about the risks and benefits of your 
participation?
•	 To	you	personally,	what	were	the	risks	and	benefits	of	your	participa-

tion?
6. Were you provided with money or other things for your participation?

•	 What	did	they	tell	you	the	money	was	for?
•	 Can	you	please	tell	me	how	you	used	this	money?
•	 When	did	they	provide	the	money	during	the	visit?
•	 Did	they	provide	the	same	sum	for	everyone?
•	 Did	they	tell	you	how	this	sum	was	chosen?
•	 Did	you	feel	you	had	obligations	because	of	this	money?
•	 What	else	did	you	receive	or	were	told	you	would	receive	in	the	future?
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7. What did they tell you about the vaccine?
•	 Please	tell	me	how	you	felt	when	you	returned	from	the	compound
•	 Did	you	feel	protected	after	you	received	the	shot?
•	 Do	you	still	think	you	are	protected?	If	yes,	against	what	diseases?
•	 If	yes,	did	it	affect	your	everyday	precautions	and	safety	measures?
•	 When	did	you	find	out	what	shot	you	had	received	(A/B/C)?

8. Can you please tell me how your participation affected your everyday 
life?
•	 Did	your	fellow	community	members	know	you	participated?
•	 Did	you	experience	any	stigma	because	of	your	participation?
•	 Did	you	know	that	your	participation	might	bring	stigma	before	you	

consented to participate?
•	 Was	possible	stigma	discussed	during	informed	consent?
•	 Who	was	fighting	stigma	and	how	was	it	done?

9. Can you please tell me a bit about follow up visits?
•	 Who	are	trackers?
•	 What	happened	during	each	visit?
•	 Can	you	please	tell	me	about	the	tracker	and	how	you	communicat-

ed?
•	 Was	the	tracker	available	for	you	to	ask	questions,	express	concerns	

or complaints?
•	 How	many	follow-up	visits	did	you	have	and	who	decided	when	to	

have them?
•	 How	much	money	was	given	per	visit?	What	was	this	money	for?
•	 Did	you	think	about	cancelling	or	extending	your	follow-up	visits?
•	 What	kept	you	as	a	participant?
•	 Other	participants	talk	about	the	‘graduation’.	Have	you	heard	about	

it?
10. When you decided to participate, did you trust the researchers?

•	 Did	your	trust	change	overtime?
•	 What	 would	 be	 your	 advice	 for	 researchers	 and	 potential	 partici-

pants?
11. Is there anything we didn’t cover that you wanted to discuss?
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chapter 3

Conceptions within 
misconceptions

Ensuring that biomedical information about research procedures is ade-
quately understood by participants and their communities is key for con-
ducting ethical research. This article4 explores participants’ understanding 
of trial procedures for an experimental vaccine against Ebola virus disease 
(EVD) in a West African context. We found that some trial participants 
believed there was a chance of contracting Ebola and other sicknesses from 
the vaccine, and others believed both the vaccine and the placebo control 
would be able to prevent illnesses other than EVD. While these beliefs might 
be understood as misconceptions about the vaccine trial, this paper shows 
that such a conclusion is problematic because it excludes local explana-
tory health models and logics of causality. The chapter invites bioethicists 
to work with anthropologists to take seriously different models of health 
knowledge in global health research. Investigating and addressing such dif-
ferences could be the key to understanding human subjects’ motives for par-
ticipation, and to creating space for studies of empirical ethics.

4 Originally published as: A. Alenichev, K. P. Grietens, and R. Gerrets, ‘Conceptions within 
misconceptions: Pluralisms in an Ebola vaccine trial in West Africa’, Global Public Health, pp. 1-9, 
Jun. 2019. A. Alenichev was responsible for designing research, data collection and preparation 
of the manuscript. , K. P. Grietens, and R. Gerrets contributed to the writing process and 
conceptualization of findings.
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INTRODUCTION
How best to provide information to research participants remains an impor-
tant topic in international research ethics. In accordance with the tenets of 
clinical research, people asked to participate in research should be informed 
by researchers about the focus of the research project, why it is being con-
ducted and by whom, the risks and benefits of participating, the placebo con-
cept, and other relevant topics. Drawing on such information, participants 
are expected to consider their own risks and benefits and take an informed 
decision on whether to participate or not. In an era of increasingly global-
ized and harmonized clinical research, consent procedures generally assume 
that biomedical knowledge is the standard against which understanding is 
ascertained; gaining consent implies that the participant understands the 
risks and benefits in similar terms to the researcher (Belkin, 2006).

While the format of obtaining informed consent is designed to treat 
people equally, people’s lifeworlds and knowledge systems are often vastly 
dissimilar. Anthropologists have long shown the situatedness and plurality 
of knowledge and practices embedded in diverse social, political and eco-
nomic contexts. Extensive studies have explored logics and rationales involv-
ing diverse health-related knowledge and practices beyond biomedicine 
(Olsen and Sargent, 2017). Moreover, health-related knowledge can take the 
form of more or less internally coherent ‘systems’ (Last, 1981), but it can also 
take hybrid forms – for instance when communities appropriate and modify 
biomedical information in ways that recall local ways of understanding and 
treating illness (Hausmann Muela et al., 2002; Pigg, 2001).

In applied contexts of clinical research and public health interven-
tions, such reinterpretation of health-related knowledge, especially when this 
results in divergences from biomedical premises, is often viewed as problem-
atic (Yoder, 1997). Such deviations are regularly attributed to misconceptions, 
confusions, hopes, cultural superstitions, and other misunderstandings. 
Reflecting this logic, organizations routinely distinguish between biomedical 
and ‘other’ knowledge. The World Health Organization, for instance, main-
tains a strict separation between biomedical and non-biomedical knowledge, 
lists ‘six common misconceptions about immunization’, and calls people to 
‘embrace the facts about vaccines, not the myths’ (World Health Organiza-
tion, 2013b, 2017). In a similar manner, the European Centre for Disease Pre-
vention and Control highlights a need to correct myths about the measles 
vaccination (European Centre for Disease Prevention and Control, 2019).

Clinical research activities, which usually involve some communica-
tion about health- or disease-related issues, can also elicit misconceptions. 
Bioethicists have raised the concern of so-called therapeutic misconception, 
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a term that broadly refers to ‘false beliefs, unrealistic expectation, or poor 
understanding of the purpose of clinical trials’ among trial subjects (Malan 
& Moodley, 2016). Examples are, for instance, approaching clinical research 
as a source of healthcare, and perceiving clinical researchers to be clinical 
providers in trials. Bioethicists also acknowledge ‘preventive misconcep-
tion’, which is defined as ‘a misunderstanding in which research participants 
make an overestimation in probability or level of personal protection that 
is afforded by being enrolled in a trial of a preventive intervention’ (Simon, 
Wu, Lavori, & Sugarman, 2007). Preventive and therapeutic misconceptions 
have been detected and problematized in several clinical trials conducted in 
Sub-Saharan Africa (Lema, 2009; Sugarman et al., 2019; Woodsong et al., 
2012). In light of the 2014 Ebola outbreak in West Africa, therapeutic and 
preventive misconceptions have been flagged as potential problems for Ebola 
vaccine research development in low literacy research communities (Calain, 
2018; Folayan, Yakubu, Haire, & Peterson, 2016; Klitzman, 2015). The bio-
ethical literature generally suggests that various misconceptions about par-
ticipation could be minimized by educating people, adjusting their behav-
iours, and optimizing a process of provision of biomedical information in a 
lay and reflexive manner (Asgary, Grigoryan, Naderi, & Allan, 2012).

Currently, relatively little is known concerning the uptake of knowl-
edge about ‘Ebola vaccine research’ among trial subjects in West Africa. In 
this chapter, we approach health-related knowledge as a dynamic and vary-
ing process in an Ebola vaccine trial in Liberia that was launched in 2014, 
and successfully completed in 2016. Guided by the best bioethical practices, 
Ebola vaccine trial implementers established rigorous communication with 
participants and their communities. Various Ebola-related myths, rumours 
and misconceptions were addressed in a comprehensive and rigorous man-
ner based on epidemiological principles. For instance, trial implementers 
trained so-called trial educators who organized workshops for potential 
trial subjects. In these workshops, Ebola vaccine research and related pro-
cedures were explained in lay language with attention to the context. Work-
shops were followed by individual consent procedures. Trial implementers 
also established a hotline for trial subjects in order to address any questions, 
concerns or complaints they had about participation. Several community 
mobilization and sensitization teams actively worked on the ground within 
communities. Information about the trial was presented, and subsequently 
explained in a series of discussions with formal community leaders, tradi-
tional artists and healers. Moreover, trial implementer teams trained so-
called trackers – people from the community who acted as a link between 
researchers and participants, and individually addressed trial subjects’ ques-
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tions, concerns and complaints over a course of frequent counselling and 
follow-up visits.

In this article, we explore trial subjects’ understandings – concep-
tions and misconceptions – regarding the meaning of an ‘Ebola vaccine’. By 
drawing on debates in medical anthropology and deploying the theoretical 
framework of bioethics, we invite the reader to think about health-related 
knowledge in clinical trials as a process situated in and influenced by larger 
pluralist contexts and day-to-day realities.

This research was part of larger qualitative research conducted in 2016 
aimed at a retrospective exploration of trial subjects’ participatory experi-
ences, 6 months after the Ebola vaccine trial was officially completed. The 
core study has been published elsewhere (Alenichev & Nguyen, 2019). Elev-
en semi-structured interviews and five group discussions with vaccine trial 
participants were carried out. In total, 25 informants were interviewed. It 
was conducted independently of trial organizers, and authors do not hold 
any affiliations with related institutions. The study was formally approved by 
the Ethics Committee of the University of Amsterdam, and the Ethics Board 
of the University of Liberia. In the preparatory stage, the project was infor-
mally approved by local community leaders and researchers conducting 
Ebola vaccine research. Written informed consent, in a format approved by 
the ethics boards, was obtained from each participant. Details about respon-
dents and the community have been modified to ensure confidentiality.

AN ILLUSION OF COMMENSURABILITY OF BIOMEDICAL 
KNOWLEDGE
According to informants, a typical workshop for participants involved 
a discussion of the following topics: (1) Ebola vaccine research study, (2) 
vaccines, (3) voluntary participation in the study, (4) after-consent proce-
dures, (5) blood testing, (6) information about the vaccines, (7) placebo, (8) 
randomization, (9) administration through injection, and (10) follow-up 
procedures. Informed consent forms for participation in the vaccine trial 
contained detailed descriptions of both the vaccines and Ebola, which were 
framed in accessible and lay language:

Vaccines are used to prevent people from getting certain diseases. 
Many people get vaccines to prevent flu, measles, polio and teta-
nus … A vaccine help your body to fight off a particular germ if you 
come in contact with it … now there are no vaccines to stop people 
from getting sick with Ebola … .
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Despite such well-intended efforts of vaccine research teams to educate par-
ticipants and their communities, we found out that information provided 
about the Ebola vaccine was not always understood as intended. Nearly all 
informants expressed heterogeneous perspectives about the meanings of the 
‘Ebola vaccine research’ they were once part of, as the following response 
exemplifies.

They [researchers] said [the vaccine] would protect us against Ebola, 
different-different signs. (FGD 5)

While some informants described the vaccine as solely targeting Ebola, 
many said, in both interviews and group discussions, that they thought the 
vaccine was good for health and could prevent sickness more broadly. Infor-
mants also described how researchers explained an Ebola vaccine as a system 
to prevent diseases in general, indicating that the meaning of the Ebola vac-
cine was appropriated and modified:

[In the workshop, researchers] explained to me about the vaccine. 
Like how is it used for the body, in the system. Like to prevent it from 
[getting] other disease and sicknesses. [The most important informa-
tion] was that the vaccine was very good for prevention … against any 
other diseases, like malaria and other diseases. (Interview 2)

Moreover, differing from the biomedical view of the vaccine as a disease-spe-
cific preventive intervention, some informants understood an Ebola vaccine 
as possessing protective qualities extending beyond EVD. In the following 
excerpt, an informant who had received the placebo described the vaccine 
as being able to prevent people from getting sick, and ‘flush everything out’:

[Researchers] explained about a lot of small sicknesses that the vac-
cine will prevent you from getting sick, that any kind of sickness that 
will come to Liberia. You will be prevented from it including malaria, 
chronic cold – the vaccine can flush everything out. Since I took the 
vaccine I haven’t gotten malaria or any other sickness, I don’t feel sick 
and for me to get sick is very hard. (Interview 3)

This indicates that carefully designed sessions to educate participants and 
gain their informed consent, even when backed up by robust information-
provision strategies, do not necessarily bring researchers and participants to 
the same understanding of fundamental trial concepts and procedures. As 
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these findings suggest, there is a need to question the presumption that bio-
medical knowledge will be taken up in unchanged form, even when health 
communication activities are reinforced with sophisticated and well-execut-
ed community participation approaches.

ALIENATING PEOPLE THROUGH ‘MISCONCEPTIONS’
What can be said about those quotes? Findings from this study clearly indi-
cate a case of informants’ therapeutic and preventive misconceptions. As 
another example, some informants explained that experimental vaccination 
offered protection against Ebola and other sicknesses that come with Ebola:

It’s a prevention vaccine. It can prevent other sickness in you, because 
Ebola comes with a lot of sickness, such as malaria, running stomach, 
fever. (FGD 4)

Informants clearly attributed pluripotent efficacy to the vaccine:

The vaccine will protect me from Ebola and any other disease but most-
ly from Ebola … I took the vaccine because of my health. (Interview 5)

Other informants listed the following conditions expected to be prevented 
by the experimental Ebola vaccination: ‘the sickness’, ‘Ebola’, ‘a lot of small 
sickness’, ‘minor sicknesses’, ‘signs of Ebola’, ‘any disease’, ‘malaria’, ‘cold’, 
‘signs of Ebola’, ‘chronic cold’, ‘every disease’, ‘every sickness in your body’.

Informants’ understanding of the placebo also varied: some infor-
mants understood it as a compound without any therapeutic effect; others 
expected it to act as a vaccine to prevent sickness. Even when informants did 
understand the meaning of placebo, preventive abilities were attached to it, 
as the following excerpt exemplifies:

Interviewer:
Do you feel protected against Ebola?
Interviewee:
As for me, I took the salt water so I’ll say I feel protected.
Interviewer:
You said you took the salt water, the placebo, and you’re saying you 
feel protected against Ebola.
Interviewee:
Yes, because since then I’ve never been sick (FGD 5).
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As one of the informants attested, the notion of protection appeared right 
after an injection, echoing the above-mentioned example of an injection as a 
powerful intervention:

I just felt I have taken the injection, I felt protected when I just took 
the vaccine. (FGD 5)

Informants also had fears that the Ebola vaccine spread sickness as people 
did not fully understand the idea of adverse events of experimental prod-
ucts:

Many people were saying that many people were going to die from the 
vaccination. We were at risk …  Ah, desperate, but as God could have 
it, we are still living and we will not die just now …  But some of our 
friends die because the vaccine brought out their problems – hidden 
sickness – like one of my friends, he had a kidney problem. (FGD 2)

The discourse of misconceptions, myths and misestimations raises an impor-
tant epistemological concern. From participants’ own perspectives, their 
interpretations of the Ebola vaccine’s efficacy are not misconceptions, but 
they are portrayed as such by people who subscribe to the biomedical stan-
dard. When declared a misconception, a myth, or a misestimation on behalf 
of a public health and bioethical authority, the knowledge of the ‘other’ is 
placed beyond the borders of serious recognition, and is flagged as inferior 
loci as opposed to the ‘conception’ and a system sustaining it. For instance, 
during the 2014 Ebola outbreak the public health discourse of Africans’ mis-
conceptions about Ebola reproduced accounts of African ignorance, back-
wardness and deficiency of reason (Jones, 2014). That kind of repudiation 
resonates with long-standing concerns in post-colonial studies and anthro-
pology on how colonial powers mobilized knowledge ideals and biomedicine 
to justify and legitimize the subjugation of people and their knowledge sys-
tems in the name of modernity and progress (Comaroff, 1993).

The term ‘misconception’ always invokes a visible or invisible point 
of reference, implying a standard against which certain conceptions are 
viewed as ‘mis’. What is troublesome is not mentioning this standard, but 
also not clarifying, not concretizing or failing to acknowledge that imposing 
or privileging it over other forms of knowledge might not be appreciated 
or supported by the intended recipients of such knowledge. More tangibly, 
in order to avoid bioethical and biomedical dismissiveness of others, it is 
essential to accept the fact that what are routinely identified as therapeutic 
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and other ‘misconceptions’ are in fact conceptions with their own logic and 
rationale (Graboyes, 2015; Stewart & Sewankambo, 2010). Injections and 
needles, for instance, are known to have unintended meanings in various 
contexts (Reeler, 2000; Whyte & van der Geest, 1994). In West Africa, ideas 
about strength, fluid and substance do not conform to biomedical notions; 
the act of penetrating skin and injecting during immunization is commonly 
viewed as having various powerful impacts on bodies, including strength-
ening health (Leach & Fairhead, 2008). Thus, informants’ expectations of 
further therapeutic and preventive benefits from injections, whether of the 
vaccine or placebo, beyond its specific target of EVD, could be local variants 
of how injections are understood in accordance with local knowledge for-
mations, logics of causality and related social practices.

Anthropologists have also established that in many African contexts, 
explanatory models for sickness are based on categorizing and treating 
symptoms rather than aetiological agents as the authority of the biomedical 
worldview dictates (W. C. Olsen & Sargent, 2017). Malaria, for instance, car-
ries variable meanings in many contexts, including Liberia, because of a vari-
ety of symptomatic manifestations and related interpretations (Gryseels et 
al., 2015; Jackson, 1985; Muela, Ribera, & Tanner, 1998). A similar situation 
was documented during the Ebola outbreak in Liberia: several qualitative 
studies hinted at an ambiguous conception of ‘Ebola’ as an amalgamation of 
symptoms that was classified and treated in accordance with symptomatic 
patterns of vomiting, diarrhoea, fever, fatigue and pain (Abramowitz et al., 
2015; McLean et al., 2018; Omidian, Tehoungue, & Monger, 2014). Biomedi-
cal knowledge about the Ebola virus was incorporated into local beliefs about 
health and the logics of causation. For instance, Ebola was also perceived to 
be especially fatal during the rainy season, when incidences of cholera and 
malaria in Liberia increase (Omidian et al., 2014), nursing local perceptions 
that these three diseases were connected. During the Ebola outbreak, sick 
people with a symptomatic pattern of fever, headache, nausea, vomiting and 
diarrhoea were reported to officials as Ebola patients, further blurring lines 
between Ebola and other sicknesses(Benton, 2018). Moreover, both formal 
healthcare and education structures, which in theory support biomedi-
cal health communication, were heavily damaged during the Liberian civil 
war crisis, and directly contributed to the impact of Ebola in West Africa 
(Leach 2015; Wilkinson and Leach 2015; Wilkinson and Fairhead 2017). The 
lack of effective health communication infrastructure was one reason why 
many of the informants explained that the Ebola vaccine, wherein Ebola was 
understood as a ‘sickness’ that affected West Africa, offered broad protection 
against symptoms of Ebola regardless of their aetiological causality.



57

Thus, categorizing non-biomedical worldviews as misconceptions, 
misestimations and myths is not only unhelpful but also potentially offen-
sive, as it would be equal to blaming the lack of shared understanding on 
local peoples’ apprehensions, lived experiences, practices, and explanatory 
models. Such examples, which recall discussions of ‘violence of concepts’ 
and the ‘violence of philosophical discussion’, show yet again that bioeth-
ics should take into consideration the questions of power and relational 
responsibility while privileging any position or understanding over others 
(Gibson, 2015).

CONSENTING TO WHAT? TRUST, DISAPPOINTMENT AND 
INVINCIBILITY
Among informants, the vaccine’s preventive abilities to protect beyond aeti-
ologically defined EVD were considered important and, along with mon-
etary incentives, the main reasons reported for participation. The following 
excerpt shows how an informant approached the Ebola vaccine as an inter-
vention that would help avoid the contracting of sickness:

The vaccine is for prevention from the sickness that was coming, like 
malaria, cold, Ebola … I wanted to live. I didn’t want to contract sick-
ness, that’s why I took the vaccine. (Interview 6)

Another informant explained that prevention of the sickness that was ravag-
ing the country was a common reason for trial participation:

Many people took the vaccine for prevention, because the sickness 
that was within the country was killing plenty people, so some of us 
started going to take the vaccine, and started to encourage our friends, 
saying that ‘the vaccine isn’t bad, it’s for prevention of sickness within 
the country’. (FGD 4)

Understanding the act of injecting as powerful and generating some protec-
tion in its own right, coupled with the understanding that a vaccine against 
Ebola can also offer protection against various other diseases/illnesses, raises 
a fundamental question for research ethics: How did people interpret the 
consent process – specifically what did they think they consented to? Ebola 
trial participants who expect to be protected against sickness in general are 
likely to be disappointed when they experience illness in the future. In 2010 
alone the WHO reported 1,265,268 cases of malaria in Liberia in a popula-
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tion of less than five million; hospital records suggest that at least 33% of 
all inpatient deaths in Liberia in 2010 were due to malaria (World Health 
Organization, 2014). While the data collected were not intended to provide 
insight into changes in risk behaviour, it is likely that expectations of preven-
tion may produce a false sense of protection, which could affect individu-
als’ behaviour in terms of the day-to-day safety measures they take. When 
sick – despite their perceived newly gained immunity against the ‘the sick-
ness’, ‘Ebola’, ‘a lot of small sickness’, ‘minor sicknesses’, ‘signs of Ebola’, ‘any 
disease’, ‘malaria’, ‘cold’, ‘signs of Ebola’, ‘chronic cold’, ‘every sickness in your 
body’ – participants might develop mistrust, anger, and disappointment 
about the vaccine, its researchers, and public health institutions involved in 
the trial.

Thus, inability to address local models of health-related knowledge 
and logics of causality by simplifying them as misconceptions could ham-
per trust-building efforts and contribute to overconfidence and subsequent 
risky behaviours.

A STEP FORWARD: A CALL TO CONSIDER KNOWLEDGE AS A 
DYNAMIC PROCESS
In the aftermath of this and other Ebola outbreaks in West Africa, testing 
theories and developing methods to address emergent problems is one of the 
priorities for future outbreak responses (Graham et al., 2018). This chapter 
shows that qualitative research is a valid and important tool to detect plural-
ist perspectives in contexts where the centrality of biomedicine is taken for 
granted, and that the presence of multiple understandings can act both as 
a barrier and a facilitator to interventions. This chapter adds to the discus-
sions regarding the implications of reconceptualization of non-biomedical 
understandings of diseases and different knowledge-based constructions for 
ethical research conduct (Grietens et al., 2014; Kingori et al., 2010).

In 2018, several Ebola outbreaks happened in the Democratic Repub-
lic of the Congo (Barry et al., 2018). Just like in many places in Africa, the 
Democratic Republic of the Congo is a multicultural country where hetero-
geneous models of health knowledge, healthcare systems and worldviews 
coexist, interact and merge. Surrounded with mistrust, rumours and vio-
lence, emergency Ebola vaccinations were initiated with the goal of establish-
ing collaborative interventions within exposed populations (Nguyen, 2019). 
The present study thus presents specific implications for clinicians, trial con-
ductors, bioethicists, and social scientists working in the Democratic Repub-
lic of the Congo and other contexts. This chapter presents two challenges: 
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how to take epistemological pluralism and ambiguities of concepts seriously, 
and how to go beyond the discourse of ‘myths’ and ‘misconceptions’. There 
is a vital need to explore epistemological pluralism in the context of Ebola 
research in order to grasp what exactly is understood regarding terms and 
concepts such as ‘Ebola’ and ‘vaccine’. We invite anthropologists and bio-
ethicists to jointly theorize knowledge systems in global health research and 
encourage future studies to investigate the meanings attributed to the ‘Ebola 
vaccine’ in West Africa and elsewhere.

STUDY LIMITATIONS
What this chapter presents is a snapshot relating to what informants say 
they think about Ebola vaccine research. Respondents’ interpretations and 
concerns may bear little relation to their practices. It is indeed unclear what 
informants meant by ‘Ebola’, ‘Ebola vaccine’, ‘placebo’, ‘clinical research’, 
‘malaria’, ‘adverse events’ and ‘symptoms’ – and the robust way for theorizing 
these is to conduct long-term ethnography, which this work did not provide. 
However, what is evident from the data is that knowledge about the Ebola 
vaccine was generated and deployed within epistemological infrastructures 
that were not managed by optimal bioethical models of practicing ethics 
that a priori assume commensurability of that knowledge through commu-
nity participation activities. Trial participants understood the experimental 
Ebola vaccine through local interpretations of biomedical information fol-
lowing local illness perceptions and ideas about causality. These interpreta-
tions are beyond biomedical realities and in parallel to complex community 
participation activities and careful informed consent procedures, which, in 
theory, were supposed to minimize ‘misconceptions’.

One of the key issues with any kind of empirical bioethics is the ‘is-
ought problem’ (Dunn et al., 2012). As such, this article does not aim to 
draw prescriptive claims based on limited empirical accounts, nor does it try 
to produce heuristic answers to long-standing discussions in bioethics and 
medical anthropology. Moreover, our aim is not to superficially state that 
‘everything is relative’. Instead, this article advocates for the case of plural-
ism: people have different understandings which operate within their own 
logic and rationale, and their views interact in various and often unexpect-
ed ways. This chapter highlights that research teams cannot be blamed for 
under-informing participants because health knowledge exists prior to and 
beyond any project’s influence.
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chapter 4

We will soon be dead!

Can the careful implementation of global health research reduce the stig-
matization of involved human subjects? This study analyses stigma in an 
Ebola vaccine clinical trial in West Africa that deployed complex commu-
nity engagement strategies including a sensitization component. Qualita-
tive research found that stigma against trial subjects manifested in various 
forms beyond the reach of these anti-stigma interventions. Drawing on and 
advancing Hacking’s notion of ‘looping effects’, this paper5 argues that stig-
ma was a product of a wider socio-historical context beyond the control of 
community-based interventions. This case prompts global health practitio-
ners to think through the limitations of community-based interventions in 
practice.

5 Originally published as: A. Alenichev; ‘We will soon be dead’: Stigma and cascades of looping 
effects in a collaborative Ebola vaccine trial,” Critical Public Health, Oct 2019
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INTRODUCTION
Joseph, a 27-year-old barber, took part in a clinical trial testing a new Ebola 
vaccine in Liberia in early 2015. He participated in the trial because he want-
ed to get some money, food, and healthcare – all scarce in Monrovia’s sub-
urbs. A year and a half later, in September 2016, Joseph introduced us (the 
researcher and assistant) to his friends who also took part in the trial. They 
agreed to take part in a focus group discussion (FGD), and proposed we talk 
outside a house where one of them lived. Several onlookers from the neigh-
bourhood gathered around us. We began by asking the focus group partici-
pants: ‘Can you tell us about Ebola vaccine research?’ Joseph was about to 
start talking, but an onlooker interrupted him, saying: ‘Ebola can be passed 
on from one person to another by you holding an infected person.’ Joseph 
replied: ‘Brother, please don’t disturb us because you didn’t participate in 
the vaccination process. We took the vaccine and you didn’t.’ The observer 
became immediately concerned, asking, ‘Did you take the vaccine?’ ‘Yes,’ 
Joseph replied with confidence. ‘But you guys will soon be dead!’ said the 
onlooker and then quickly walked away. ‘Did you hear what he said?’ Joseph 
asked us, repeating, ‘“we will soon be dead.” This is what we have been hear-
ing since we took the vaccine; sometimes we get even afraid to sleep, think-
ing that we won’t get up the next morning… We receive a lot of deadly words 
from people due to our participation in the vaccination process.’

This paper shows that context and socially embedded knowledge mat-
ter when it comes to the implementation and evaluation of global health 
interventions. In 2014, several clinical trials were launched in West Africa to 
test vaccines against Ebola virus disease. Following recommendations made 
by the World Health Organization, the United States Agency for Internation-
al Development, and the National Institutes of Health, to name a few, Ebola 
research teams in West Africa developed complex engagement and mobi-
lization strategies that would make their research more community- and 
participant-centred. As part of collaboration between the US and Liberian 
governments, more than 100 Liberians were employed to establish culturally 
sensitive communications, advocacy and community engagement, deemed 
essential to the protection of human subjects. Official reports about the trial 
(Doe-Anderson et al., 2016; Kennedy et al., 2016) provide a thick description 
of the collaborative component, including changes to participant recruit-
ment and other adjustments that research teams made. Doe-Anderson and 
colleagues note that stigma remained a challenge:

There was still a degree of stigma and discrimination associated with 
participation in the vaccine trial, as some members of the community 
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believed that participants were being vaccinated with the Ebola virus 
and would eventually infect others in the community (Doe-Anderson 
et al., 2016).

At the time when Ebola research was launched in Liberia, numerous 
rumours were proliferating that Ebola was not real, that Ebola was a man-
made disease designed to kill Africans, that the government had created 
the Ebola scheme to attract international funding. President Ellen Johnson 
Sirleaf was identified with the Queen of Sheba – a reincarnated woman from 
the netherworld thirsty for blood to boost her powers (Epstein, 2015; Perry 
& Sayndee, 2016). Significantly, the outbreak hit Liberia on its difficult path 
of recovery from more than ten years of the civil war, and the absence of the 
most fundamental public health and state capacities has fuelled the devasta-
tion (Wilkinson and Leach 2015). The internationally led response across 
West Africa was generally marked by culturally insensitive patterns of com-
munication: local health systems and public infrastructures were neglected, 
and people’s concerns and priorities were not always taken seriously (e.g. 
Chandler et al., 2015; Jones, 2014; Wilkinson et al., 2017). A heavily milita-
rized approach to establishing quarantine zones in poor areas of Monrovia 
approached vulnerable citizens as loci of Ebola-related issues, which fuelled 
fears and mistrust about healthcare workers and implemented interventions 
(Benton, 2017; Hoffman, 2016).

Ebola-related anxieties and conspiracies were extended to the trial and 
its collaborative component. To respond to stigma, rumours, and myths, 
the clinical trial included collaborative activities undertaken by Liberians, 
such as counselling participants and their families. Community-engage-
ment teams organized mobile units and discussion forums to disseminate 
information about the trial in various communities. Because the word ‘trial’ 
raised suspicions and questions for some, information-provision was adjust-
ed and the term ‘vaccine study’ was used instead of ‘vaccine trial’. Encourag-
ing mass media coverage of Ebola research programmes and establishing 
an Ebola hotline, researchers actively worked to resolve misconceptions 
and confusions about the trial. Informed consent procedures were led by 
Liberian trial educators who provided participants with information about 
Ebola and Ebola vaccine research groups, which were followed by individual 
face-to-face sessions to discuss the trial and its risks, and obtain meaningful 
informed consent. Independent news reporters were provided with train-
ing in scientific literacy and enhanced understanding of trial procedures 
in order to avoid reporting biases. Community mobilization teams trained 
some Liberians as so-called trackers, employed by research teams to address 
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participants’ questions, concerns, and complaints. Trackers were hired to 
follow participants, collect and minimize rumours through advocacy, and 
counter stigma. Collaborative partnerships also involved close work with 
traditional leaders and artists, some of whom created and promoted songs 
about collaboration with Ebola research. As a result, the trial was able to beat 
the odds and rapidly recruit 1500 people with 98% compliance rates (Doe-
Anderson et al., 2016; Kennedy et al., 2016).

Nonetheless, as the opening story illustrates, people who had partici-
pated in the trial still faced negative appraisals from their neighbours one 
year after the trial ended. In terms of classic sociological theory on stigma, 
the identities of the trial subjects were ‘spoiled’, resulting in a range of nega-
tive outcomes for people marked by their participation in the research 
(Goffman, 1963). This indicated that the very stigma that the researchers 
conducting the trial wanted to avoid was persistent.

Why were trial subjects still stigmatized? In recent years, there has been 
a growing interest in structural factors that reinforce stigma, as an attempt 
to explain why stigma often persists in the presence of anti-stigma interven-
tions (Hatzenbuehler, 2016; Parker & Aggleton, 2003). Power differences, 
poverty, and a lack of social and economic capital often fuel stigma and dis-
crimination (Bos, Pryor, Reeder, & Stutterheim, 2013). What this literature 
suggests is that it is important to consider stigma as a dynamic and interac-
tive social process existing beyond narrowly defined categories. Stereotyping 
is one of the complex dimensions of stigma in which stigmatizers produce 
negative generalizations about the stigmatized. Hacking’s (1991,2007) work 
on ‘looping effects’ provides insights into this process. A key analytic point 
in Hacking’s work is that different ‘kinds’ of humans, such as ‘trial subjects’, 
do not appear out of nowhere, but are made up in unique socio-historical 
settings in which specific and often stereotypical information is attributed to 
them as people subjected to a new classification. As a result, such people are 
constantly targeted by various kinds of socially embedded knowledge; they 
thus are ‘moving targets’ who must react to being classified, whether they 
accept or resist it.

Hacking calls this process ‘dynamic nominalism’ and shows how 
it works in practice: institutions, social contexts, and socially embedded 
knowledge produce various kinds of looping effects. With this framework, 
we can see how social stigma, as generalizations about human kinds, can 
be conceptualized as examples of looping effects (Matthews et al., 2017). 
Recently, anthropologists have employed the concept of dynamic nominal-
ism to show how biomedical interventions shape social relations, enact new 
kinds of people in global health work, and proliferate disease taxonomies 
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(Holt, 2013; Lock & Nguyen, 2010; Moyer & Nguyen, 2015). In relation to 
clinical trials, the making of ‘vulnerable human subjects’ can be seen as loop-
ing effects produced by biomedical institutions (Campbell & Stark, 2015). 
Moreover, randomized controlled trials are often surrounded by various less 
obvious looping effects produced by the contexts in which clinical trials are 
deployed (Adams, 2013).

As part of a growing academic interest in looping effects and in 
response to the call for more qualitative research on stigma (Kleinman and 
Hall-Clifford 2009), this article analyses stigma against trial subjects in the 
Ebola vaccine trial. It invites readers to think about stigma as cascades of 
proliferating looping effects targeting ‘trial subjects’ as an explanation of 
why stigmatization persists despite complex anti-stigmatization efforts.

MATERIALS AND METHODS
The study was conducted by the author and a skilled research assistant 
between August and December 2016, after the Ebola clinical trial had 
officially ended. It included analysis of trial documents; interviews with 
researchers, former trial subjects, community members, and community 
leaders; as well as ethnographic research in the community that hosted the 
trial. More particularly, the article is based on information obtained from 25 
former trial participants (referred to in this text as ‘informants’) through 11 
face-to-face in-depth interviews and 5 focus-group discussions, which were 
conducted in English. Rumours about participation were collected during 
informal interactions with community members over the course of the three 
months of fieldwork. Other insights from this study are presented elsewhere 
(Alenichev, Grietens, & Gerrets, 2019; Alenichev & Nguyen, 2019).

The project was formally approved by the University of Amsterdam 
ethics board and the ethics board of the University of Liberia. The project 
was informally approved by community leaders and researchers. Infor-
mants were compensated with US$2.50 for participating in an interview 
or focus group discussion, as required by the ethics board of the Univer-
sity of Liberia. All informants were legal adults (18 and older) living in the 
marginalized suburbs of Monrovia, which hosted the Ebola vaccine trial. 
For participants, it was important to remain anonymous, so we did not ask 
for in-depth demographic details during formal data collection sessions. A 
snowball-sampling strategy, starting in neighbourhoods near the research 
unit, was implemented. Written informed consent was obtained from each 
informant. The places and times for data collection were selected by par-
ticipants. Audio recordings were then transcribed by a skilled local assistant. 
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These sessions lasted 15-60 minutes, depending on informants’ willingness 
to talk. The transcripts were systematized and then analysed thematically to 
identify stigmatizing patterns and attitudes.

FINDINGS
Significantly, before the 2014 Ebola outbreak large-scale human subject 
research did not exist in Liberia. This meant that a ‘trial subject’ was a locally 
new kind of person that was being enacted through participation in a locally 
new kind of intervention. Various people seeking economic and healthcare 
benefits took on this new identity. Whilst research teams attributed objec-
tive and rational clinical discourses to ‘trial subjects’, those same people were 
attributed with negative information in their communities. Resulting in 
stigma and discrimination, such destabilizing looping effects led to the suf-
fering of those who had received the vaccine, many of whom were already 
stigmatized for other reasons. In a focus group, an informant recalled: 

People were afraid of us; every one of us who participated in the vac-
cination process experienced the stigma. People were saying that we 
took the vaccine for money. Others said we shouldn’t come around 
them. People were saying that we will die. (FGD 3)

This statement points to the analytic concern raised by this paper: stigma 
was persistent in communities in parallel with a collaborative partnership 
and it affected numerous participants who were subjected to generaliza-
tions. In the following sections, I present ethnographic materials that hint at 
various looping effects that targeted ‘protocol’ trial subjects.

TRIAL SUBJECTS AS TARGETS
Informants explained that many people had wanted to participate in the tri-
al. This resulted in a situation in which there were lines of people in front of 
the hospital where the vaccine was being administered. In one interview, an 
informant described how standing in line for the experimental vaccination 
worked to initiate stigmatization, as the potential subjects, supposedly anon-
ymous, were instantly identified by people from their communities: ‘People 
were looking at me in the line and they told me the vaccine was not good and 
I should leave the line’ (Interview 1).

The lack of anonymity quickly became a problem. One informant 
explained that community members recognized people standing in line and 
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then told others in their community about participants’ trial enrolment:

[Researchers] say we should not feel bad [about stigma]. We used 
to be [in the line in front of the research unit] and some people’s 
parents used to come and catch [people willing to take the vaccine] 
from the line, saying ‘Don’t take it’. Some people were there to carry 
your name [tell others in the community]. … If your family is passing 
by [the research unit] and they see you [there], they will throw your 
things out of the house. As for me, my mother abandoned me for six 
months. (FGD 5)

People who participated in the trial were met with divergent responses from 
those they knew. Some people were envious because the trial was a chance to 
earn some income. Others were worried for their welfare, and urged them 
not to participate because they might get sick from the trial. Gossip about 
participants extended to their friends and families, based on fears of disease 
contagion, unwillingness to be associated with a supposedly dying person, 
and suspicion that people partaking in research were engaged in Ebola busi-
nesses and conspiracies. Informants explained that the possibility of stigma 
was discussed during the informed consent process: ‘[Researchers] told us 
[stigma] was a risk that we are taking’ (Interview 4). Trial subjects not only 
had to overcome this stigma but also the fear that perhaps the speculation 
about participants’ risk of dying was true, as someone recalled in a focus 
group discussion: 

[People from the community] were afraid to go and take [the vaccine] 
but we took ourselves, we went there to take it, we took risk saying: we 
are not afraid to die, and we went there, voluntarily. (FGD 2)

Some informants explained that some of their friends refused to participate 
due to fears of disease and rejection by others, even though they wanted the 
compensation for participation, food packages, access to healthcare, and 
other benefits. These were powerful motivations for those thinking of drop-
ping out of the trial to reconsider. Informants’ self-care included attempts 
to participate alone or in small groups, and to hide their participation, all 
the while hoping to receive long-lasting protection from the disease from 
researchers, who were seen as providers of a better future. Informants were 
also aware of the possibility of being socially rejected before they began their 
participation, and hence they hid their participation as a form of self-care. 
This worked for some people, like this informant who said, ‘People [around 



68

me] didn’t know I took part in the vaccine so I didn’t experience any stigma’ 
(Interview 7).

TRIAL SUBJECTS AS EBOLA-INFECTED PEOPLE
It’s something like rumours that scientists came to our bush and 
started taking medicines putting it in chimpanzees that left here and 
other people went on and kill[ed] it [and] ate it. That is how the virus 
came and spread today. (FGD 1)

In communities, Ebola-related rumours and conspiracies were layered upon 
gossip about trial subjects and the aims of the Ebola vaccine research proj-
ect. A peculiar looping effect resulted as a result of common associations of 
the research unit with a conspiratorial nongovernmental organization, the 
vaccine with the injection of Ebola, and ‘trial subjects’ with ‘Ebola-infect-
ed people’. The idea that the Ebola vaccine contained Ebola quickly fuelled 
the fears of anyone affiliated with clinical research. People became afraid of 
those who had been vaccinated because they were thought to have the dis-
ease and to be able to spread it to others. One informant told us:

I knew [about stigma] because when we were in line, people started 
telling us that we are dead bodies because we don’t know that the vac-
cine has 5% Ebola in it. So I knew that when my family finds out they 
will feel bad and [it will be known] even at my job site. (Interview 8)

In another interview, the informant recalled:

[Researchers] told us to stay away from anyone who is sick because 
the vaccine has 2% Ebola in it. After I took the vaccine my best friend 
started avoiding me and my family started to tell me that I want to 
bring the sickness in the house. (Interview 2)

Overall, because of the stigma, trial subjects experienced something similar 
to what Ebola survivors experienced, as one of the informants explained:

There was the same stigma directed [at] vaccination participants. … 
It’s almost like we are Ebola survivors too because some of our friends 
die instantly due to their participation in the vaccination process, 
but we who survive are not getting any benefit [like Ebola survivors]. 
They are receiving benefit by getting US$300 every month; including 
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rice and oil, which will run for five years before they stop receiving 
benefit. (FGD 4)

Unlike Ebola survivors, whose suffering due to stigma was nationally and 
internationally addressed, the stigma that trial subjects bore was not simi-
larly recognized, nor did they receive equal tangible benefits.

TRIAL SUBJECTS AS PEOPLE DESPERATE ENOUGH TO TAKE 
‘BAD’ MONEY
In the trial subjects’ communities, it was a common perception that infor-
mants took part in the research for money and affiliations with powerful 
institutions. There was an overall suspicion that Ebola-related activities were 
profitable, and that trial subjects were making money. One informant attest-
ed to this, saying: ‘In families, the notion was that the vaccine isn’t good due 
to the money they were giving along with the vaccine’ (FGD 3).

Local newspapers criticized research teams for ‘buying’ trial subjects, 
many of whom were marginalized, poor, and desperate. Trial subjects were 
seen as taking a risk of being voluntarily injected with a deadly vaccine for 
money, and thereby helping the transnational institutions that were spon-
soring and conducting the trial. An informant explained:

At the time, there was a rumour again that when [researchers] were 
bringing [vaccines] people refused, because their belief was the World 
Health Organization was spreading this Ebola for them to make 
money. This was the reason many people refused [to participate in the 
trial]. (FGD 1)

A common rumour portrayed Guinea, Liberia, and Sierra Leone as com-
peting for the highest numbers of Ebola-related deaths, as it was imagined 
that the country that suffered the most would receive the highest amount of 
international aid. A peculiar rumour surrounded blood-donation practices, 
which were labelled as ‘blood stealing’ and ‘blood businesses’. There was a 
bias in communities against anyone engaged in a collaboration or work-
ing with ‘Ebola businesses’, including healthcare officials, response teams, 
and trial participants. As a part of this, there was a marked bias against so-
called reporters, meaning community members who reported Ebola-infect-
ed individuals to the authorities in hopes of receiving money for it. There 
were rumours that such reporters were poisoning wells with borax and then 
counting poisoned victims as Ebola deaths. One informant who took the 
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Ebola vaccine told a story about his friend, a reporter, who eventually died 
from Ebola, leaving his family behind:

There were reporters who usually report the Ebola cases. I had a big 
brother who was a reporter during the Ebola crisis but he died leaving 
his family behind due to Ebola. … Reporters were actually making 
money for each time they report[ed] cases during the Ebola crisis. 
(FGD 3)

Due to the suspicion of Ebola businesses, anyone affiliated with anti-Ebola 
activities was not welcomed: researchers were seen as working for organiza-
tions spreading Ebola, participants were seen as taking a deadly compound 
for money, and reporters were seen as making money by counting sick peo-
ple for nefarious organizations. One informant explained that they were also 
stigmatized by the research teams who, in their view, did not provide the 
support they had promised, and who did not respect the informants because 
they were marginalized:

In a proper way [research teams] weren’t providing the care. … They 
beg us to take the vaccine, but now they know that we have the virus 
in us. So they were not looking after us again. … No more. So, when 
you go and talk for your own self headache, they will tell you: move 
from here. Harsh talks! At the hospital, the folks there can look at us 
like dogs. For me, you see me, I’m a kpakpakpa man. My head is not 
there. (FGD 2)

Kpakpakpa is a colloquial Liberian-English term for hustling behaviour, 
operationalized as not necessarily virtuous ways of acquiring money through 
various sources. In Liberia, it is commonly associated with the activities of 
zogos – groups of young drug users living on the streets, involved in legal and 
illegal trade, many of whom are ex-combatants from Liberian civil wars and 
involved in criminal activities to provide for themselves (Tete, 2016). As one 
of the community members put it scathingly: ‘These zogos have their own 
way. They do not listen to anyone, so most of them took the vaccine for the 
money to be able to buy their drugs, but those who have sense they won’t 
take the vaccine. If researchers offer a vaccine shot for US$40, zogos will ask 
two for US$80’. Other negative narratives described trial subjects as ‘CMB’ 
(Cash Money Boys) or ‘BM’ (Bad Money): young individuals living on the 
street with limited access to formal employment. These individuals were 
imagined to be the main recipients of the vaccine: they always need money, 
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they have experience with drugs in their bodies, and they are partially resis-
tant to stigma as they experience it on an everyday basis.

ANIMALS AND MONSTERS
In detailing the stigma, one informant recalled how community members 
mocked participants, saying they would turn into the biblical Goliath or 
other monsters:

Rumours by people were spread that if you take [the vaccine] you will 
turn [in]to Goliath, monster, etc. And [they would say,] ‘Don’t come 
to this house again’. They are like: ‘Don’t even touch me. Now you and 
your own family can’t even eat from the same pan’. (FGD 5)

Another informant described a similar instance: he was believed to be turn-
ing into an animal, and people were gazing at him at night waiting for his 
transformation:

At the time we went to take the vaccine, [people said,] ‘you can’t take 
the vaccine and come sit right near me’. When someone takes it they 
will be like, ‘Go! Go! Go! You’re going to turn to monkey’. Monkeys. 
‘You will turn [in]to [a] squirrel. You are going to change’. They said 
the vaccine will make us turn [in]to monkeys. So, when I’m sleeping 
you will see some guys with lights; they will come and be like: ‘Why is 
this guy not changing?’ (FGD 2)

This fear of transformation was internalized by some informants and used 
as a form of resistance. They explained that if they turned into gorillas, as 
rumours suggested, they would bite both researchers and community mem-
bers: 

The day we get vex behind them, we will turn [in]to gorillas and be 
biting them. And when they ask us, we will say ‘it is the vaccine that is 
changing us’. (FGD 2)

THE OUTCOMES OF LOOPING
A common reaction to stereotyping was its internalization, as seen above 
in the notion that trial subjects would transform into monsters or gorillas. 
Other stigmatizing accounts, such as the assertion that the Ebola research 
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unit was engaged in Ebola conspiracy, also shaped how informants under-
stood themselves. Aware of the wealth behind the research collaboration, 
numerous informants were expecting to receive significant compensa-
tion for their trial participation. In their eyes, money was withheld by the 
research teams, and notions of Ebola research as a kind of ‘blood business’ 
were common. One informant insisted: 

For me, I believe [researchers are] going to make business out of my 
blood. That’s how I feel. That’s my own feeling. (FGD 5) 

Another informant expressed a similar concern in an angry manner:

As for my thinking: it is business that they are going to make out of 
our blood. [Trial participants from marginalized areas] were planning 
that if the same [researchers] were going to come back, they would 
burn the hospital. (FGD 3)

A fear of contracting sickness from the vaccine was also internalized, as one 
informant confided: 

As I am speaking to you now, sometimes I get sick and then I come back 
to myself. I don’t know if it is the vaccine that is doing it. (FGD 2)

Informants explained that trial participants were avoided on the streets, and 
some even lost their jobs. In one interview, an informant attributed this to a 
fear of contagion, saying: 

I was working, but once my employer got to know I was participating 
in the trial test they sidelined me because they didn’t want to get in 
contact with those who took the vaccine. (Interview 8) 

Another informant stated that, as a taxi driver, he had been afraid of get-
ting Ebola from his passengers. In order to be protected, he took part in the 
research. But as a result, he lost his job, because his employer assumed that as 
a driver he would be dangerous to the community: 

I was riding the bike for my brother because I wasn’t having my own, 
but he took the motorbike from me due to my participation in the 
vaccination process. (FGD 4)
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DISCUSSION
The question of stigma against trial subjects is inseparable from the speci-
ficities of the process through which trial subjects are enacted. International 
clinical trials, operating on the premise of commensurability and harmo-
nization of research conduct, approach ‘trial subjects’ as a global category: 
altruistic, virtuous and sometimes vulnerable volunteers contributing to sci-
ence and development. When experiments travel, such ‘fragments of gov-
ernmentality’ are often carelessly projected on to people, communities and 
research settings, generating various tensions and frictions in real contexts 
(Sariola and Simpson 2011). As the narratives of stigma presented here sug-
gest, bioethical and scientific information were only one kind of socially 
embedded knowledge among others involved in the making of a locally new 
‘trial subject’ entity.

Tellingly, many interviewed trial subjects were desperate to make ends 
meet and trial participation offered a spontaneous economic opportunity 
(Alenichev & Nguyen, 2019). They were already marginalized and stigma-
tized in accordance with various ideas held in Liberian society, in its his-
tory and the present, including notions about ex-combatants, corruption, 
political insecurity, devastated healthcare, unsuccessful development, and 
kpakpakpa; ideas about greedy NGOs, zogos and bad money; and rumours 
that international interventions spread Ebola and blood businesses. These 
accounts were all layered upon the event of the vaccine trial, suggesting yet 
again that medical research, as a social activity, intensifies moral experiences 
and exacerbates negative stereotypes (Dixon & Tameris, 2018; Saethre & 
Stadler, 2013; Stadler, Scorgie, van der Straten, & Saethre, 2016).

Social scientists have long asserted that conspiracy theories and super-
natural stories surrounding healthcare institutions in post-colonial contexts 
are meaningful socially embedded allusions to medicine, labour, and colo-
nialism, expressed in a lay yet symbolic manner ( Geissler and Pool 2006; 
Grietens et al. 2014; Kingori et al. 2010; White 2000). Following accounts 
of inequality, power and violence, a reading of Liberian history indicates 
that Ebola-related stigma and rumours, as expressions of local insecurities, 
might be closely tied to the fact that Liberian society was sophisticatedly 
stratified for nearly 200 years, whereby ‘Western’ and ‘American’ knowledge 
ideals, practices and features were a prerequisite for a privileged position and 
upward social mobility (Ciment, 2013; Dolo, 2007; Utas, 2003). In conversa-
tion with such literature, accounts of intentional infection and transforma-
tion of trial subjects into animals and monkeys can be linked to a recent 
history of controversial hepatitis vaccine research conducted on chimpan-
zees at the Liberian Institute for Biomedical Research in the 1970s-90s. In a 
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series of trials, some chimpanzees were purposefully infected with hepatitis, 
while others received experimental vaccine shots against it. The idea behind 
these interventions was to measure transmission rates and evaluate preven-
tive abilities of the vaccines (Paye-Layleh, 2015). To approach this case as a 
suggestive metaphor, a locally novel event of Ebola vaccine research contin-
ued the legacy of prior US-Liberian collaborations, suggesting equivalence 
between human subject research and animal testing.

This multiplicity of socially embedded knowledge and its interactions 
illustrates how complex real-world contexts produce looping effects that 
affect categories in randomized control trials that are believed to be stable 
and universal (Adams, 2013). Taking these ideas forward in thinking about 
stigma, it is possible to outline cascades of looping effects – connecting peo-
ple, humans, non-humans, organizations, and interventions – all permeat-
ing the Ebola vaccine trial. This research found two distinct but connected 
processes that stigmatized trial subjects. The first kind emerged through the 
association of the Ebola vaccine with Ebola, trial subjects with Ebola car-
riers, and research institutions with conspiratorial organizations aiming to 
spread Ebola. In this process, trial subjects were characterized as contagious 
Ebola-carriers at risk of dying, who might also undergo physical changes. 
Some trial subjects started to feel that the vaccine contained sickness, and 
that they indeed might undergo physical change. The second looping pat-
tern conflated trial subjects with marginalized populations such as poor 
people, substance users, NGO collaborators, and ex-combatants to name a 
few. The internalization of this stigma meant that, in fact, some participants 
started to feel that the Ebola vaccine research was indeed a part of an Ebola 
business, and that they were kpakpakpa and zogos. In terms of spoiling as per 
Goffman, the above-mentioned processes correspond to more static notions 
of symbolic and instrumental stigma cast upon Ebola survivors, who are 
feared to be contagious (Bell et al., 2017; Cheung, 2015; Davtyan, Brown, & 
Folayan, 2014).

A number of occurring, oscillating, and reappearing looping effects 
surrounding Ebola outbreak and Ebola clinical research suggest that anti-
stigma interventions quickly devolved into a game of whack-a-mole: whilst 
community-based interventions were thoughtfully implemented to reduce 
stigma by counselling trial subjects and their families, providing forums for 
discussion in communities, and other well-intentioned efforts – the larger 
precarious context produced new acts of looping. Frustratingly and tragi-
cally, this complexity suggests that the ultimate solution to eradicate stigma 
requires the removal of its historical and intersectional layers: it requires 
utopian and unrealistic forms of control over the socially embedded knowl-
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edge and feelings of people – control that cannot be achieved by ambitious 
attempts to design ‘proper’ subjectivities via social and epistemological 
structures within global health. Presented stories thus empirically contrib-
ute to a recent, somewhat alarming academic call to reconsider community-
oriented health interventions beyond standard emancipatory, romantic and 
empowering connotations (Kenworthy, Thomas, and Crane 2018; Lavery 
2018; Reynolds and Sariola 2018; Wilkinson et al. 2017).

In 2018, several Ebola outbreaks occurred in the Democratic Republic 
of the Congo and emergency Ebola vaccines were administered to healthcare 
workers and close contacts. Similar to the 2014 Ebola outbreak, a widespread 
suspicion quickly fell on vaccine recipients, sick people, international inter-
ventions and related economic activities (V. K. Nguyen, 2019). As a response 
to emerging Ebola-related stigma and rumours, the World Health Organiza-
tion advised focusing on social mobilization and community engagement 
activities (World Health Organization, 2018). In 2019, several cases of Ebola 
infection were detected in Uganda, which were immediately followed by vac-
cination and community sensitization campaigns (World Health Organiza-
tion, 2019). In light of these events, the findings of the present study could 
be utilized to further explore stigma against Ebola vaccine recipients and to 
evaluate collaborative stigma-reduction campaigns.

CONCLUSION
Findings from this study provide a snapshot showing that carefully designed 
and executed community engagement and sensitization programmes were 
insufficient in reducing stigma against trial subjects, hinting at a larger force 
that fuelled rumours and opprobrium. By approaching stigma against trial 
subjects as cascades of looping effects powered by socially embedded knowl-
edge, this study suggests that contemporary research ethics should be rein-
forced with a more serious historical and sociological examination of the 
contexts in which research and community engagement practices unfold.
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chapter 5

Ethics and etiquette.  
The orchestration of 
compliance

Participant non-compliance and withdrawal from randomized clinical trials 
has increased focus on analysing the results from the ‘per-protocol’ popula-
tion that complies with a trial’s protocols. There is no clear understanding of 
what shapes protocol compliance in practice. In this paper6, I theorize clini-
cal research from the perspective of participants in an Ebola vaccine trial 
by analysing the practices that contributed to very high compliance rates. 
In this setting, per-protocol compliance became an essential component in 
forming a class of ‘proper’ researchers and participants working together in 
the rapidly expanding market of clinical research. Bioethics supports par-
ticipants’ right to withdraw from research as an ethical safeguard in the 
process. But participants seeking affiliations with powerful institutions may 
voluntarily embrace their trial responsibilities over a right to withdraw. To 
understand this phenomenon, this analysis uses the notion of bioetiquette 
– the set of rules specifying ‘proper’ and ‘improper’ trial subjects and behav-
iours – which runs in the shadow of formal bioethics in trials and requires 
careful transdisciplinary examination.

6 Originally published as: Alenichev, A. (2020). ‘Ethics and etiquette in an emergency vaccine 
trial. The orchestration of compliance.’ Global Bioethics, 31(1), 13-28.  http://doi.org/10.1080/11
287462.2020.1726591
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INTRODUCTION
In 2014, I trained to become a bioethicist at Case Western Reserve Univer-
sity (Ohio, US), with a specialization in international research ethics. Dur-
ing my training I learned several key premises. First, bioethics is a multidis-
ciplinary and sometimes vague field that explores what is right and wrong 
in science, medicine, and beyond, and it aims to protect ‘vulnerable’ people 
from exploitation by medical and research institutions. Second, there was 
a significant number of unethical studies in Europe and the United States 
in the 20th century that became widely known after the research occurred. 
Third, when experiments and transnational institutions travel to the ‘Global 
South’, exploitation, coercion, and undue inducement of vulnerable par-
ticipants can happen. ‘Parachute’ studies, when research teams simply drop 
into a location to collect samples and then fly back, are ethically problem-
atic. Fourth, informed consent procedures, institutional review boards, and 
the responsibilities of researchers are the key safeguards to ensure that glob-
al health trials are ethical. Fifth, even though there is no universal way to 
make trials ethical, tailoring international guidelines to local contexts along 
with increasing community engagement and collaborative partnerships are 
important elements for good international research. 

After graduating, while working as a clinical research associate, I 
learned that the compliance of people enrolled in clinical studies is of criti-
cal importance for researchers and sponsors for two main reasons. First, it is 
easier to run statistical analysis when participants follow all of the planned 
procedures without deviations. Second, research institutions that can run 
trials with high compliance rates are likely to attract other projects. Identi-
fying a per-protocol population allows researchers to present high-quality 
data to sponsors, and potentially helps a trial advance from an experimental 
phase to a licensed product on the market. Thus, an ability to execute high-
compliance trials is an important performance indicator amongst research 
units competing for projects.

In an ideal scenario, every subject enrolled in a clinical trial would vol-
untarily and consciously follow the set protocol, pursue this until comple-
tion of the trial, and thus contribute data that were complete in all respects 
(Ranganathan, Pramesh, & Aggarwal, 2016). Clinical researchers distinguish 
two types of study populations: the ‘intention to treat’ group, which includes 
all participants who enrolled in the trial; and the ‘per-protocol’ group, or 
those who completed the study without major protocol deviations(Sanchez 
& Chen, 2006; Yellowlees, 2017). To encourage per-protocol compliance and 
keep ‘subjects on protocols’ (Lopienski, 2015), research teams may adopt 
certain ethically permissible techniques, such as expressing friendliness 
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and care for participants; dispelling myths, misconceptions, and rumours 
about trials; and providing participants with some compensation or gifts. 
Formal bioethics assumes that participants will act autonomously and use 
their right to withdraw from the trial at any point should they desire to. High 
compliance rates are therefore considered a sign by many researchers that 
participants gave voluntary and informed consent to participate in research, 
and that researchers provided information about participation in a careful 
and sensitive way.

But how does the making of per-protocol compliance happen in prac-
tice? How do ‘healthy’ participants relate to research benefits? Or, more pre-
cisely, why do people decide to comply with study procedures? My training 
allowed me to enrol in an anthropology PhD programme and study bioeth-
ics in practice in an Ebola vaccine trial in West Africa. In the context of both 
a humanitarian and a scientific emergency, the Ebola vaccine trial flawlessly 
followed the ethics procedures I had been taught, including establishing col-
laborative partnerships, promoting community engagement and culturally 
sensitive interventions. To achieve this the research team, locally dubbed 
‘Little America’, coordinated the work of more than 200 staff members who 
provided information to participants, and where needed, proposed adjust-
ments. The trial staff trained a special group of mediators – the trackers – 
local people from the communities where the study was taking place, whose 
task it was to ‘track’ participants, thereby facilitating compliance. Between 
2014 and 2016, 1,500 participants joined the trial; at 98% compliant, they 
were an almost ideal per-protocol population.

In October 2016 I began to conduct qualitative research in a commu-
nity that hosted the Ebola vaccine trial, working with volunteers who had 
recently completed their participation in the trial. I use pseudonyms here to 
ensure their anonymity. All of those quoted in this article were legal adults. 
In accordance with guidance from the ethics board of the trial institute, I 
provided them with US$2.50 as compensation for their participation in 
interviews and focus group discussions. In this residential area, where pov-
erty, unemployment, and lack of food and healthcare were common, this 
was not an insignificant sum. My research assistant referred to the area as a 
‘slum’, and my informants often described it as a network of ‘bases’, mean-
ing areas inhabited by alienated youth and ex-combatants of the still recent 
civil war. Most of my informants were illiterate and underemployed. They 
explained that they had received about US$300 for participating in the tri-
al, and that US$70 was the average monthly wage for people in that area. 
Their compensation was provided to them at different moments of the trial: 
US$40 for the vaccination visit, US$10 for each regular follow-up visit, and 
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US$150 at the ‘graduation’ – a ceremony for subjects who successfully com-
pleted the trial. Informants further explained that they got small packages of 
food from the researchers, and had the chance to receive better healthcare. 
Some were disappointed that the ID cards – issued upon recruitment into 
the study – were taken away after graduation. Participants showed me their 
trial certificates, which strikingly resembled my own diploma in bioethics. 

During my research, I encountered a situation that many critical bio-
ethicists and anthropologists have expressed concerns about: ‘healthy’ clinical 
trial participants often approached their participation in research as a kind of 
precarious employment, beyond altruistic volunteerism, something that high-
lights the awkwardness of the cheerful formal bioethical discourse of ‘gifts’ 
and ‘compensation’ (Abadie, 2015; Bernstein, 2003; Fisher, 2013; Lemmens 
& Elliott, 2001; Zvonareva et al., 2019). Others have proposed the notion of 
clinical labour to conceptualize the participation of healthy volunteers in trials 
(Cooper & Waldby, 2014). Indeed, real world moralities are far more complex 
than authoritative codes and guides suggest (Mattingly & Throop, 2018; Zigon 
& Throop, 2014). In this chapter, I contribute to the scholarship on this issue. 
Building on earlier studies, I will argue that, like any other kind of labour, 
clinical labour has its own etiquette: trial subjects adjust their behaviours to 
the requirements of the trial in attempting to deliver per-protocol compliance. 
Adapting Martin and Stent’s (1998) term bioetiquette to the trial context, I 
propose that we rethink prior ways of using it.

FROM LITTLE AMERICA WITH LOVE
As I started interviewing researchers who had launched the Ebola vaccine 
trial, I learned that for many it was a kind of competition: to become the 
first to test a vaccine that could save West Africa and the whole world from 
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Ebola, and, equally importantly, to establish the first large-scale research unit 
in the country. By 2016, the researchers had been able to complete several 
successful Ebola-related projects, and the research unit itself was recognized 
as a local pioneer of human subject clinical research. By 2018 the unit had 
begun preparing for HIV and malaria research, indicating that research 
goals had shifted from Ebola to other diseases common in the region. In an 
era when state sovereignty is being exceeded by proliferating international 
organizations that are independently addressing issues in healthcare and 
development, Little America enacted a ‘mobile sovereignty’ that produced 
a new kind of citizenship for people participating in biomedical interven-
tions (Nguyen, 2010). As a trial participant explained, this citizenship had 
its perks:

If we are sick and we visit the hospital they would take us off the line 
and treat us [before the others]. We literally had our own clinic in the 
hospital. (Dulee)

During a tour of the research unit, I observed the wealth poured into the 
facility, with its tap water, air conditioning, conference rooms, top-level 
medical equipment, vehicles, disposable hygiene items, and Wi-Fi: all luxu-
ries in the region, typically limited to some of the most prosperous NGO 
offices, governmental facilities, and expensive hotels. No wonder the staff 
called the research unit ‘Little America’ – a nickname that contrasted stark-
ly with that of the crowded, resource-poor local hospital that was known 
locally as ‘Just for Killing’. Staff at the research facility often wore colourful, 
short-sleeved polos printed with team logos, and some of them frequently 
travelled to the United States and Europe for presentations and training. The 
facilities included a ‘consent room’, located among doctors’ offices, where 
trial educators spoke with potential participants about the trial’s procedures 
and obtained their consent to participate. This area reminded me of a pro-
duction line: people moved from one room to another, organized and effi-
cient, civil and friendly.

CHASING LITTLE AMERICA WITH GOOD BEHAVIOUR
However, just as Little America contrasted with the rest of the hospital, 
their neat graduation diplomas contrasted with the precarity in which my 
informants lived. Among those I interviewed, participating in research was 
a hopeful attempt to be included in the rapidly developing research sector 
being powered by Little America, with all the medical, social, and economic 
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benefits it bestowed. From trial documents and conversations with trial vol-
unteers, I also learned about a plethora of rules for being a ‘good participant’. 
Trial subjects regularly went to the research unit for scheduled appoint-
ments, expected home visits, and adjusted their lifestyles to meet the trial’s 
expectations. When acting in accordance with all these rules, volunteers 
received payments, healthcare and food packages, which enabled them to 
facilitate affiliation with a research unit, while keeping hopes of graduation 
and rewards in the future. Importantly, Ebola was seen as a shameful situa-
tion, and the trial and its good participants were seen as working collectively 
to prevent the country from Ebola-related shame. Sando, one of the trial 
graduates, explained:

[Researchers] said that the vaccine was coming into the country to 
help to protect us from future embarrassment of Ebola. (Sando’s own 
emphasis added7)

Along with the desire to avoid embarrassment, informants explained that 
they wanted to support and accelerate the trial by inviting people from their 
social circles to join in. Hence, they advocated for participation, in a similar 
manner to professional community engagement teams.

GETTING STARTED
Informants told me that it was relatively difficult to get in the line to obtain 
a ticket to enter the research unit because so many people wanted to partici-
pate. Some awoke as early as five in the morning to stand in line, sometimes 
several times, to secure a spot in the workshop about trial participation. This 
meant that participants had to adjust their daily routine – employment, child 
care, transportation – to be admitted to the research unit. Informants fur-
ther explained that researchers had an appointment sheet, and that people 
were put on a long waiting list, planned three days ahead, as Dioh explained: 

[Researchers] listed appointment sheet and they give it to each person 
for three days [in advance]. After three days we went there... To par-
ticipate you have to wake up early. I tell you: my man, go over there 
[to the hospital] at five thirty in the morning. (Dioh)

7 Here, as throughout the text, if not otherwise specified it is the informant’s own emphasis 
that has been added.
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In workshops participants were advised to tell the truth to researchers; the tri-
al participant brochure read: ‘It is important for you to say the real truth so the 
study team can make sure it is safe for you to be in the study.’ Trial brochures 
also warned that people should minimize blood and body fluid exposure after 
the vaccination. Specifically brochures gave polite instructions to avoid open-
mouth kissing, as well as sharing needles, razors, forks, spoons, cups, tooth-
brushes and other items. People were instructed to avoid pregnancy, and to 
use condoms during any form of sex for two months after the vaccination. In 
accordance with trial inclusion criteria, pregnant and breastfeeding women 
were excluded, and women with childbearing potential were required to take 
a urine pregnancy test. Trial subjects also needed to be a certain healthy body 
size to be included in the trial, and that generated shameful situations:

When they first offered the vaccine, it was not for sick person. Even if 
you’re not sick and you go there [there is a possibility] you wouldn’t 
get the vaccine. They will drop you from the group [of potential par-
ticipants]... They made it on one little boy in my presence, due to his 
condition. He was very small in his body. He was a tight man but he 
was very small in his body, they [researchers] scaled him and they 
denied him of taking the vaccine. (Moses)

MANAGING MINDSET, LIFESTYLE AND SOCIAL EMOTIONS
To become trial subjects, participants had to be prepared to be tested for 
HIV and syphilis, which are two highly stigmatized conditions, with poten-
tially heavy judgements about the participants’ lifestyle. Moreover, their life-
style had to be adjusted to meet research goals: 

Actually after [researchers] take the blood from us, they give us the 
money, they said we should buy food to eat and they told us not to 
smoke. We shouldn’t do hard work. We shouldn’t travel to go any-
where. We should remain to our place until the entire programme is 
over... We shouldn’t drink alcohol. (Luogon)

Moses, for instance, informed me that he decided to move closer to the 
research unit for this purpose: to stick around. For some, the lifestyle adjust-
ment was a challenge. A trial graduate, John, told me that he had suffered 
adverse effects from the vaccine, and had left to go to see the traditional 
healers outside the city, counter to the researchers’ request to stay near the 
research unit:
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[After the vaccine shot] my whole body was full of kro-kro (itch)...
Itch big-big itch. I had to go to the [hinterland] for traditional medi-
cine, and I rubbed it and since that time...You couldn’t go out of town 
to the rural area until the study is over. (John)

The trial was also accompanied by persistent stigma and rumours. The atten-
dant opprobrium visited on people affiliated with Ebola activities formed an 
obstacle for numerous people, and dealing with it required emotional intel-
ligence. This meant that per-protocol participants had to be able to overcome 
stigma-induced negative social emotions, including other people’s fears that 
they might get Ebola or die because of their participation. Participants also 
had to deal with the fact that they were often identified as belonging to pre-
carious marginalized groups – so-called zogos, that are widely shamed and 
problematized at the national level. In addition to managing social emotions, 
trial subjects had to honour biomedical knowledge by accepting its undeni-
able validity. In doing so, traditional knowledge formations that injections, as 
acts of skin penetration, can affect bodies, making them strong or sick, preg-
nant or sterile, had to be dismissed as shameful and embarrassing ‘rumours’ 
and ‘misconceptions’. Hence, volunteers had to face family and friends incar-
nating these perceptions, as well as overcome their own insecurities about the 
blood drawing and blood collection that were part of the research.

MAINTAINING GOOD HEALTH
Informants recounted how the research teams told them that they should 
use their ‘compensation’ money to buy food and vitamins to sustain their 
body. For example, Momulu told me: 
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They said the money was to help us to buy one or two stuffs [items 
of food] for vitamins so we can regain our previous [health] status 
again. (Momulu)

It was not always easy for participants to stay healthy because of the side effects 
of the vaccine, but also because of the overall scarcity of social, economic, 
and health resources. Wonbin, a trial participant, explained that trial subjects 
should have received healthcare to manage adverse reactions to the vaccine, 
but the hospital could not provide this. If you have a fever or headache, he said: 

[They] tell you that you should be going to the hospital for treatment. 
But the hospital can’t provide treatment. And anytime we go there, 
they will hand us bad talks. They will act as if we did not voluntarily 
participate. (Wonbin)

Participants were also sometimes expected to buy pills with their own mon-
ey to manage their sickness, as Emmanuel explained to me: ‘Sometimes they 
say “[the] medicine is finished”, and they will give you a paper to go buy it at 
the drugstore.’ 

INVESTING IN RELATIONS WITH TRACKERS
Good participants were expected to be ready for visits by community mem-
bers who were working for the research teams, so-called trackers. Accord-
ing to informants like Asha, the trackers often scheduled home visits with-
out negotiating the time and date: ‘It is him who decides [about date and 
time]. It’s him.’ Trial participants thus worked to maintain a good relation-
ship with their trackers as a prerequisite to graduate and get paid. Miata, for 
instance, was afraid that she might not be considered a per-protocol partici-
pant: ‘Trackers had to keep [a] record on you; that was the only way you will 
receive your money.’

Similarly, Chea was concerned about trackers threatening to exclude 
people from the study because of the way they participated: 

[Trackers] went as far as threatening us, saying: the way you’ve 
already taken this vaccine [in regards with compliance], in fact we 
will take you from the study. (Chea)

Some participants complained that researchers had promised to give them 
mobile phones to communicate with the research teams. In the context of 
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this community, phone communication was generally a problem. Few par-
ticipants had mobile phones, electricity to charge them, and credit to call. 
The inference was, however, that a ‘good participant’ should always be able 
to take a phone call from trackers, or to phone them, if need be using their 
trial compensation for this, as Gyude clarified: 

[Researchers] said if we take the vaccine we will get benefits and, two, 
we will get a phone... That they will share phone among us. They said 
plenty things. My tracker, you know, for me to tell my tracker how I’m 
coming on, but they did not share phone with us. We took our own 
money and buy phone with it. (Gyude) 

Along with struggling to get and keep a phone, informants expressed a con-
cern that having a phone and having good relations with trackers could 
influence whether participants would be invited to join in future Little 
America projects. Henry explained: 

My study [next clinical trial for graduates] will be opening [soon], 
and if you don’t have a phone you will be out of the study. And 
[researchers] ask your tracker if you can cause a problem for him, 
[and if so] they’ll take you out of the study. But the most important 
thing is you should have phone. Yes, that was what [a tracker] told me, 
and I told him that I don’t have phone and he said that I need to get a 
phone. How will we get a phone? (Henry)

AFTER GRADUATION: ASPIRATIONS AND ANXIETIES
They said if we were going to be successful during the vaccination 
process, we will benefit in the future. (Jue)

Several paid volunteers hoped to be invited to participate in other projects 
after graduating from the present trial; such opportunities might include 
another vaccine trial or long-term follow-up research. Being considered a 
‘good participant’ was critical to such invitations. Good participants who 
dutifully adjusted their behaviour to follow the research protocol had bet-
ter chances of securing benefits and being selected for other projects run by 
Little America. Tarloh explained that graduates were expecting to get t-shirts 
from Little America, to signify their belonging, as well as to do advocacy in 
communities. Some trial participants opined that some graduates should get 
to go to Big America. Stories circulated among the participants about a girl 
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in Minnesota who was believed to enjoy many benefits from participation. 
Tamba told me:

I didn’t benefit because they only give me US$150 [for the gradu-
ation], and that is not a benefit compared to what I did. The most 
important information I heard about the vaccine was the future ben-
efit they promise us, because they told us about a girl in Minnesota 
that took the vaccine and she’s still alive with her benefit. (Tamba)

Moreover, the certificate suggested a long-term reciprocity that was not pos-
sible within the realities of standard operational procedures. Many partici-
pants felt disappointed by the end of participation: their after-graduation 
narratives included themes of broken promises, missing benefits, and inabil-
ity to be affiliated with the research unit to the extent they had been hoping 
for. Some participants like Joseph complained that their graduation certifi-
cates were unlaminated and showed signs of damage caused by humidity, 
whilst the certificates of others were sealed, shiny, and glossy: 

Rotten paper they give us. Rotten, they did not even put it in plastic. 
(Joseph)

In particular, they expressed a concern that stories about participation and 
the promise of a glossy certificate were used to entice them, and ultimately 
their participation generated benefits mostly for the government, research 
teams, and the institutions that sponsored them. Some graduates were frus-
trated with participation in the trial, how it was carried out and justified, 
with notions of being cheated and used, so they threatened trackers:

Now we threaten [trackers] on the streets and say: ‘We will beat y’all 
and kill y’all and war comes’ because they put stupidity in our bodies, 
and they don’t want to give us nothing. (George) 

ETIQUETTE AS AN IMPLICIT TECHNIQUE
When I juxtapose what I learned as a bioethicist and what I encountered in 
the field, it is clear that the discourses and practices of bioethics do not map 
on to each other. Just as my own diploma legitimized me as a skilled bio-
ethicist, informants’ diplomas legitimized them as responsible participants 
able to act properly in research activities. It is impossible to conceptualize the 
complex dynamics that I observed on the ground in the terms used in formal-
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ist bioethical discourses. Several processes ran simultaneously alongside each 
other. Researchers adhered to good research protocols and bioethical prin-
ciples, and facilitated adherence and compliance by incorporating collab-
orative partnership and engagement practices. Informants internalized and 
enacted ‘proper’, ‘per-protocol’ participation behaviours. Participants acted 
consciously and voluntarily in a specified manner with high hopes of upward 
mobility, amid fears of being denied benefits, being removed from the trial, or 
being excluded from participation in subsequent trials. The morality pertain-
ing to desired behaviours of participants and the moral judgements about 
trackers and researchers suggested that an unarticulated but crucially impor-
tant etiquette was in place alongside formal rules of ethics. 

Social scientists have long argued that etiquette encompasses more 
than formal rules, but should be understood as a ritualized form of submis-
sion to a power hierarchy that organizes social interactions within a particu-
lar context. The word ‘etiquette’ comes from the Old French verb estechier 
(also estichier, estequier; to attach, stick) and was used to indicate the ‘supe-
rior’ behaviours of the aristocracy who were privileged to be attached to or 
near the sovereign. By acting as a technique of recognition and acceptance, 
etiquette enabled people to enact social hierarchies and to practise their 
belonging (Elias, 2000). For Elias, the driving force of etiquette was the inter-
nalization of shame and embarrassment within the ‘improper’ other (Elias, 
2000). Goffman (1956) argued that etiquette is largely about the presenta-
tion of the self, and that it is a conventionalized ceremonial code that acts 
as a means of communication. Etiquette also goes hand-in-hand with social 
aesthetics (Bovone, 1993; Coleman, 2013). Crapanzano notes that the words 
‘etiquette’ and ‘stigma’ share the root word ‘steig’, and highlights a similar-
ity between stigma and etiquette as social processes that place positive and 
negative ‘marks’ on people (Crapanzano, 2001).

Etiquette rules have been developed to smooth out many social occa-
sions. In recent years forms of etiquette have significantly proliferated; they 
have become more flowing and flexible, differentiated and varied in their 
manifestations (Wouters, 2004). Books on business etiquette describe how 
to treat co-workers in order to maintain an effective, polite, and pleasant 
work space. There are guides that teach how to politely eat, sleep, talk to oth-
er people, and how to modestly urinate and defecate. There are many publi-
cations on etiquette related to gift-giving, visiting hospitals, and volunteer-
ing (Lovering, 2019; Mayne, 2018). Rules of etiquette are common in major 
transnational organizations, where they may help maintain a positive image 
and reputation for the organization. For instance, the World Health Orga-
nization has banned smokers from employment (World Health Organiza-
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tion, 2008). The organization has also published guidelines on how doctors, 
especially when they are men, should talk with women about intimate part-
ner violence (World Health Organization, 2013a) and has even developed 
guidelines on how to cough (Granich et al., 1999). It is no wonder then that 
biomedical research, and its numerous social interactions that are theorized 
by bioethics, has an etiquette, or perhaps a bioetiquette, of its own. 

BUSINESS ETIQUETTE FOR CLINICAL LABOURERS
Within the discipline of bioethics, the participation of healthy people in clin-
ical research is theorized as a voluntary contribution to science and develop-
ment, despite the overwhelming evidence that healthy trial subjects often 
participate in trials for financial reasons (Lemmens & Elliott, 2001). Anthro-
pologists have recently introduced the concept of ‘biovalue’ to highlight the 
body’s valuable ability to sustain itself and, when subjected to research inter-
ventions, respond to irritants, such as an injection of experimental vaccine 
(Birch & Tyfield, 2013). In the light of a growing concern that contemporary 
labour markets push people into more flexible and semi-regulated kinds of 
work, economic activities involving the commodification of biovalue have 
been conceptualized as ‘clinical labour’ (Cooper and Waldby 2014). 

In practice, as a new kind of labour, clinical labour comes with speci-
ficities that other kinds of work do not necessarily have, such as stigma and 
fears about bodily risks. Those context-specific obstacles may lead to partici-
pants dropping out and not complying with the protocol, which destabilizes 
clinical research. As participants learn to comply with and adhere to proto-
col, a new profession of ‘trial subject’ emerges as the biomedical industry 
develops techniques for ‘keeping subjects on protocols’ (Lopienski, 2015). 
People begin to behave and organize their routines in relation to risks, fears, 
pragmatic concerns, pressure from researchers (do not be afraid of needles, 
avoid body fluid contacts, get a mobile phone, avoid breastfeeding, minimize 
issues with trackers, control your body size, avoid travelling, avoid alcohol, 
avoid hard work) in order to trade their biovalue for socio-economic ben-
efits. 

Theorizing participation in clinical trials as a form of clinical labour 
raises another analytic point: bioetiquette in clinical trials is a kind of busi-
ness etiquette for clinical labourers. Attending to this bioetiquette does 
not depend on any notion of suffering subjects, but casts trial subjects as 
entrepreneurs with their own trajectories and motivations. While bioethics 
foregrounds a formal acknowledgement of participants’ rights to withdraw 
from research, bioetiquette stipulates the responsibilities people must accept 
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in order to become affiliated with powerful organizations. Not only does it 
involve a persistent moral pressure and a threat of embarrassment, but it 
acts as a kind of lubricant for social, ‘per-protocol’ relations with biomedical 
institutions.

RETHINKING RESEARCH PROTOCOLS AS ETIQUETTE 
GUIDES 
It is quite remarkable that one of the definitions of the word ‘protocol’ 
is a ‘set of strict rules of etiquette with a goal to maintain adherence and 
precedence’(Merriam-Webster, 2019). Whilst this meaning is common in 
diplomatic and military settings, etiquette rules emerging from trial proto-
cols and related documents indicate that this definition might be relevant 
to biomedical research as well. Based on trial-related documents and data 
collected from my informants in marginalized areas, it is possible to recon-
struct some elements of the bioetiquette that was at work in this specific 
research context:

•	 You	have	to	wake	up	early	to	get	an	appointment	ticket	and	adjust	
your routine accordingly

•	 As	a	participant,	you	should	not	smoke,	drink	alcohol	or	do	hard	
work

•	 You	should	remain	at	your	place,	avoid	travelling	or	even	move	
closer to the research unit so you can easily be reached by the 
research team

•	 You	should	not	be	afraid	of	HIV	and	syphilis	tests,	pregnancy	tests	
and lifestyle judgements

•	 You	should	avoid	body	fluid	contacts	and	adjust	your	social	and	
sexual lifestyle accordingly

•	 You	should	not	be	afraid	of	injections	and	not	have	suppositions	
about them

•	 You	should	not	be	afraid	of	stigma	and	you	should	dispel	miscon-
ceptions 

•	 You	should	invite	more	people	to	join	the	study,	e.g.	your	family	
and friends

•	 You	should	have	a	specific	body	size,	and	you	should	spend	your	
compensation money to sustain your body

•	 You	should	avoid	having	problems	with	trackers
•	 You	have	to	own	a	phone	or	find	an	alternative	way	of	communicat-

ing with trackers
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•	 You	should	not	complain	about	trackers	and	research	teams	
because they are taking care of you 

•	 In	order	to	graduate	from	the	trial	you	have	to	promote	per-
protocol compliance, and only then might you be invited to other 
projects 

Many international projects compete with each other for funds, projects, 
staff, and participants, and both staff and volunteers act properly in order 
to produce fine-looking publications and presentations that allow further 
expansion of research ‘archipelagos’ (P. Geissler, 2013). In this dynamic 
interchange, a good participant delivers adherence and compliance. A good 
researcher or implementer commodifies participation and gets new projects, 
offering subsequent participation to proven good participants. By following 
etiquette rules, participants provide research teams with quality scientific 
data, thus allowing projects to expand, which in turn creates employment 
for researchers. These various efforts to keep afloat a mobile sovereign such 
as Little America and remain linked up with it are enacted through etiquette. 
All actors in the trials jointly create an economy of good behaviours in which 
the healthy body becomes both a source of commodification and an occa-
sion for a subject to invest in themselves. This allows both researchers and 
participants to co-opt and commodify biovalue, and gives them a reason to 
‘stick together’ at the research site.

GOOD TRIAL SUBJECTS, BAD COLLABORATORS
To theorize a relationship between bioetiquette and the making of compliant 
trial subjects, it might be useful to once again engage with Hacking’s (2007) 
idea of ‘looping effects’. Hacking shows that stereotypes are produced within 
social contexts – institutions and their expert knowledge ‘loop’ people into 
groups, creating ‘kinds’ of humans – and that such stereotyping changes how 
people subjected to classification understand themselves (Hacking, 2007). 
As previously discussed, anthropologists have used the notion of looping 
effects to describe the making of new human entities by global health insti-
tutions, such as ‘gay men’, ‘people-at-risk’, and ‘collaborators’ (Holt, 2013; 
Lock & Nguyen, 2010; Moyer & Nguyen, 2015).

The making of ‘trial subjects’ in this trial is an example of a powerful 
looping effect, where social networks reinforced and repeated acts of stereo-
typing. Using Hacking’s elegant framework, we can see four elements: (1) 
people from local precarious communities (2) voluntarily embraced a local-
ly new category of ‘trial subject’ and attended various study and follow-up 
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visits, allowing (3) expert researchers to validate compliant participants as 
‘human subjects’ and in an ethically sound way extract biovalue from them, 
while commodifying their per-protocol compliant data, and, in return, pro-
vide (4) ‘good’ trial subjects with benefits, maintaining and legitimizing 
their classification as ‘trial subjects’. It is crucial to this looping effect that the 
relations between experts and trial subjects were shaped by unwritten rules 
of etiquette – that is, by half-hidden knowledge about how people ought to 
behave in order to be classified as ‘proper’ participants.

Bioetiquette was not limited to shaping the behaviours of trial subjects 
on the site where I conducted my research. Archipelagos like Little America 
are in a highly competitive market for funding and projects, and interna-
tional reputation is directly linked both to a continuous stream of successive 
grants, and the employment of many people. After presenting my fieldwork 
findings at an international bioethics conference in 2017, I received several 
emails from representatives of Little America who expressed concern that I 
was a ‘bad collaborator’. I was admonished for disrespecting internal rules 
and procedures, and asked to sign various institutional agreements and sub-
mit my writings to the internal publishing committee. Despite a lot of moral 
pressure, I was able to decline this request: I did, after all, obtain all the nec-
essary permissions for my research from the local ethical committee and the 
ethical committee of my home institution. However, I did feel embarrassed 
and ashamed that I was considered an ‘improper’ and biased collaborator. 
In analysing this situation and my response, I came to realize that I, too, was 
targeted by a looping effect and yet another kind of bioetiquette: a powerful 
institution had produced expert knowledge about me, I was stereotyped as a 
bad collaborator, and due to my research efforts this category got coined and 
gained salience.

BIOETIQUETTE AS A COLLATERAL PRODUCT OF FORMAL 
BIOETHICS 
There is a growing concern that normative bioethics tends to simplify the 
contexts and processes in which bioethics is practised (Elliott, 1999; Mar-
shall, 1992). Salter and Jones (2005) have powerfully shown that bioethics 
acts like a science-based technocratic model that produces various episte-
mological accounts on behalf of a new kind of authority. Rabinow and Rose 
(2003) highlight that bioethics enacts a ‘complex’ that exercises biopolitics. 
In a similar manner, Zylinska (2009) argues that bioethics is increasingly 
becoming a set of regulations and forces for effective commodification and 
life management.
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Adding to critical scholars who exposed the ‘grey zones’ of bioethics in 
real world practices, I suggest that it is time to also analyse and discuss bioet-
iquette. Originally this term had nothing to do with the half-hidden rules for 
the proper behaviour of clinical labourers. When over two decades ago Mar-
tin and Stent (1998) coined ‘bioetiquette’ as a counterpart to bioethics, they 
took it to be a solely positive phenomenon that should help govern civility 
in biomedical research through proposed rules of noble behaviour for sci-
entists. Inspired by my informants and ideas from science and technology 
studies (STS) – especially that science is permeated by wider sociocultural, 
political, and economic forces (Latour & Woolgar, 1986) – I seek to broaden 
the original meaning of the term bioetiquette. In an era when labour mar-
kets promote the self-responsibilization of workers in semi-regulated and 
flexible settings (Scully 2016), I suggest that bioetiquette pertains to the 
behavioural adjustments taken on board by people who are willing to be 
affiliated with powerful biomedical organizations, such as trial volunteers, 
security guards, collaborators, etc. Bioetiquette does not just involve peo-
ple, however; non-human actors also support proper behaviours. ID cards, 
graduation ceremonies and certificates, appointment cards, bureaucracies 
and protocol compliance, social emotions (trust, loyalty, honour, embarrass-
ment or guilt), and shame and repulsion against ‘myths’, ‘non-compliance’ 
and ‘misconceptions’ all play their part in enticing participants into compli-
ance. As much as bioethics is inseparable from biopower, biopolitics, and 
globalizing aid governance – bioetiquette is also inseparable from bioethics 
and other systems of rules that allow individuals and communities to accept 
painful or difficult measures with the assumption that this is for their own 
good. Moreover, bioetiquette is likely to be co-modulated by other contex-
tual forms of etiquette – e.g. communication etiquette, hospital etiquette, 
gender-related etiquette – in any given setting.

The key analytic point emerging from the case presented here is that 
bioetiquette is not an exceptional phenomenon of Little America, but an 
ordinary process related to the harmonization of ethics, clinical research 
regulation, and conduct. According to the website https://clinicaltrials.gov, 
in 2019 there were 297,685 clinical studies approved in the world (National 
Institute of Health, 2018). The majority of them, if not all, involve ethical 
expertise, surveillance, and evaluation in accordance with major interna-
tional guidelines such as ‘Good Clinical Practice’ (GCP), a 49-page docu-
ment consisting of standardized operational procedures outlining what 
good researchers, ethical boards, sponsors, and trial subjects should do. It 
is slowly but surely replacing the quest for decency that inspired the Hel-
sinki Declaration with rather dry, technical, and detached sets of regulations 
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(Kimmelman, Weijer, & Meslin, 2009). In the era of standardized research, 
the GCP is a key source that is replicated in various settings, perhaps mak-
ing it what Rottenburg (2005) calls a ‘meta-code’ that can be reproduced 
and tailored to the context. This line of reasoning places the matrix of the 
meta-code outside of the scope of criticism and suggests that all that can 
be problematized is the implementation: cultures, people, their momentums 
and their knowledge. Bioetiquette, then, is a force that helps with the repeti-
tion of the meta-code of formal bioethics in concrete settings at this or that 
specific moment.

Whilst bioethics generates judgements on what are good and bad 
research protocols, these protocols themselves, by stealth, prescribe how to 
properly behave to meet the required conditions. In this way, bioetiquette 
safeguards the quality, breadth and consistency of scientific data obtained 
from trial subjects in clinical research. It stimulates good per-protocol com-
pliance. And while a vast bureaucracy imposes ethics rules on research prac-
tices, it is the etiquette that regulates the behaviour of all those involved. 
With a growing realization that what counts for most might not be good 
intentions but their real world effects, bioetiquette may prove to be a missing 
term alongside biocapital, bioeconomy, biovalue and biopower – which all 
unfold around clinical research praxis.

WHERE TO GO FROM HERE
In 1982, Toulmin famously argued that medicine saved the life of ethics as 
it carried with it the suggestions that doctors routinely judge what is good 
and bad for people. Nearly 40 years later it is clear that ethics, once saved, 
became bioethics: authoritative institutionalized norms for what is good 
and bad in clinical research. Bioethics has contributed to the establishment 
of various institutions, including ethical boards, contract research organiza-
tions, research units, university departments, and their attendant bureau-
cracies. Bioethics has introduced new kinds of people, provided authorita-
tive knowledge about them, and delivered an infrastructure to inspect those 
entities. By producing authoritative accounts on how to behave and man-
age social interactions in research professionally and smoothly, bioethics, in 
return, is generating, as a side effect, a bioetiquette unique to each research 
context. 

This article presents a snapshot of the bioetiquette in a specific time 
and in the context of Ebola vaccine research in West Africa. This particular 
case cannot be generalized, but it does suggest that there is a need for more 
research into bioetiquette, and into the relationship between bioetiquette 
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and bioethics in other clinical trials and other kinds of biomedical inter-
ventions. For it is a problem to just study, issue diplomas for, and read and 
write about ethics, while ignoring the etiquette which is so prominent on the 
ground.
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Intermezzo

This thesis captured a situation in which participation in clinical research 
offers people an opportunity to engage in unskilled, semi-regulated labour. 
In 2019, when my contract with The University of Amsterdam was offi-
cially over, I started to notice that Facebook and Instagram were showing 
me sponsored posts from one of the largest research units in the Nether-
lands, perhaps because of my web search history. As you can imagine, I used 
Google to search for ‘payments in clinical trials’ quite a number of times. 
Facebook algorithms also had access to my basic information: my age, ‘gen-
der’, and that I am originally from Saint Petersburg, easily operationalized as 
‘Eastern Europe’.

In a series of sponsored posts, I was repeatedly invited to rent out my 
metabolisms and engage in a site-specific performativity. In May 2019, I 
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took a screenshot of the advertisements sent to me, which I composed in the 
following collage:

On average, studies offered around €700 compensation and reimbursement 
per week. Like in Liberia and in accordance with formal bioethics, trial par-
ticipation was framed as a flexible, voluntary contribution to drug research. 
‘I am the key to the development of new medicines’, ‘Important work. Nice 
benefits’, ‘I can study and earn something at the same time’ read the title 
pages of the websites. There were beautifully arranged testimonials of ‘an 
experienced participant’. There was also a statement that the Dutch Tax and 
Customs Administration views the compensation money as ‘income from 
work’, which is, therefore, taxed. As the volume of such ads intensified, I used 
the contact form and asked about the payments, trying to elicit a mention 
of labour agreements. As I expected, participation was not recognized as 
labour; I was informed about the so-called ‘incentive confirmation’ letters 
for trial subjects, as well as annual payment summaries, hinting at the pro-
fessionalization of experienced trial subjects taking part in several trials. The 
comment sections under these posts were full of strong stigmatizing state-
ments, quite similar to what I had encountered in Liberia. 

‘I don’t want to be a Guinea Pig.’
‘It is for junkies.’
‘Who will pay for my damaged health?’
‘Why do you test drugs against schizophrenia and depression on 
healthy volunteers? I am not one of them.’

Thus, as I had been researching the making of trial subjects in Liberia, I was 
targeted to become a trial subject in the Netherlands, with a surprising num-
ber of similarities between the processes. 
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Conclusion

‘I am going to bring my documents so the man can snap them on his phone 
so it can get on the international wall... give the man the certificate and let 
the man take points’ was a phrase that Joseph, one of my informants, uttered 
to me on one December day in 2016 when he showed me his graduation 
certificate. It was one of the last days of my fieldwork in Liberia. I don’t know 
what happened to Joseph and other informants after I left Liberia and its 
problems behind. To some extent I kept my promises, as this thesis puts the 
realities of Joseph and other trial subjects ‘on the international wall’.

This thesis functions as an antithesis to formal bioethics. It is about 
what I encountered, experienced and learned as a biologist/bioethicist/man-
ager of clinical trials when I started working as a social scientist in the pro-
cess of examining bioethics-in-practice. The various chapters I wrote have 
displayed awkward dissonances between the discourses of formal bioethics 
and practices on the ground in the Ebola vaccine trial in Liberia, the first 
randomized controlled trial conducted in the country. I have addressed the 
following research questions: How does a normalized approach to bioethics 
deal with ethical issues on the ground? What remains beyond the analytic 
spotlight of authoritative moral theories? With that being said, many of my 
informants would also be disappointed about my intervention. How am I 
different from so-called ‘NGO’ people in Liberia? They land in marginalized 
communities with good intentions, collaborate with ‘locals’ to get access to 
the field, ask people to produce accounts of suffering subjects and ruinous 
poverty, pay, in effect, to receive the answers they want to hear, and then fly 
back. I can as little escape this meta-story, as can Little America dispel mis-
conceptions and alleviate stigma against trial subjects.

I have situated my work as a contribution to empirically and anthro-
pologically informed bioethics. In practice, empirical bioethics is often 
about experts accompanying global health research interventions. They out-
line a spectrum of ethical issues in ‘communities’, and then describe ana-
lytically pleasing adjustments essential to minimizing the inconveniences. 
These techniques mobilize social sciences with the assumption of accessing 
social relations and adjusting them for desired outcomes (Savage & Burrows, 
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2007). My trajectory, however, was different from that of many other empir-
ical bioethicists. The Trans Global Health scholarship provided me with a 
generous stipend that allowed me to remain somewhat independent from 
biomedical institutions, and I could afford to remain an anthropologically 
informed, curious outsider. 

Overall, my approach was strongly influenced by the work of Petryna on 
‘ethical variability’ (2005), a concept that encapsulates a situation in which 
outsourced clinical research relies on a ‘context’ which is not taken into 
account in formal bioethics. This analytic insight allowed me to show that 
numerous ‘ethical’ problems – such as consent, undue inducement, ‘mis-
conceptions’ and stigma – are vividly ‘social’ situations, and thus cannot be 
resolved by adding ever more bioethics to clinical research. Nor can they be 
‘fixed’ by tweaking elements in the bioethical system, which is increasingly 
becoming a tool for mass approval rather than reflection (Zylinska 2009).

Admittedly, this thesis unfolded as constant toggling between the ‘vis-
ible’ and ‘invisible’ components of bioethics, contributing to a discussion 
of the politics of visibility in global health (Davis 2017). Throughout this 
text I examined ‘top-down’ formal bioethical propositions which I juxta-
posed with a ‘from below’ perspective based on my fieldwork findings. By 
examining the tension between different stories, I presented a spectrum of 
questions, tensions and conflicts that I encapsulated in different articles. 
Witnessing how sometimes ambivalent principles and ideas of biomedical 
ethics unfold on the ground suggests that the implementation of bioethics 
sometimes fails to deliver care (Mol 2006), despite the presence of fashion-
able and seemingly empowering discourses of ‘participant-centred’ research. 
In an attempt to make this thesis transdisciplinary, I tried to translate con-
cerns widely shared among social scientists to the field of bioethics. Whilst 
discourses and materialities of formal bioethics carry emancipatory hopes 
and ideals, I showed that on the ground bioethics helps to introduce and 
legitimize new kinds of people, new markets and semi-regulated employ-
ment under the pretense of progressing, collaborating and protecting the 
vulnerable. This thesis argued that in an era of expanding biopower (Arthur 
Kleinman, 2010), the dream of establishing collaborative partnerships with 
research populations has lost its groundbreaking appeal, to instead become 
another empty signifier deployable to legitimize top-down actions in a wide 
variety of contexts (Cornwall, 2007).

A key goal of the articles assembled in this thesis was to encourage 
researchers, bioethicists and others to seriously attend to contexts. I wanted 
to bring the topic of power relations to the table, knowing that flagging up 
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the names of post-structuralist or post-modernist authors would most 
likely be counterproductive. And neither did I want to lose social relevance 
by producing a theoretically overcomplicated account. To gain traction, I 
developed the notion of etiquette as a way to subtly address power rela-
tions. I drew attention to what I came to call ‘bioetiquette’, a labour eti-
quette for trial subjects that runs parallel to bioethics, and that persuades 
participants into compliance with the protocol. I showed that etiquette and 
bio-etiquette are a relevant point of interest for Science and Technology 
studies that deserve to be further explored. This is also the main reason 
why, after having built on it, I end up going beyond the idea of ‘ethical vari-
ability’. Variability, in my opinion, suggests a certain degree of randomness, 
a deviation from a normal pattern that remains the starting point. What 
I found, however, was an etiquette that is not random at all. And neither 
were knowledge formations, stigma, aspirations nor precarity tied to the 
specific encounter between a global health apparatus and a specific Libe-
rian situation and history. 

The chapters of this thesis show that bioethics is neither a universal 
nor a relative assemblage of materialities, people, concepts and institutions 
(Reubi, 2010). I specifically articulated the multiplicity of research ethics 
where formal bioethics and its experts, institutions and socially embedded 
knowledge form one component among many others. In light of this mul-
tiplicity, I have explored various patterns of how formal bioethics hides a 
moral and epistemological conflict through a notion of moral and scientific 
progress. Those included the elimination or sidelining of other knowledge 
repertoires regarding health, care and body by reducing them to ‘myths’, 
‘suppositions’ and other tricks, implying dismissive attitudes towards the 
lived experiences of the very people who, in theory, are supposed to be pro-
tected by bioethics. In that sense, this thesis encompassed an assemblage 
beyond a standard notion of nebulous and joyous affirmation, emphasiz-
ing instead its perfunctory violence (Culp, 2016), algorithmic control and 
hollowing out of less powerful members of the research nexus. Moreover, 
this thesis resonates with a recent concern that bioethics often functions 
as an ‘anti-politics machine’, a term that is widely used by critical schol-
ars to illustrate failures of international development projects to acknowl-
edge historical and political realities of the locale they are intended to help 
(Ferguson 1994). Resembling precisely such an anti-politics machine at the 
point at which it leaves the universities and enters the real world, bioethics 
disguises the political and economic interests of implementers as ethical, 
and renders a notion of a ‘less ethical’ context to be reinforced (Sariola and 
Simpson 2019).
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In the end, I refuse to blame the researchers involved in the trial for 
failing to deliver ‘proper’ bioethics. That is not the point. The issue reaches 
beyond their interventions. The problem is rather that the ambitions of bio-
ethics unwittingly depend on control over how people think, feel and relate 
– and hence require ambitious attempts of social engineering. Given bioeth-
ical ideals, trial organizers worked hard to launch the first randomized con-
trol trial in the country, at the peak of the Ebola outbreak that was predicted 
to kill millions, with the worst possible fears in their minds for the health of 
those around them and, added to that, their own health. They implement-
ed the trial in accordance with good research practices, and most probably 
nobody could have done it better. As I refuse to theorize my informants as 
suffering subjects (Robbins 2013), the only figures to remotely resemble ‘vic-
tims’ in this thesis were researchers working for the international industry of 
ethical clinical trials. It must be a heavy burden to double down on accounts 
of altruism and volunteerism while knowing that people are participating 
for money and affiliations with powerful institutions, especially when the 
task was to recruit as many people as possible within a limited time period. It 
is equally difficult to write and pretend that stigma and misconceptions are 
managed by the tweaking of elements in the system of research ethics. 

PUBLISHING ETHICS: TWO STORIES ABOUT THE TRIAL
The juxtaposition of the bioethical story with my theorizing of trial subjects’ 
experiences indicates that there is a vast disconnect between bioethical dis-
courses and practices happening in a dynamic, pluralist world. On the basis 
of this research, it is possible to juxtapose two stories about the vaccine trial. 
The first would be a standard passage that a bioethicist might compose. It 
resonates with official reports about the trial that, in fact, portray an even 
brighter picture:

Enthusiastic volunteers from the Global South made the voluntary 
decision to participate in an emergency trial after they carefully calcu-
lated the risks and benefits of participation. Clinical trials were never 
conducted in Liberia before, therefore collaborative partnership was 
a novel intervention established in a difficult context. Participants’ 
autonomous decision-making was defended as a part of complex 
partnership procedures involving the education of participants and 
sensitization of communities, as well as attention to the cultural 
specificities. Professional bioethicists supported the trial by providing 
solutions and conceptual frameworks allowing attention to be paid 
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to the context. In accordance with best research practices, vulnerable 
volunteers were ethically compensated for their commitment. As a 
matter of altruism, they helped move science and technology forward. 
They were educated in workshops, and thus knew that a vaccine shot 
might or might not offer protection from Ebola.
Adverse events occurred and were documented by the research teams 
as part of a safety and efficacy assessment. Trial subjects received 
proper treatment at all times, and human subjects had the right to 
withdraw from the study. Trackers were always ready to respond to 
participants’ questions, concerns and complaints, and trial educators 
trained communities and individual participants. Culturally respect-
ful community engagement, advocacy and sensitization procedures 
were able to dispel myths and misconceptions about participation, 
which were largely fuelled by cultural differences, rumours and mis-
information. The experimental vaccine itself remains an intellectual 
property of the sponsor. The blood of trial subjects was not sold on. 
High recruitment and very high compliance rates indicated that trial 
subjects were satisfied with their participation. 

The second story is a product of my theorizing of trial subjects’ experiences: 

Precarious individuals from one of the poorest countries in the world 
consented to be injected with experimental Ebola vaccines at the peak 
of the outbreak. Many participated because they had limited access 
to money and healthcare, and others in order to buy food and sustain 
their families. As one of many survival strategies, participation was 
approached as a vital source of economic and health benefits, employ-
ment and training. In taking part, trial subjects engaged in site-
specific performativity to deliver per-protocol compliance requiring 
various kinds of behavioural adjustments – the etiquette running in 
parallel to ethics. Design of a collaborative partnership resonated with 
older programmes offering upward mobility, such as post-civil war 
reintegration programmes and an even older award system, fuelling 
dreams and desires that for the most part were largely unfulfilled. 
Adverse events were often understood as manifestations of Ebola and 
hidden sickness, and many people expected the vaccine to provide 
protection extending well beyond the biomedically defined Ebola 
virus disease. Some trial subjects were underreporting adverse events, 
fearing they would be removed from the trial, while others were exag-
gerating them in order to claim additional compensation. Trackers 
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were not always around when they were needed, and that generated 
various kinds of distrust and anger among trial subjects. Numerous 
participants understood the vaccine beyond scientific realities and 
assumed that the vaccine could prevent sickness in general. Due to 
similarities between the clinical trial and past models of exploitation, 
numerous trial subjects were stigmatized in communities as collabo-
rators on the Ebola-spreading conspiracy and were labelled as zogos 
– marginalized youth and ex-combatants. 
Stigma and ‘misconceptions’ often remained unmanageable because 
both involved socially embedded knowledge and practices exist-
ing beyond the reach of collaborative interventions. Biovalue was 
extracted from the trial subject’s blood and then commodified. 
Potentially, commodification of participation will bring profit to 
companies, yet participants will not receive anything from the com-
modification of their self, despite their hopes of doing so. Nonetheless, 
numerous participants graduated from the clinical trial with hopes of 
being employed in the rapidly developing clinical research sector as 
community mobilization research team members and trial subjects 
in other trials. They cherished their certificates. Perhaps some would 
have a chance to participate in further trials organized by Little Amer-
ica. While some were happy, others felt broken after the graduation. 
Perhaps some got malaria and other diseases, even though they felt 
invincible after vaccination. Perhaps many of them became friends 
with trackers; some are still angry that their ID cards were taken away, 
and that their Graduation Certificates were showing signs of damage 
caused by the humid Liberian air. Others, disappointed, were threat-
ening to kill trackers and burn the research unit.

Whilst the second passage offers irritating dissonance, a dialogue that 
hints at asymmetrical relations and poses uncomfortable questions, the 
first charmingly reassures, softening the sharp edges that might disturb an 
implied reader. The first account, essentially a monologue in ‘normal bio-
ethics’ (Klugman, 2015) written by a hopeful bioethicist, is an intention to 
bring order to a chaotic context. It is about moving towards ‘the ethical clini-
cal research’ – the core, the centre of certainty. Here, language is unitary: it 
is a system of linguistic norms in which each word has one meaning and 
semantic tensions are not supposed to be visible (Bakhtin, 1982). Consider-
ing the fact that bioethics as a field emerged under the strong influence of 
natural sciences and the philosophy of reason (Elliott, 1999), it is no coin-
cidence that formalist bioethical texts exemplify a literary genre of explain-
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ing objects, knowledge and forces: those of humanism and modernity. This 
genre contains several leitmotifs of a ‘romantic holism’ (Kwa, 2013) that 
can be easily detected in mainstream bioethics, and, more broadly, in pub-
lic health: humans as stable, autonomous selves who understand the world 
through reason, who make informed, calculated decisions if information is 
correctly provided. According to this approach, the world can be fully anal-
ysed by rigorous scientific method wherein scientifically-backed knowledge 
is the true, universal model of description; projection of essentialist scien-
tific assumptions on people through structures and hierarchies is the pre-
requisite for elimination of issues, assuring progress and perfection (Klages, 
2006). Just like many other examples of the genre, formal bioethical texts 
are reinforced with sets of implicit and explicit binary oppositions as units 
of storytelling: research/context, culture/nature, science/superstitions, part-
nership/exploitation, progress/stagnation, volunteerism/coercion, altruism/
money, rights/obligations, resilience/vulnerability, justice/injustice, capac-
ity/incapacity, conception/misconception, truth/rumour, to name a few. 
These rhetorical foundations privilege the first term and subordinate the 
second term so that it carries a negative connotation to be overcome. Once 
the shift has been documented, bioethical indicators can be rendered: ‘trial 
subjects were ethically compensated’, ‘misconceptions were dispelled’, ‘con-
sent procedures ensured adequate understanding of procedures’, to name 
a couple. As a result, formal bioethics renders an authoritative discourse 
(Bakhtin, 1982) that approaches the ‘context’ as a messy locus of issues, a 
peripheral disruptive factor to be subordinated by the civilizing biomedical 
culture. In this pattern, repetitive descriptions of ethical problems on the 
horizon are inevitable and even desirable. Standard operating procedures 
are there to solve, to overcome, and to acknowledge the authority of the 
‘audit culture’ (Shore & Wright, 2015), rendering intelligible everything with 
which it comes into contact.

In the end, however, the slick functioning of bioethics comes at a cost: 
aspirations, concerns, frustrations, questions, moral experiences and local 
moral worlds stand no chance against an assemblage of this magnitude, as 
they are being effectively dissolved into numbers and standardized writing 
patterns. Here, institutional reproduction of bioethical writings exemplifies 
a powerful tool for managing complexities (Callon, 2002). Returning to the 
question posed in the introduction, there is perhaps no such thing as a ‘cri-
sis’ of formal bioethics. A crisis implies the inability to achieve something 
despite the effort. It seems to be the case that the default state of simplicity 
and consistency is a necessary prerequisite for eliminating ambiguity and 
approving thousands of trials worldwide. In turn, this task requires training 
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bioethicists to be versed in a very peculiar pre-defined and amenable kind of 
ethics. 

CHALLENGING THE INNOCENCE, UNIVERSALITY AND 
ATTAINABILITY OF BIOETHICS
I was invited to give a few guest talks since I returned from my fieldwork, 
and I have been asked a similar question many times: What could have been 
done better? ‘Nothing’ is my honest answer. The key issue is not what has 
been done, but the way in which formal bioethics is theorized in a one-
dimensional manner. I don’t have any proposals for how to fix bioethics, 
even though I would be happy if bioethicists could use my work to improve 
current practices. What I suggest for now is more tangible and less ambi-
tious: we need to find discomfort and a little bit of tragedy or even catastro-
phe in bioethics: to acknowledge that bioethics is a method that does not 
equal ethics, that bioethics is inseparable from violence. As with any moral 
law, formal bioethics is bound to produce awkward zones of ignorance and 
moral withdrawal that have to be exposed in order to give a fair reflection. 
What I call for is the recognition that bioethics has frictions, flaws and fault 
lines. 

First, formal bioethics implicitly sustains the image of its own neutral-
ity and innocence through categories and principles such as ‘consent’, ‘col-
laboration’, ‘autonomy’, ‘beneficence’, ‘non-maleficence’, and ‘justice’. What 
escapes critical discussion are implicitly accreted values and agencies in 
the very fabric of bioethical texts. Since the normative self-understanding 
of bioethics is formulated by the tenets of purity and nobility, its formali-
ties and practices – often violent, unfair and unjust – tend to remain hidden 
behind its imagined innocence. As a critical response, it might be reasonable 
to invert and redirect the writing and reading of bioethics, for instance, by 
starting with the process of ‘informed refusal’ instead of an informed con-
sent (Benjamin, 2016). Along those lines, this thesis showed that romantic 
notions of autonomy, beneficence, non-maleficence and justice became the 
rhetorical master code that lost its ethical sensitivity (Klugman, 2015). Alter-
natively, heteronomy, non-beneficence, maleficence and injustice could be 
further adequate starting points for discussions about real-world bioeth-
ics. Paradoxically, this will not be a step forward but rather a step backward. 
The Nuremberg Code (1945) and the Declaration of Helsinki (1964) invoke 
notions of violence and abuse that are nearly absent in contemporary guide-
lines such as Good Clinical Practice (Kimmelman, Weijer, & Meslin, 2009).

Second, there is an underlying assumption that normative bioethics 
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provides local, tailored variants of a universal ethics, along the lines of the 
‘think globally, act locally’ maxim, an idea that can be linked to several inter-
national documents, such as UNESCO’s Universal Declaration on Bioethics 
and Human Rights (2003), and CIOMS’ International Ethical Guidelines for 
Health-related Research Involving Humans (2016). In various guises, nor-
mative bioethics sustains the idea of universally applicable ethical elements 
– e.g. ‘informed consent’, ‘partnerships’, ‘ethical reviews’, ‘ethical guidelines’ –  
that function together to deliver ethics in any given setting in order to 
embody universal ideas with concrete forms. This style of reasoning viv-
idly recurs with a recent controversial anthropological study claiming that 
cooperation is the universal form of morality across contexts and societies 
(Curry, Mullins, & Whitehouse, 2019). Taken altogether, such normative and 
epistemological fragments cumulatively resonate. They can be strategically 
channelled to eliminate the ethics of an observed ‘other’ by placing it in pre-
defined borders, casting notions of a moral imperialism of formal bioethics 
(Chattopadhyay & De Vries, 2008; De Vries, 2011). Yet again, this tension 
gives rise to a fundamental question: How many kinds of ethics and morali-
ties might there be, co-existing, in the world? English grammar suggests that 
the word ‘ethics’ is the plural form of an ‘ethic’. However, it is the norm to say 
‘ethics is’. Why do we talk about bioethics as a singular – bioethics is – while 
the grammatically correct form would be ‘bioethics are’? Perhaps it might be 
the right time to think in a truly transdisciplinary way about bioethics in a 
plural sense, as ‘bioethics are’, in an attempt to oppose the moral imperial-
ism in formal bioethics, acknowledging pluralities and multiplicities and the 
hybrid forms they produce.

Third, the bioethical style of reasoning implies that, by default, objec-
tives are achievable and attainable: ethics can be done, and ethical problems 
can be solved by adhering to good practices. For instance, bioethical docu-
ments, such as informed consent forms, often state that people can contact 
the ethics board if they think their rights are being violated. This ethical 
practice implies that trial subjects would immediately call the ethics board, 
if needed, implying that ethicality can be achieved. What possible reasons 
could there be for people not calling the ethics board? To pursue this line of 
investigation, this thesis offers several explanations. Some people don’t speak 
an official language (e.g. English) and they don’t necessarily understand the 
bioethical code. Some might be afraid of complaining about researchers who 
they see as providers of healthcare, and of social and economic benefits. Oth-
ers don’t have mobile phones, or credit to make phone calls. When people 
don’t call, the trial is deemed ‘ethical’ because people had a right to call. Such 
misattribution travels unexpectedly far beyond the projects: from practical 
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bioethical solutions on the ground to clinical trial reports, to papers, to con-
ferences, to grants, to collaborations, to university curriculums, and research 
regulations. Thus, the ignored and neglected socio-material specificities of 
research contexts may directly contribute to sustaining an illusion of ethical 
attainability and ethical progress within bioethics. This pragmatic example 
shows yet again that the discourse of human rights can be strategically chan-
nelled to mask wider issues, and make the political and economic motiva-
tions of the implementers look innocent (Ferguson, 1994; Grillo & Stirrat, 
1997; Martínez, 2015).

CONTINUUMS, MATRIXES, REPLICAS 
Collaborations do not appear in a vacuum, as they unfold in complex and 
often messy historical, political and social contexts. Importantly, the term 
‘collaboration’ has two conflicting meanings: an act of working together to 
achieve a goal, and also a traitorous cooperation with an occupying force. 
Whilst the former is part of the very fabric of global health interventions, the 
latter, as this thesis suggests, is also a very real phenomenon on the ground. 
When it comes to it, my interlocutors in neighbourhoods have provided, in 
their own terms, a sharp and salient theorization of collaborative partner-
ships and research ethics. ‘Trial subjects spread Ebola!’, ‘Ebola research is the 
conspiracy!’, and ‘The West is trying to exploit Africa though Ebola and steal 
the resources!’ were common narratives in the chapters of this thesis, state-
ments that would be mercilessly dismissed by community engagement spe-
cialists and bioethicists. Numerous rumours were proliferating that Ebola 
was not real, that Ebola was a man-made disease designed to kill Africans, 
and that the government had created the Ebola scheme to attract interna-
tional funding (Jerving, 2014). Ellen Johnson-Sirleaf was identified with 
the Queen of Sheba – a reincarnated, evil figure hungry for blood, who was 
spreading Ebola to boost her powers (Perry and Sayndee 2016).

Social scientists have long invited a wide range of audiences to con-
sider rumours as symbolic allusions to medicine, capitalism and colonialism 
(Federici, 2004; Geissler & Pool, 2006; Grietens et al., 2014; White, 2000). In 
conversation with this style of reasoning, I agree that locally Ebola meant 
something more than just a disease of a viral etiology. What if it was an allu-
sion to local exercises of power and violence? In the first instance, I took this 
to be just a conceptual metaphor, a point of fascination that came to my 
mind while reading what anthropologists wrote about rumours. But then I 
realized that for my informants it may well be real, as I hinted in the photo 
essay. The pertinent story is tangible and can be traced as far back as to 1822, 
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when freed slaves from the USA came to the shores of what is now Liberia to 
establish ‘Another America’ (Ciment, 2013). They brought the constitution, 
The Bible, the English language, a cash economy, formal employment and 
other ‘Western’ practices, symbols and values (Dolo 2007). The word “kwi” 
(kwi-nuu, ‘foreigner’ in Kpelle) is used to describe the stratification and 
constantly evolving patterns of modernity and the accumulation of their 
social, economic and cultural capitals. In 1838, the ward system was estab-
lished, sponsoring Liberians from rural areas with their advancement and 
apprenticeship in a highly-stratified society (Ciment, 2013; Dolo, 2007; Wil-
liams, 1980). Because of limited socio-economic, educational and health-
care opportunities, numerous children were sent to wards to assimilate and 
assume settlers’ entities. The ward system enabled a trade-off between kwi 
affiliation in return for the cheap labour, servitude and compliance of col-
laborators (Dolo, 2007; Johnson-Sirleaf, 2009; Williams, 1980). For instance, 
the father of Mrs. Ellen Johnson-Sirleaf, the 24th president of Liberia (2006 
-2018), was sent to Monrovia as a ward (Johnson-Sirleaf, 2009). In perus-
ing alternative modernity, numerous Liberian intellectuals affiliated with 
the University of Liberia publicly abandoned their settler’s status as a way 
to protest against kwi-assimilation (Dolo, 2007). Violent resistance against 
kwi-ness is considered to be one of the key reasons for the 1989–2003 Libe-
rian civil war (Boas, 2005; Gerhart, 2000).

In its contemporary form, kwi-ness is as much about social identity, 
class and status of being involved in the wage sector, formal employment, 
cash economy, ability to speak English properly, and broad adherence to 
practices considered Western (Utas 2003). Human-subject research at Little 
America – and the developmental apparatus in Liberia more generally – can 
be understood as a novel kwi-activity providing new kinds of employment 
and hinting at the possibility of upward mobility. It also legitimized human 
experimentation for the first time in Liberian history. A reading of Liberian 
history further suggests that the US-Liberian partnership on Ebola vaccine 
research had local precursors. In the mid-1970s, the Liberian Institute for 
Biomedical Research, in collaboration with US scientists, hosted hepatitis 
vaccine research on primates in Marshall, a remote area along the Atlantic 
Ocean. In several studies, chimpanzees were divided into two groups: the 
first was infected with Hepatitis, while the second received experimental vac-
cines against it. Since chimpanzees cannot swim, both groups were released 
on an island to track transmission. With the start of the Liberian civil wars, 
the research unit was abandoned. Chimpanzees were left behind on what is 
now known as ‘Monkey Island’ (Liberia Positive, 2017), which, with growing 
suspicion, insecurities and rumours, was linked to the origin of the Ebola 
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outbreak, and, as this thesis suggests, trial subjects were compared with pur-
posefully infected monkeys. This link could exemplify the concerns of social 
sciences that infrastructures such as ‘biomedical research’ rely on interac-
tions with prior infrastructure elements and resonate with them, forming 
continuums (Larkin, 2013; Star, 1999). Another example of such continuity 
is the parallels between the post-civil war reintegration programmes and the 
collaborative component of the Ebola vaccine trial, sharing design and out-
comes, and similarly perceived as platforms for education and employment. 
Whilst such continuity cannot be taken seriously by adepts of global health 
and development who scientifically differentiate interventions of different 
kinds, in local worlds such continuums exist and produce different ontologi-
cal dimensions in which people navigate and explain their surroundings.

Thus, the question of Ebola, operationalized as a misfortune that hit 
West Africa, and in which the West was imagined to play a key role, is thus 
inseparable from a discussion of kwi-ness: what ‘foreigners’ and ‘elites’ do in 
Liberia and how they exercise their powers in the name of progress. As an 
exaggerated and a somewhat blunt exercise, it is possible to note that ‘bio-
ethics’, ‘clinical trials’ and ‘Ebola’ are replicated from matrices: Ebola virus 
has an RNA code; research ethics and biomedical research have standardized 
operational procedures. Both ‘clinical trials’ and ‘Ebola’ need a substantial 
apparatus to be assembled for initiation and proliferation. Both processes 
expand, multiply and take advantage of the precarious context and thrive 
in it. Both Ebola virus and expanding kwi-ness colonize human bodies and 
capitalize on their vitalities. In that sense, I end up agreeing with my inter-
locutors: clinical research did spread Ebola, wherein the notion of ‘Ebola’ 
was subject to dynamic nominalism inseparable from inequalities, precari-
ous labour, violence and long-standing distrust in international institutions 
bringing novel ‘foreign’ practices, such as human-subject research and bio-
technology.

EBOLA REEMERGING
This thesis might be over, but the story is still ongoing. In 2018 and 2019, 
several Ebola outbreaks happened in the Democratic Republic of the Con-
go and Uganda, and an emergency Ebola vaccine – one of those tested in 
Liberia – was administered to the healthcare workers and Ebola close con-
tacts. Similarly to Liberia, both Uganda and the Democratic Republic of the 
Congo are countries with complex local politics and colonial experiences on 
the way to neocolonial integration into the world trading system. In both 
countries, various epistemological systems concerning health, care and body 
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coexist and interact. In the light of growing Ebola-related stigma, suspicion, 
rumours and misconceptions, the WHO and other major international 
actors advocated for establishing collaborative partnerships to promote cul-
turally sensitive Ebola-related interventions. Thus, both the setting and the 
response to the 2018 Ebola outbreaks share many peculiarities with those 
of 2014. In this thesis, I showed that we can learn a lot from my informants. 
First, that collaborative partnerships may have many unintended ramifica-
tions. Second, that ‘Ebola vaccines’ may be understood on other than bio-
medical terms, and that such pluralisms cannot easily be dismissed by col-
laborative partnerships. Third, that stigma against recipients of the Ebola 
vaccine may be aggravated by systematic inequalities and socially embedded 
knowledge. Fourth, those contexts of interventions may produce a kind of 
etiquette that deserves to be attentively investigated.
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summary

How does a normalized and standardized bioethics deal with ethical issues 
on the ground? What remains beyond the analytic spotlight of authoritative 
moral theories and the guidelines they inform? This dissertation is a transdis-
ciplinary study in empirical bioethics in which I asked the above-mentioned 
questions in the context of an Ebola vaccine trial in Liberia. I draw upon four 
months of fieldwork in the precarious neighbourhoods of Monrovia in 2016 
where I conducted a so-called ‘consent study’ aimed at documenting the 
participatory experiences of trial subjects. In triangulating responses I com-
municated with clinical researchers, community mobilization members, bio-
ethicists, and analysed trial-related documents. The course of the fieldwork 
encouraged me to expand the lineaments of the thesis beyond standardized 
bioethical demarcations. Conceptually, this dissertation is inspired by science 
and technology studies, reflecting studies in critical bioethics and medical 
anthropology; in doing so, it renders a juxtaposition of real-world practices 
with formalist bioethical assumptions about the world.

In the introduction, I give an overview of increasingly formalized bio-
ethics, its canon, and its ethical apparatus for rendering standardized ethical 
scenarios, which is exported worldwide. I engage with relevant social sci-
ence literature and outline a spectrum of common bioethical concerns and 
practices that are routinely applied across contexts in accordance with major 
international guidelines. I describe the trial central to this thesis, and show 
how good bioethical solutions and intentions were channelled to deliver eth-
icality in this clinical intervention. After outlining my empirical approach, 
the thesis then unfolds as five distinctive yet closely related chapters, focus-
ing on different topics that are pertinent to what becomes of bioethics in 
trial-practice. Altogether, the core chapters of this thesis show many layers of 
complexity; accordingly, bioethics was just one element structuring practic-
es among many other elements – ever shifting and interacting, with uncom-
fortable abruptness and alarming incompleteness.

In Chapter 1, I visualize precarious communities that hosted the 
Ebola vaccine trial. I argue that a relatively simple method such as the pho-
tography of material landscapes can help picture relevant multiple realities 
and agglomerations, allowing more than one story about the trial to be told. 
Highlighting and tracing local kinds of precarity and history of social strati-
fication, the chapter disturbs the routinely repeated bioethical scenario of 
happy, sometimes vulnerable, altruistic volunteers moving science and tech-
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nology forward with cheerful demeanour, and whose rights are protected by 
caring research institutions and ethics boards.

Chapter 2 focuses on the socio-economic component of the trial: 
workshops, trial ID cards, systematic payments and awards, food packages, 
and graduation certificates. It goes into the question of participation in clin-
ical trials as a kind of labour established in flexible, semi-regulated contexts. 
The chapter draws on parallels between the contemporary clinical research 
event and previous local models of participatory approach to development, 
so-called ‘reintegration programmes’, conducted in Liberia in the aftermath 
of the civil war crisis. The chapter argues that those two models were closely 
related: for marginalized community members they both offered impro-
vised labour, training and hopes of post-graduation employment – and both 
resulted in vast disappointment among the graduates. The chapter contrib-
utes to a growing volume of literature suggesting that infrastructures of 
global health and development – often presented as neutral, separate entities 
– are deeply interconnected and mutually influential.

Chapter 3 challenges a bioethical presupposition that sophisticated 
community-based interventions can deliver ‘true’ biomedical knowledge in 
a lay language, which, once transmitted intact to communities and research 
facilities, secures truly informed consent among participants. By investi-
gating the meaning of ‘Ebola vaccine’ among post-consent trial graduates, 
the chapter empirically shows that an injection of the vaccine was seen as 
preventing unspecific sickness which was not necessarily limited to Ebola in 
a biomedical sense. Applying bioethical discourses of therapeutic and pre-
ventive misconceptions to theorize responses, the chapter argues that such 
bioethical rhetoric reproduces colonial mechanisms of imposing author-
ity by reducing health, care and body to biomedical tenets and dismissing 
different ways of knowing. The chapter further outlines a case for hybrid 
epidemiological agglomerations as biomedical knowledge about the Ebola 
vaccine was incorporated into a dynamic epistemological health-related net-
work. The chapter goes on to emphasize the fact that injections and vac-
cines in West Africa are commonly seen as having powerful effects on the 
body because of skin penetration, and additionally that sicknesses in many 
African contexts are classified through symptomatic patterns. The chapter 
invites global health practitioners to consider fundamental limitations to 
‘informed’ consent and approach ways of knowing as dynamic processes 
that should not be heuristically simplified and homogenized for an adequate 
representation.

Chapter 4 offers a critical insight into stigma against trial subjects. 
It documents how social opprobrium manifested in various forms and 
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remained uncontrolled in spite of complex community-based interventions 
aimed at reducing stigma. As an explanation for this awkward split between 
a bioethical discourse and practice, this chapter engages with the works of 
Ian Hacking on dynamic nominalism: how new categories of people and 
things are socially enacted. In doing so, the chapter theorizes stigma as cha-
otic cascades of ‘looping effects’ that enacted a locally new entity of ‘trial 
subjects’ as well other forms of looping that linked the trial to an act of Ebola 
conspiracy, and subjects to marginalized groups. The chapter presents the 
key argument that stigma was a product of socially embedded knowledge, 
having historical, political and economic roots and resonances, and thus 
could not be managed by collaborative partnerships and other ambitious 
attempts to design subjectivities. The chapter further invites consideration 
of collaborative partnerships beyond a romantic, solely positive outlook.

Chapter 5 posits that ‘bioetiquette’ may be a missing term alongside‘ 
biopolitics, biocapital, bioeconomy, biovalue and biopower – all of which 
unfold around clinical research praxis. Whilst bioethics has to do with the 
rights of participants, bioetiquette is concerned with the responsibilities that 
‘proper participants’ should take on board in order to fulfil their obligations 
with the research unit. The chapter suggests that bioetiquette influences 
behaviours in clinical trials through designed social scenarios and role play-
ing that channel social emotions (trust, loyalty, honour, embarrassment or 
guilt), creating and enacting ‘proper’ and ‘improper’ dichotomies e.g. ‘non-
compliant subjects’ vs ‘subject champions’. The chapter concludes that as 
it is, a demanding bioetiquette plays a pivotal role in safeguarding quality, 
breadth and consistency of scientific data by stimulating good per-protocol 
compliance in each given research setting.

The conclusion recaps threads of this thesis by juxtaposing a summary of 
my empirically informed arguments with a formalist bioethical style of writ-
ing derived from official publications about the trial. By outlining a tension 
between two different ways of theorizing the same intervention, the chap-
ter draws on insights from literary theory to argue that bioethical texts may 
be read as examples of a literary genre with its own binary oppositions and 
internal logic. In doing so, the chapter aims to further challenge the imag-
ined innocence, universality and attainability of bioethics. It displays how 
texts replicated from the matrix of bioethics can be constructed, decon-
structed and reassembled. Returning to the context, the chapter outlines 
continuums that permeated and shaped the trial – but that faded away dur-
ing the process of the submission and resubmission of the core articles. The 
conclusion ends on a practical note, suggesting how findings from this thesis 
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might be of relevance for analysing the later Ebola outbreaks in the Demo-
cratic Republic of the Congo.



116

samenvatting

Hoe gaat een genormaliseerde en gestandaardiseerde bio-ethiek ter plaatse 
om met ethische kwesties? Wat blijft buiten de analytische schijnwerper van 
dominante moraliteitstheorieën en de richtlijnen die ze informeren? Dit 
proefschrift behelst een transdisciplinair onderzoek naar empirische bio-
ethiek waarin ik bovengenoemde vragen stel in de context van een Ebola 
vaccinonderzoek in Liberia. Ik put uit vier maanden veldwerk in de precaire 
wijken van Monrovia in 2016, waar ik een zogeheten consent study volbracht 
die gericht was op het documenteren van de participatieve ervaringen van 
onderzoekssubjecten. Ik communiceerde met klinische onderzoekers, leden 
van gemeenschapsmobilisatieteams en bio-ethici, om responses te valideren. 
Daarnaast analyseerde ik documenten gerelateerd aan dit vaccinonderzoek. 
Het verloop van het veldwerk overtuigde me om in deze thesis buiten de 
gestan daardiseerde bio-ethische afbakeningen te treden. Conceptueel gezien 
is dit proefschrift geïnspireerd door wetenschapsstudies (STS) en weer-
spiegelt het studies binnen kritische bio-ethiek en medische antropologie, 
waardoor het een juxtapositie weergeeft van zowel praktijken in de tastbare 
wereld als bio-ethische aannames over deze wereld. 

In de inleiding geef ik een overzicht van de steeds meer geformali-
seerde bio-ethiek, diens canon en diens ethische assemblage die gestan-
daardiseerde ethische scenario’s produceert welke wereldwijd worden 
geëxporteerd. Ik verhoud me tot relevante literatuur uit de sociale weten-
schappen en schets een spectrum van veelvoorkomende bio-ethische belan-
gen en praktijken die routinematig worden toegepast in verschillende con-
texten, in overeenstemming met grootschalige, internationale richtlijnen. Ik 
beschrijf het vaccinonderzoek dat centraal staat in mijn thesis en laat zien 
hoe normatieve bio-ethische oplossingen en intenties werden gekanali seerd 
in deze klinische interventie, om diens ethische standaarden na te leven. Na 
mijn empirische aanpak uiteen te hebben gezet in de inleiding, ontvouwt 
dit proefschrift zich aan de hand van vijf onderscheidende doch nauw 
verweven hoofdstukken. Deze focussen op verschillende onderwerpen die 
relevant zijn om te begrijpen wat er gebeurt met bio-ethiek tijdens onder-
zoekspraktijken. Gezamenlijk laten de kernhoofdstukken van deze thesis 
vele lagen van complexiteit zien; bio-ethiek is dus slechts één element die 
praktijken structureert van nog veel meer elementen die altijd in beweg-
ing zijn en interacteren met oncomfortabele abruptheid en alarmerende 
incompleetheid. 
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In Hoofdstuk 1 breng ik de precaire gemeenschappen in kaart bij wie het 
Ebola vaccinonderzoek plaatsvond. Ik beargumenteer dat een relatief sim-
pele methode zoals het fotograferen van materiële landschappen kan hel-
pen om relevante, meerdere realiteiten en agglomeraties in beeld te brengen, 
waardoor het mogelijk wordt om meer dan één verhaal over het onderzoek 
te vertellen. Dit hoofdstuk benadrukt en traceert de lokale vormen van 
bestaansonzekerheid en de geschiedenis van sociale stratificatie. Hiermee 
problematiseert het de routinematige, herhaalde bio-ethische scenario’s, 
waarin blije, soms kwetsbare, altruïstische vrijwilligers met een opgewekt 
humeur de voortgang van wetenschap en technologie bevorderen en daar-
naast ook beschermd worden door zorgzame onderzoeksinstituten en eth-
ische commissies. 

Hoofdstuk 2 richt zich op het socio-economische onderdeel van het 
vaccinonderzoek: workshops, identiteitskaarten van het onderzoek, syste-
matische betalingen en prijzen, voedselpakketten en afstudeercertificaten. 
Het gaat in op de participatie aan klinische proeven als een vorm van arbeid 
die gevestigd is in flexibele semi-gereguleerde contexten. Dit hoofdstuk 
maakt gebruik van de parallellen tussen het hedendaagse klinische onder-
zoeksevenement en eerdere lokale modellen van participatieve benade ring 
van ontwikkeling, zogeheten ‘re-integratieprogramma’s’ die uitgevoerd 
werden in Liberia in de nasleep van de burgeroorlog. Ik beargumenteer dat 
deze twee modellen nauw met elkaar verbonden waren; voor leden van een 
gemarginaliseerde gemeenschap boden ze beiden geïmproviseerde arbeid, 
training en hoop op postdoctoraal werk en beiden resulteerden in een 
enorme teleurstelling onder de afgestudeerden. Ook draagt dit hoofdstuk 
bij aan een toenemende hoeveelheid van literatuur die suggereert dat infra-
structuren van global health en ontwikkeling, vaak gepresenteerd als neu-
trale en distinctieve entiteiten, nauw met elkaar verbonden zijn en weder-
zijds invloed uitoefenen. 

Hoofdstuk 3 stelt een bio-ethische vooronderstelling ter discussie 
waar in wordt aangenomen dat geavanceerde, gemeenschapsgerichte inter-
venties ‘echte’ biomedische kennis kunnen overdragen in lekentaal, welke 
werkelijk geïnformeerde toestemming kan verzekeren, wanneer dit intact 
wordt gecommuniceerd naar gemeenschappen en onderzoeksfaciliteiten. 
Door onderzoek te doen naar de betekenis van het ‘Ebolavaccin’ onder 
afgestudeerden die het onderzoek hadden afgerond, toont dit hoofdstuk 
empirisch aan dat een injectie van het vaccin werd gezien als een preven-
tief middel voor ongespecificeerde ziekten die in biomedische zin zich 
niet noodzakelijk beperkten tot Ebola. Dit hoofdstuk past bio-ethische 
discoursen van therapeutische en preventieve misconcepties toe om reac-
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ties te theoretiseren. Ook beargumenteert dit hoofdstuk dat dergelijke bio-
ethische retoriek koloniale mechanismen reproduceert waarin autoriteit 
wordt opgelegd door gezondheid, zorg en lichaam te reduceren tot biome-
dische basisbeginselen en waar andere vormen van kennisproductie worden 
afgewezen. Het hoofdstuk schetst een pleidooi voor hybride, epidemiolo-
gische agglomeraties, aangezien biomedische kennis over het Ebolavaccin 
geïncorporeerd was in een dynamisch, epistemologisch, gezondheidsgerela-
teerd netwerk. Ook benadrukt dit hoofdstuk dat in West-Afrika gewoonlijk 
aangenomen wordt dat injecties en vaccines krachtige effecten hebben door-
dat ze de huid penetreren. En dat bovendien ziekten in vele Afrikaanse con-
texten geclassificeerd worden aan de hand van symptomatische patronen. 
Dit hoofdstuk nodigt wereldwijde gezondheidswerkers uit om stil te staan 
bij de fundamentele beperkingen van ‘geïnformeerde’ toestemming en bij de 
benadering van vormen van kennisproductie als dynamische processen die 
niet heuristisch vereenvoudigd en gehomogeniseerd zouden moeten wor-
den, zodat lokale realiteiten adequaat in kaart kunnen worden gebracht. 

Hoofdstuk 4 biedt een kritisch inzicht in de stigmatisering van onder-
zoeksubjecten. Het documenteert hoe sociale vernedering zich in verschei-
dene vormen manifesteerde en ongecontroleerd bleef ondanks complexe, 
op gemeenschapsgebaseerde interventies die zich richtten op het redu-
ceren van stigma. Als uitleg van deze ongemakkelijke splitsing tussen een 
bio-ethisch discours en praktijk, verhoudt dit hoofdstuk zich tot het werk 
van Ian  Hacking over dynamic nominalism: hoe nieuwe categorieën van 
mensen en dingen sociaal uitgevoerd worden. Zo theoretiseert dit hoofdstuk 
stigma als een chaotische cascade van ‘looping effecten’ die op lokaal niveau 
nieuwe entiteiten van ‘onderzoeksubjecten’ tot wasdom lieten komen, maar 
ook als andere vormen van looping waarin het onderzoek gelinkt werd aan 
Ebola-samenzwering en de subjecten aan gemarginaliseerde groepen. In dit 
hoofdstuk wordt het sleutelargument gemaakt dat stigma een product is van 
sociaal ingebedde kennis met historische, politieke en economische wor-
tels en resonanties en dat daardoor ook niet gemanaged kon worden door 
samenwerkingsverbanden en andere ambitieuze pogingen om subjectivi-
teiten te vormen. Ook nodigt dit hoofdstuik uit tot het benaderen van 
samenwerkingsverbanden op een manier die verder gaat dan een geromanti-
seerde en uitsluitend positieve kijk. 

Hoofdstuk 5 stelt dat bioetiquette mogelijk een ontbrekende term is 
naast biopolitics, biocapital, bioeconomy, biovalue en biopower – begrippen 
die zich allemaal ontplooien rondom de praxis van klinisch onderzoek. Hoe-
wel bio-ethiek te doen heeft met rechten van participanten, is bioetiquette 
meer gemoeid met de verantwoordelijkheden die ‘gepaste participanten’ 
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op zich moeten nemen om aan hun verplichtingen te voldoen binnen hun 
onderzoekseenheid. Dit hoofdstuk suggereert dat bioetiquette het gedrag 
beïnvloedt binnen klinische onderzoeken met behulp van ontworpen, socia-
le scenario’s en rollenspellen die sociale emoties (vertrouwen, loyaliteit, eer, 
verlegenheid en schuldgevoel) kanaliseren, waarmee dichotomieën van 
‘gepast’ en ‘ongepast’ gecreëerd en uitgevoerd worden, zoals bijvoorbeeld 
‘niet-conformerende subjecten’ versus ‘kampioenssubjecten’. Het hoofd-
stuk concludeert dat in de huidige situatie een veeleisende bioetiquette een 
cruciale rol speelt in het bewaken van kwaliteit, breedte en consistentie van 
wetenschappelijke data, doordat een correcte per protocol naleving wordt 
gestimuleerd in elke onderzoekssetting. 

De conclusie vat verschillende lijnen binnen dit proefschrift samen 
door een juxtapositie uiteen te zetten van mijn empirisch geïnformeerde 
argumenten en een formalistische bio-ethische schrijfstijl die is ontleend aan 
officiële publicaties over het (vaccin)onderzoek. Door een spanning te schet-
sen tussen twee verschillende manieren om dezelfde interventie te theore-
tiseren, maakt het hoofdstuk gebruik van inzichten uit de literatuurweten-
schappen, om te beargumenteren dat bio-ethische teksten gelezen kunnen 
worden als voorbeeld van een literair genre met zijn eigen binaire opposities 
en interne logica. Hiermee wil het hoofdstuk de ingebeelde onschuld, uni-
versaliteit en haalbaarheid van bio-ethiek verder betwisten. Het laat zien hoe 
teksten die zijn gerepliceerd vanuit de matrix van bio-ethiek, geconstrueerd, 
gedeconstrueerd en opnieuw samengesteld kunnen worden. Terugkerend 
naar de context, schetst dit hoofdstuk de continuüms die het vaccinonder-
zoek doordrongen en vormden welke niet aan bod kwamen in de kernartike-
len, omdat ze wegvielen tijdens het peer-reviewproces. De conclusie eindigt 
met een praktische noot en aanbeveling hoe de bevindingen in dit proef-
schrift relevant kunnen zijn voor het analyseren van latere Ebola-uitbraken 
in de Democratische Republiek Congo.
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epilogue
In memoriam Sensue

The text that follows here is not a part of my thesis. It is an afterword that 
underscores that a PhD trajectory is not ‘just work’. It may involve grievances 
about the fate of a friend.

On Tuesday, October 14, 2019, my dear friend Sensue Ghemani Toto passed 
away at the age of 23 surrounded by family and friends after a short battle 
with chronic typhoid. Sensue had just received a degree in electronic engi-
neering, and in August – just before getting sick – he had received a presti-
gious scholarship for a Master’s programme in China. In October 2019 he 
was going to start.

Sensue, better known as Don Zeron, was a talented and dedicated musician. 
In 2015–2016 he recorded his first tracks at home in the Fiamah district 
of Monrovia, using an old laptop. Zeron quickly became famous in uni-
versity circles and beyond as he uniquely blended standard and colloquial 
English flows both in the studio, and when out and about on the streets 
of the city. He also worked as a part-time teacher in one of the commu-
nity schools. It was at roughly that time that I arrived in Liberia. Humid air 
quickly destroyed my laptop, whereupon Sensue kindly offered his help to 
look at the issues with the hardware. He expressed interest in the aims of 
my fieldwork, and offered me help with navigating my way around Mon-
rovia. We took a motorbike taxi and keke – a Liberian variant of the tuktuk 
– and travelled to more than a dozen precarious communities which were 
affected by the Ebola outbreak. I cannot overemphasize the importance of 
Zeron’s contributions to this thesis. Not only did he help with navigation, 
he also helped with obtaining permission from local community leaders, 
interviewing and transcribing. Together with his best friend Mario, Sensue 
showed me his bright side of Monrovia – his home and favourite movies, 
and basketball games next to the beach. Zeron was not as strong and tall as 
Mario; and recently he had suffered a knee injury, for which he hoped one 
day to go to the USA for treatment. Nonetheless, he remained a competitive 
basketball player. In his university, Zeron introduced me to his friends, and 
took me to the canteen, where we ate typical student food – fried sausages 
with mashed potatoes. He brought me to the recording studio in Central 
Monrovia, the ice cream café along Tubman Boulevard, and the abandoned 
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Ducor Hotel with its breathtaking views overlooking the city and the Atlan-
tic Ocean.

Once I had left Liberia, we often chatted on social media and mes-
senger about life and about our aspirations. One of the most memorable 
moments was when he sent me a simple voice message in Dutch, which he 
picked up from his friend who had lived in the Netherlands. In 2017 I sent 
Zeron equipment for recording and together with Mario he upgraded his 
studio, called ‘Rap Lord Records’, which attracted talented underground 
musicians and forged local and international collaborations. Despite the fact 
that the studio was robbed and equipment was damaged by the humid air, 
Zeron and Mario were still ‘pushing the grind’. In 2018, Zeron got badly sick 
with malaria and I sent him money to aid him in his recovery. Soon after that 
he produced what his friends regarded as his best tracks, and together with 
Mario he was invited for an interview at a local radio station, and asked to 
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perform live at various parties. He even recorded a song about our naviga-
tions in ‘ghettos’, detailing how I helped him in difficult times – something 
that I felt shy about. Rap Lord Records had planned to release a music video 
with drone recordings of Monrovia in late 2019.

In August 2019, as the result of several applications, Zeron was able to 
secure a scholarship allowing for continuation of his studies in China, and I 
hoped to visit him there one day. I was really happy for him, and I sent him 
some money to assist with the transition. Around that time he got sick with 
typhoid. He messaged me in September 2019 saying he wouldn’t be able to 
go to China, and that he had spent the money on treatment. He reassured 
me, however, that he was getting better, despite evening chills. Then, shortly 
after, in October he fell into a typhoid-induced coma. On the evening of 
October 15, Mario messaged me: ‘Zeron is no more, Ars’.

It would be very cynical and dishonest to simply conclude that typhoid 
killed Sensue as it would mean reducing sickness – a process fuelled by mul-
tiple factors – to a narrowly defined disease, neatly fitting in international 
medical classifications. In doing so, the social, economic and historical layers 
would become invisible and irrelevant. The course of Zeron’s sickness and 
his tragic demise were related to the fact that in the aftermath of the Ebola 
outbreak the international community failed to invest in the backbone of 
healthcare: the hospitals. There is a reason why the biggest hospital in Libe-
ria, named after John. F. Kennedy, is popularly known as ‘Just For Killing’. 
This is the hospital where Zeron took his last breaths, next to the ‘Little 
America’ research unit.

So now you know about my valuable interlocutor and very good friend 
Sensue. I had not planned to mention his real name or show his picture as 
I feared for his well-being. Considering the fact that Zeron and I generat-
ed provocative data, I feared that the research teams might harm him. He 
always wanted to be mentioned by name, as he was as proud of his work as 
I am. Now that I sadly no longer fear for his life, I want to not only mention 
my friend, but honour him as well. This work is dedicated to him, and to all 
those who, like him, try and make a living in a place that is both beautiful 
and perilous.
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