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“We are just afraid of what others may say about us”

Maintaining honour and respect in processes of disclosure  

in Bamako, Mali

Noemi Steuer

With the widespread availability of antiretroviral therapies in Mali since 2004, the physi-
cal aspects of HIV/AIDS have become less visible. Although the immediate danger of death 
no longer looms for patients, those on treatment must now live with a carefully guarded 
secret: their HIV-positive status. While most prefer to keep their status secret, a combina-
tion of medical advice, legal regulations and moral norms encourage disclosure. For most, 
decisions about to whom to disclose and how to confide their secret are a complex and 
risky matter in which notions of trust play a key role. Central to the anxiety around disclo-
sure is a desire to preserve positive social recognition, conceptualized as the good name 
(tògò nyuman). The good name is of crucial importance for the maintenance of agency, 
and its loss is equivalent to isolation and exclusion, that is, to social death. This article 
explores the practical and reflective efforts taken by people living with HIV to balance the 
risks of disclosure with the desire to maintain honour and respect in their everyday lives. 
On the basis of two case studies taken from long-term ethnographic research, I demon-
strate the dynamic aspects involved in dealing with disclosure, and illustrate various ways 
of communicating about the disease in different settings.

[HIV/AIDS, antiretroviral therapy (ARV), disclosure, honour, trust, Mali]

Good name in man and woman, dear my lord, 
Is the immediate jewel of their souls: 

Who steals my purse steals trash; ‘tis something, nothing; 
‘Twas mine, ‘tis his, and has been slave to thousands: 

But he that filches from me my good name 
Robs me of that which not enriches him 

And makes me poor indeed.  
 

(iago in ‘othello’ by Shakespeare)
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Introduction

in the course of every fieldwork experience there is someone with whom you establish 
more closeness than with others, often without really being able to name the reasons 
for this familiarity – “où le courant passe bien”, as people in mali will say. For me this 
person was mariam.1 when we first meet in 2004, she is 28 years old and working as 
a nurse in the laboratory of the local centre specializing in hiV/aidS. when i pass by 
her workplace on one of the first days of my field stay, mariam signals me to come in. 
even though no one else is present, she talks to me in a whisper and manoeuvres me 
behind the large refrigerator where the supplies for the hiV tests are kept. She says 
she heard the physician introduce me to the staff the day before, and she needs to talk 
to me about an urgent matter – no one else is supposed to ever know about this con-
versation. a bit irritated at the oddly secretive atmosphere and also concerned about 
becoming implicated in tricky internal affairs, i am hesitant at first, but then promise 
to get in touch with her again.

three days later, just after dusk, we meet at my place. as agreed, mariam ‘beeps’ 
me with her mobile phone right before she arrives, so i can open the garage and 
allow her to hid her moped from passers-by. inside, and out of sight of the guard, she 
removes her cap and oversized sunglasses. although it is extremely hot and stuffy, she 
does not want to sit on the porch – instead, she suggests we retreat into a room and 
even close the windows to ensure she is not overheard. although i am quite irritated 
by what seems to be slightly overstated secretiveness, i put two blankets woven from 
colourful plastic strips on the floor and serve a jug of tea. once seated she tells me that 
she is about to disclose a secret that is only known to herself and two physicians: she is 
seropositive. She received her diagnosis half a year ago, but had suspected it for some 
time. She also tells me the reason she works at the health centre is that it gave her the 
chance to get free antiretroviral treatment at a time when it was very expensive. But 
nobody, absolutely nobody should ever learn about her disease. this i must promise 
her there and then.

our whole relationship was marked by this secret. while it created complicity 
between us, it also lent a strangely conspirational character to our future encounters. 
in the presence of others we acted as if we were only casually acquainted. mariam 
was convinced that any closeness with me was likely to raise suspicion because i 
was conducting hiV research. Since i have known her, no one else has learned of her 
infection – neither her mother nor the man she would meet and marry a few months 
later. She says that she keeps her hiV status a secret because it is a bombe sociale – 
once exploded, it would have tremendous destructive force. although the biological 
aspects of the disease can be controlled with antiretroviral therapy, the gossip of those 
around her might jeopardize her social existence. her good name is at stake, some-
thing mariam will undertake everything to protect it.

Prior to treatment becoming available, the disease eventually found a way to make 
itself obvious without words, making personal and explicit disclosure often unneces-
sary. if people decided to inform someone about their infection, their driving motiva-
tion was often hope to receive financial help to pay for urgently needed medications 
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(see e.g., mogensen 2010: 69; whyte et al. 2010: 15). with treatment now available, 
people are able to hide their status, which means that being open has come to be a 
more voluntary decision. many now live with the fear of not being able to keep the 
secret, and the consequent loss of their social recognition. to confide in someone is 
fraught with risk – illustrated by the saying: “if one person knows, everyone knows”; 
the more people who know, the greater the risk of being betrayed. were it not for the 
practical or moral reasons that made it necessary to share such information, most 
people i interviewed would have preferred to keep their secret. although people com-
monly agreed that hiV was too heavy of a burden for a person to bear alone, decisions 
about disclosure are a very complex matter. it is a decision that takes time, and is often 
accompanied by persistent uncertainty, questioning and doubts. in this context notions 
of trust seem to take a prominent role and assume special meanings.

at the very focus of all fears and dangers is a phenomenon pertaining to social rec-
ognition. Being of decisive importance in everyday interactions, it is considered to be 
a matter of course under ‘normal’ conditions, and thus rarely spoken about explicitly: 
the good name (tògò nyuman). as expressed by iago in Shakespeare’s play ‘othello’ 
the good name is an immaterial possession the loss of which can entail consequences 
much graver than financial damage. it is not only a symbol of an individual’s inner 
wealth, but also the basis of social wealth. associated with issues of belonging, social 
identity and – most importantly – related to the agency needed for everyday life and 
survival, the loss of one’s good name is equivalent to isolation and exclusion, that is, 
to social death. although this phenomenon seems to be, as iago’s speech suggests, 
a universal form of social recognition, even with a historical depth, it nevertheless 
has particular features and meanings that are shaped by local conditions. Narratives 
of people living with hiV in Bamako stress the many risks to which their name is 
exposed, but they also describe their practical and reflective endeavours to protect, 
redefine or regain their name.

ever since the early years of the epidemic, issues of disclosure have been of great 
concern for patients as well as for those working in the field of hiV/aidS. Schol-
ars arguing from a public health perspective have emphasized the positive effects of 
disclosure on hiV prevention and compliance (i.e., do et al. 2010; king et al. 2008; 
Serovich et al. 2008; waddell & messer 2006). Generally speaking, after the introduc-
tion of antiretroviral therapy (arVs) more importance became attached to openness. 
this was due to worries that with the possibility to hide the disease, the epidemic 
might spread at a faster rate. when the era of life-saving treatments began, access to 
treatment became closely linked to being open in several african countries. Nguyen et 
al. (2007) show that public confessions were more or less a precondition for obtaining 
the drugs in Burkina Faso. the situation was quite similar in mali. in some countries, 
in order to be eligible for treatment people living with hiV must be accompanied by a 
treatment assistant (a so-called ‘buddy’), someone who is informed about their diag-
nosis and helps them comply with the medication regime (see mattes 2012; Schneider 
et al. 2007). recent studies from africa pay special attention to the impact of arVs 
on disclosure. mainly based on cross-sectional design and regarding disclosure as a 
discrete act, they identify various risk factors as well as patterns and determinants 
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related to disclosure (Gilbert & walker 2010; lubiere et al. 2009; miller & rubin 
2007; mucheto et al. 2009; Salami et al. 2011; titilope et al. 2011).

in this essay i take a slightly different perspective. even though some scholars pre-
dict that these now widely available therapies will spawn a process of normalization, 
over the course of which the stigma will disappear (Sow & desclaux 2002: 170), and 
others claim that the disease can be treated like any other chronic condition (Gilbert 
& walker 2009: 1126), valuable insights may be gained from longer-term research on 
how people living with hiV handle information around their diagnosis, and how they 
balance different forms of disclosure with their desire to sustain honour and respect in 
their everyday lives. the two case studies presented here clearly illustrate the process-
related aspects of disclosure. at the same time, they highlight the fact that openness is 
not simply a one-time-action but rather a meandering flow between manifold modes 
of hiding and exposing, where notions of trust play an important role.2 in order to gain 
a differentiated understanding of the social complexities involved in these processes it 
is illuminating not to confine oneself only to an analysis of the risks. rather my main 
focus here is on how people living with hiV navigate these changed landscapes of 
risk, and the innovative and future-oriented options they open up for themselves during 
these processes. the case studies and findings presented in this contribution are based 
on data collected during fieldwork conducted over the course of four years, which 
enabled me to closely witness the dynamics of people’s various initiatives over time.

Methods

in the course of six fieldwork periods (from the end of 2003 until early 2008), which 
amounted to a total of 15 months, i talked with 27 people about their illness experi-
ences. all the participants in the study were qualified for access to arVs. in this con-
text, i explored the risks they confronted and the constraints that guided their actions, 
with a particular focus on the strategies and tactics they pursued to avoid what they 
feared most: loss of social recognition. in total, i conducted 81 in-depth interviews 
with 17 women (aged between 20 and 52) and 10 men (aged between 23 and 56), 
who came from various economic and educational backgrounds. contact was mainly 
established at ceSac (centre d’ecoute, de Soins, d’animation et de conseil pour les 
personnes vivant avec le Vih/Sida), a clinic specializing in hiV/aidS-related treat-
ments and care, and the location where most of the interviews took place. the centre 
is located in the heart of the city between the railway station, post office and market, 
in the thick of the hustle and bustle of Bamako. up to 150 patients visit the clinic each 
weekday, arriving early in the morning and sitting for long hours on metal benches, 
waiting their turn. after the consultation, they usually stop by the pharmacy, which is 
situated among centre’s buildings, to have their prescriptions filled.

in the first weeks of fieldwork i stayed at the pharmacist’s side, benefitting from his 
competent knowledge about the family situation of nearly every patient. For reasons 
of confidentiality, patients enter the pharmacy only one at a time, which gave me the 
opportunity to engage in casual conversations with them as well as to share some 
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information about my research project. although this was a perfect place to casually 
initiate contact with potential participants, the arrangement had a downside: i was 
identified as belonging to the staff of the centre. this association made it sometimes 
difficult to create an open atmosphere during subsequent interviews, particularly 
because participants felt obliged to present themselves first of all as good and com-
pliant patients (Goffman 1984). these tendencies could only be attenuated through 
repeated encounters, which eventually led to a form of dialogue that was much more 
open than usual and that allowed my interlocutors to talk spontaneously about matters 
normally charged with guilt and shame.

the research process as a whole, which was guided by the principles of grounded 
theory (Strauss & corbin 2008), was divided into two different stages. the first 
stage involved an explorative phase, including a period of recruiting participants. i 
did not only look for participants with specific experiences relevant to my research 
topic, but also for a broad sample in terms of age, education and socio-economic 
background (theoretical sampling). Before conducting the first interview, i informed 
every participant about the voluntary nature of participation and handed her or him an 
informed consent form to sign, which was prepared in consultation with the directors 
of ceSac. during these first encounters, i used guided interviews in order to get a 
deeper understanding of the interviewees’ personal context, their illness trajectories 
and, most importantly, their socially problematic situations. in subsequent conversa-
tions, i focused more on learning about the different ways of coping with the manifold 
risks of losing social recognition. due to our already well-established relationships, 
the interviews gradually took on a more open form. as a result, the methodological 
approach changed from semi-structured interviews to conversations with a narrative 
character.

the interviews themselves were conducted either in an empty room at ceSac or, 
if preferred by the participants, at my home. they were all recorded on tape, either 
in French or in Bamanakan – which is the lingua franca in mali, alongside French. 
although my Bamanakan was sufficient for everyday use, i often relied on two trained 
co-workers to assist me with translating; they also provided invaluable support in dis-
cussing preliminary analyses and diverse interpretations of particular passages.

Subjective experiences and the individual struggle to preserve honour and respect 
in the face of a stigmatized infection are shaped considerably by societal conditions 
such as international funding, political will, the activities of NGos and, not least, dis-
courses about hiV/aidS. i therefore held 12 focus group discussions with younger 
and older citizens of Bamako, which yielded information about collectively shared 
attitudes (Flick 2005: 171). in addition, i talked to relatives of those infected, provided 
that the situation allowed this.

Since the collection of data extended over a period of several years, i had the oppor-
tunity to keep track of long-term processes. this provided me with deeper insights 
into the often complex situations that accompany disclosure, while at the same time 
giving me the opportunity to witness important changes in the subjectively perceived 
“landscapes of risk” (davidson 1991, quoted in Green & Sobo 2009: 39) and the 
manner in which their contours shifted due to arVs. i kept in constant touch with 
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both of the two women introduced in the following case studies, over more than two 
years and almost four years, respectively. their actions show that disclosure has to be 
understood as a social process where actors simultaneously navigate different forms 
of openness.

Living with a secret – An altered landscape of risk

in mali, the political will to wage the so-called ‘fight against aidS’ became manifest 
quite early in spite of the comparatively low prevalence of hiV/aidS (between 1.7% 
and 3%, depending on the sources consulted). however, efforts mainly focused on the 
medical aspects of the disease. as early as 1987 the Programme National de Lutte 
contre le SIDA was implemented. during the 1990s this was followed by treatments 
specifically tailored to the disease; however, these treatment options were only avail-
able in the capital of Bamako. a fundamentally new era began in 2004, when a state-
run programme began administering free arV therapies to those who met certain 
medical criteria. Since 2004, additional distribution and treatment centres have been 
established in various places throughout the country. despite widespread treatment 
availability, the social perceptions of both the disease and those infected have hardly 
changed. Since the onset of the epidemic aidS has been closely linked to prostitu-
tion and adultery in mali, and remains viewed principally as a maladie honteuse, a 
‘disease fraught with disgrace’ (see, i.e., attaher 2005: 33; le Palec & Pagezy 2003: 
95f; maiga et al. 2007: 6f). Such views make it particularly difficult for hiV-positive 
individuals to disclose their status.

as everywhere in the world, the issue of disclosure is also in mali regimented from 
many sides, as disclosure is constructed as a medical, moral and legal obligation. epi-
demiological arguments, concerned with containing the spread of the disease, advo-
cate a more open way of dealing with the infection. attending physicians encourage 
patients to confide their diagnosis to someone who will help them adhere to the strict 
dosing regimen. legal regulations stipulate that hiV-positive individuals must inform 
their sexual partners within six weeks (Présidence de la république 2006: article 27). 
if individuals fail to do so, health care professionals are called upon to report them to 
the authorities; however, most physicians i talked to viewed this instruction as run-
ning counter to their obligation to maintain confidentiality. Besides meeting medical, 
epidemiological and legal requirements, hiV-positive individuals need to realize their 
own goals and projects and live up to their own moral standards; most importantly, 
they need to consider the social consequences of their actions. any decision to confide 
in someone is thus influenced by conflicting interests. many patients are overwhelmed 
by this burden, becoming immobilized and endlessly postponing disclosure until later.

all the patients in my sample belong to the first generation of people treated with 
arVs in mali. Prior to beginning the therapy, most of them suffered prolonged phases 
of sickness, with symptoms that are typical of aidS. during those times, suspicions 
about the nature of their disease were uttered in their social circles. Nowadays, as they 
apparently have recovered, these voices have fallen silent, but the suspicions, how-
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ever, are not forgotten – any information pointing in that direction is thus considered 
quite plausible rather than being dismissed as malicious defamation. in this sense, the 
patients of the first generation are living with a highly precarious ‘secret’, as most of 
my interlocutors name their not-revealed diagnosis, preferring this social expression 
instead of a medical term like ‘seropositivity’. having been ill in the past, a special 
situation that characterises this first generation, they are particularly discreditable and 
must live with a high measure of uncertainty: any hint or act of betrayal may shift their 
position from being discreditable to being discredited (see Goffman 1963: 12).

as can be easily comprehended, secrets always have “relational meaning” 
(Spitznagel 1998: 29), particularly if they concern something as grave as hiV. they 
change, or, more precisely, burden relationships irrespective of whether they are 
revealed or concealed. to share a secret always means to bestow power on the person 
one confides in and thus to be at his or her mercy once shared, the information can no 
longer be controlled. People do not know how the person privy to their secret will act 
in the event of conflict; they are dependent on his or her loyalty; and they must always 
reckon with the possibility of blackmail or betrayal. it comes as no surprise that those 
affected often shun the risk involved in divulging their secret. on the other hand, these 
concerns bring people to test the trustworthiness of their significant others, since many 
hiV-positive individuals no longer perceive the disease as the main risk, but rather the 
rumours, the words of others that could result in social death:

we are not afraid of the disease but of what others may say behind our back. it’s the 
words of other people that can spoil my name. the disease is here. But the disease 
doesn’t speak. the disease itself says nothing. (f, aged 29, 13.2.2005)

in their contribution, which frames secrecy around hiV as an embodied practice, 
hardon and Posel (2012) elaborate on how the will to conceal is often subverted by 
bodies that unwittingly reveal. in my research, however, people seem to be much less 
afraid of what their bodies might reveal than of what might be uttered by the mouths 
of others – perhaps a logical response for the first generation to have a strong faith in 
the power of medicine. however, in an environment perceived as very talkative and 
hungry for sensation – “here, gossiping is like breathing” – the risk of falling victim 
to rumours due to an ill-considered disclosure is thought to be particularly high. in 
addition, the proverbial anonymity of large cities is only found to a limited degree 
in Bamako. in spite of the fact that the city now has almost two million inhabitants 
and is expected to become the fastest growing city of africa (city mayors 2006), the 
residents themselves describe Bamako as rural: bèè bè u don – everyone knows eve-
ryone else, and all inhabitants are, in one way or another, linked by social bonds. this 
means that the environment is conducive to a rapid circulation of secrets, and the more 
these collide with the dominant norms, the more sensational they are. People living 
with hiV thus anticipate that news about their secret, once divulged, will spread like 
wildfire. in addition, they believe that the stigma of hiV will stick to their descendants 
for generations – even after their own death, it will haunt their children and grandchil-
dren, and besmirch the reputation of the whole family. the impact of betrayed trust 
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seems almost infinite in its temporal, spatial and social dimensions; consequently, any 
disclosure is viewed as fraught with risk. imaginations about “what would happen if 
others knew” are a recurrent and major theme in the narratives of hiV-positive people, 
revealing the big, burdensome fears and uncertainties that go along with this secret. 
in this context, it does not matter whether these scenarios actually come to pass.3 it is 
beyond doubt that such fantasies have a large impact on people’s thoughts, acts and 
feelings, and thus structure their everyday life in a decisive way.

The good name (tògò	nyuman)

For hiV-positive people, fear of losing their good name is at the very focus of their 
risk perception. Still, it is difficult to articulate what exactly is meant by a person’s 
name. a statement made by an elderly man in the course of a focus group discussion 
provides some initial clues:

your name is you – it’s your social value. here we say: Mògò ye e tògò dè bolo (literally: 
a human being is in the hands of his/her name, he/she is his or her name). your good 
name is an extremely important thing. without a name you can’t do anything in your life. 
(m, aged 47, 31.1.2007)

a person’s name thus gives information about his social value, how he is perceived 
by others, and whether he can be trusted. an individual’s value is determined by oth-
ers, for it is their words that constitute a person’s name: “your name comes from the 
mouths of others”. while the foundation of one’s name is based upon their character 
traits, way of living, and relationships, how others judge one’s inner qualities and 
actions is far more decisive. rather than being an authoritative and stable entity, one’s 
name depends on the evaluation of others, and is thus susceptible to all possible forms 
of positive and negative manipulation. this concept of the name ranks among those 
african concepts of honour that have become clouded over the course of history, los-
ing much of their original character. Nevertheless, the concepts could never be com-
pletely tamed by either islamization or colonization, and thus still exist today, though 
in fragmentary form (iliffe 2005: 31ff).

this definition from outside, from the judgements of others, is also reflected in the 
etymology of the term tògò, which is an abbreviation of to n’ko (‘that which stays 
behind me’), which refers to the manner people talk about someone in his absence 
and, in the broadest sense, after his death. indeed, a proverb says that the name is the 
only thing death can’t destroy (cissé 1971: 157). as a form of everyday recognition, 
the name meets the defining criteria of “horizontal honour”: the entitlement to be 
respected among equals (Stewart 1994: 54). a good name is thus maintained not by 
extraordinary actions but by everyday conformity. as is the case with all phenomena 
related to honour, a damaged name affects all spheres of action and all social roles.

a good name is formed by successfully meeting an ensemble of criteria articulated 
in the islamic concept of adamadenya (literally: the matter of adam’s children). hav-
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ing a good name refers to an individual’s sociability – the ability to maintain harmo-
nious relationships with others and to lead a life in accordance with religious rules. 
this includes moral integrity as well as financial independence. only those who fulfill 
these normative expectations can reap social benefits and social trust. in Bourdieu’s 
(1985: 22f) sense, the ‘symbolic capital’ of honour serves as a passport that grants 
access to other types of capital – particularly social and economical – and thus social 
participation. this meaning is conveyed by what one young man said about the con-
sequences of a damaged name:

relationships with people from outside can deteriorate, your friends can completely 
break away from you. (…) and this will have an effect on your financial means. it’s 
difficult for people to accept you. if your name is spoilt, this will kill you socially and 
demoralize you. the social has great importance, in every relation. the social is some-
thing that outranks everything. if you are socially not accepted, you can do nothing. a 
man can’t do something on his own, he has to be accepted, appreciated in society in order 
to bring off his projects. (m, aged 29, 20.11.2006)

a name that is damaged – a spoilt name (tògò tyien) in Bamanakan – has grave con-
sequences and is viewed as the equivalent of social death. however, the concept of 
name in mali differs from mediterranean concepts of honour; the latter follow a codi-
fied system, in which damage always entails loss (on this, see Peristiany 1982; Pitt-
rivers 1966; Stewart 1994). in mali, there is a continuum between a good name and a 
damaged name; clear acts of exclusion are preceded by various stages of accusation, 
including suspicions, allusions and rhetorical traps. during these stages, people sur-
rounding the questionable individual try to find out whether the circulating rumours 
are true. these ‘name ordeals’ are perceived as acts of obtrusive curiosity by those 
affected, and as very disquieting. their concern to conceal their infection is now con-
fronted with an intent to expose it, and to provoke disclosure:

they ask me if i know somebody personally with aidS. and once even a neighbour said 
to me: “have you seen someone with hiV? can you show me someone who has aidS?” 
they want to provoke me so that i have to say it myself. they just want to hear it from 
my mouth that i am seropositive. (f, aged 37, 17.2.2008)

during this stage, which is characterized by a mode of communication called ka kòrò-
matigè (to allude to something, to criticize) and indicates that someone’s name is 
damaged, words are still vague and not directed at anyone in particular, though it can 
be assumed that everyone knows who is being talked about. if the suspicion is sub-
stantiated, however, the remarks become much more explicit:

if people know about your disease, they say things in front of others who are normally 
respecting you and this makes you feel ashamed. when you hear these words, this brings 
dishonour and gives you a lot to reflect on. (f, aged 20, 29.7.2004)
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at this point, people’s feelings become badly hurt because they are exposed and ridi-
culed – or, to put it differently, because they are forced to be present at the negotiation 
of their own names. Simmel (1992: 396) refers to honour as an “ideal sphere” that sur-
rounds every human being, which cannot be penetrated without degrading the personal 
value of the individual. however, this social ‘sheltered space’ disappears once some-
one’s name is damaged; as a result, people are vulnerable to abuse by others. another 
common experience related to having a damaged name, and one no less threatening to 
those affected, is expressed by the term ka denkèrè fè (to put [someone] aside):

when they are doing ka denkèrè fè to you, this means that you will stay alone. Nobody 
talks to you and only bad ideas are in your head. People say nothing – even things that 
would be of some importance to you, they will withhold. you are a person without any 
importance, it is as if you do not exist. (m, aged 41, 22.1. 2007)

damage to a name never affects the individual alone. disgrace rubs off on those who 
are in contact with the person whose name is tarnished:

when your name is spoilt, you are ruined. Not just your life is ruined, but that of your 
family, and that of your children. and all your acquaintances are embarrassed by the fact 
that your name is spoilt. (m, aged 60, 31.1.2007)

on the other hand and particularly in the time of arVs, family members have a spe-
cial position of power within the context of name negotiating – a constellation i will 
further discuss in the case studies that follow.

Disclosure and trust: Gaining a confidant

when we first meet, mariam is living with her mother and three younger brothers in 
a rented accommodation in a compound. She has a room of her own and thus enough 
privacy to take her medication without being disturbed. in this respect, she is in a well-
organized and sheltered situation as far as secrecy is concerned. on the other hand, 
however, she is 28 years old, and it is about time for her to leave youth behind and 
get married. after all, it is only as a married woman that she will gain the recognition 
granted a grown-up and full-fledged member by society.

when we see each other again half a year later, mariam has obeyed social conven-
tion and is now married to a government employee twenty years older than she is. 
the decision has been made in a rush – not even a month had elapsed between the 
day they met and the wedding. though mariam thinks that honesty is one of the pil-
lars of a good marriage, she does not know how to tell her fiancé, who has already 
been divorced six times, about her diagnosis without bringing his good intentions to 
naught. She suggests that they undergo an aidS test together.4 however, her fiancé is 
not interested in doing so: he says he does not believe in aidS, and that he trusts her. 
this makes mariam realize that she cannot further push the issue; if she does, he will 
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grow suspicious, and the wedding will be at risk. thus, she postpones her disclosure 
until later.

But alas, married life is much less harmonious than she had hoped. the initial ten-
derness is gone, and her husband turns out to be quite authoritarian, which makes it all 
the more stressful for her to hide her medication and to ingest it hastily and secretly. 
She seriously asks herself how long it will take until her first mistake:

often i just sit around and think about my situation. i can see i am really overwhelmed. 
and i ask myself what can i do to return to the past and tell my husband: “i shouldn’t 
marry you because i am seropositive” i should tell him this. (…) But now i can’t say that 
i already was seropositive when he found me. i will keep my silence about this, i can 
never reveal this to him! he will just go out and tell everybody that i only got married to 
contaminate him. (13.2.2005)

if mariam confided in her husband, the threat posed by the worst-case scenario would 
be ever present – even if he kept the information to himself – and her position within 
the marriage would be weakened. on the other hand, she is increasingly haunted by 
disquieting fantasies about the consequences not only for her marriage, but also for 
her name should her secret be disclosed. thus, she feels that she badly needs at least 
one confidant who will get her the appropriate medication in case she falls ill.

“to gain a confidant” – this expression was often used by other informants in con-
versations, too. to find a confidant is, so to speak, the precondition for disclosure. 
on the one hand, this bespeaks the need for support from someone who is not only 
unconditionally reliable but also able to give advice. on the other, the expression 
points to the proactive possibility of building trust, to establish a relationship with 
someone in order to make trust more reliable and risk more bearable. For mariam, 
this person must be someone on whose discretion she can absolutely rely. She points 
out: “in matters of secrets, first of all there has to be trust. Someone who says trust, 
says confidence and says secret.” theoretically, her mother would make a perfect con-
fidant because betraying mariam’s secret would hurt her mother as much as it would 
hurt mariam; yet, this option is out of the question for mariam. her mother suffers 
from high blood pressure, and it would thus be hard for her to cope with the news. 
in addition, this step is much too fraught with shame for mariam, because she fears 
that her mother will think she is promiscuous. a second potential confidant would be 
one of mariam’s close friends. mariam begins to ‘study’ this friend, and tries to read 
from her reactions whether she is really compassionate or mainly pursues her own 
interests. one particular incident arouses mariam’s suspicion, eventually dissuading 
her from divulging her secret: her friend is crazy about one of mariam’s dresses but 
stubbornly refuses to accept it as a gift. interpreting this attitude as a sign of envy, 
mariam believes her friend does not want mariam to be able to position herself as a 
giver, and thus as superior. mariam thereupon decides not to confide in her, because:

i studied her, but i can’t tell her this [the diagnosis, N.S.]. why not? i noticed she is 
jealous of me. and she became ungrateful. Someone who is jealous does not want your 
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happiness, she just wants to defame me, say things which bring me down and that’s why 
i haven’t been open to her. Because with everything, you have to reflect before you act. 
(26.3.2007)

She says that as a third possibility, her younger brother ali automatically came to her 
mind. ever since he was born, the siblings have been particularly close; mariam has 
constantly encouraged and fostered this closeness by financial contributions and gifts. 
among other things, she is funding his third attempt to graduate from high school. 
while ali appreciates her generosity, he is also aware of the fact that her contributions 
carry an obligation. when she finally takes the courage and confides to him, his reac-
tion is exactly as she has hoped – he does not accuse her of anything but sees her illness 
as a matter of fate, and he promises to never divulge the secret to anyone. this trust is 
additionally strengthened by the special relationship between brother and sister:

when i share ‘same mother-same father’ with someone i can trust this person since the 
tie descends from one bed. and that’s why the person can keep a secret. … don’t trust 
somebody when you are not bonded by blood and the maternal breast. it’s the blood and 
milk you have drunk which unify you for better or worse. you can never betray the milk 
you have drunk. But if you only have the same father, you can’t have trust. (18.11.2006)

in the preceding quote, mariam points to a social institution – badenya – in which 
trust is already predefined as an ideal; this term refers to children born to the same 
mother in the context of polygamy.5 Badenya stands in contrast to fadenya, the rela-
tionship between children of the same father, which tend to be characterized by com-
petition and conflict. Badenya however is characterized by a high measure of trust and 
solidarity, and explicitly the keeping of secrets (see roth 2004: 116f; Vuarin 2000: 
77). the relational framework thus has decisive influence on the emotional qualities 
that take effect in it. unlike the relationship between husband and wife, in which trust 
as a defining element is not predetermined by the relationship structure, a younger 
brother by the same mother offers safety. mariam explains this ideal with reference 
to shared blood and milk, emphasizing the low risk of betrayal inherent in this rela-
tionship. however, the institution of badenya does not guarantee safety; solidarity 
needs to be actively produced, that is, continually cultivated and nourished, in order to 
remain stable. in this respect, mariam’s trust in her brother is not only safeguarded by 
intimacy and a social institution, but also by continuous material investment into – to 
quote Bourdieu –’social capital’, which in turn has a positive impact on her symbolic 
capital: her name.

Basically, each act of trust points to a still undetermined future, and is character-
ized by a “problematic attitude towards time” (luhmann 2000: 9). By showing trust, 
an individual anticipates and acts with confidence toward the future. on the other 
hand, trust needs time in order to develop: “trust doesn’t come in a single blow, it 
comes with time” (m, aged 41). mariam, however, did not feel that she had much time 
– her wedding had been arranged in such a hurry that she did not have time to build 
trust and to inform her fiancé. we need to keep in mind that women are under tremen-
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dous social pressure to get married and become recognized in society; hence, many 
of them insist on a quick wedding, as they are driven by fear of losing their suitor to 
some other, better-off, female competitor (see lardoux 2004). the social recognition 
gained through marriage is in this way an obstacle to the type of openness called for in 
medical, epidemiological and legal contexts – an openness that may itself jeopardize 
social recognition.

the trust between mariam and her brother ali, on the other hand, had ample time 
to develop over the course of 22 years, and is embedded in their joint history. their 
temporal horizon of trust not only extends into the future, but also – and even more 
decisively – into the past. trust, according to endress, is grounded in constellations 
of intimacy; it is a mode of negotiating between past and future for purposes of ori-
entation in the present (endress 2001: 174f). mariam’s use of badenya automatically 
invokes this intimacy, reflecting a high degree of casual and unquestioning confidence.

this understanding of trust, as used in the preceding paragraphs, is oriented 
towards safety rather than risk. in the context of hiV disclosure in Bamako it seems 
appropriate to speak of ‘embedded trust’ – trust that is embedded not only in intimacy, 
characterized by a feeling of equality and emotional closeness, but also in the readi-
ness to give material support.

the next time i meet mariam, she has separated from her husband. She seems 
very much relieved. Since it is her husband who is viewed as the guilty party in the 
breakup – due to his six previous divorces – she says that her name has not suffered 
any harm. at any rate, one positive effect of her brief marriage intermezzo is that she 
is now regarded as ‘disappointed by life’, which means that she is not expected to 
remarry within the next five years or so; at least this is her guess. She plans to use this 
newfound time to further pursue her professional education.

Disclosure and respect: Presenting gifts to the family

there was a time when aidS was not yet perceived as a real threat but rather as some-
thing only present in the media. amy still vividly remembers how people used to tease 
each other about having the disease: “eh! you have aidS, hey! No, it’s you who has 
aidS!” even at that time, however, she had forebodings that sooner or later the virus 
would be discovered in her blood, too. today, she can hardly imagine having such a 
naïve and careless manner of dealing with the disease. in 2004, when we talk to each 
other for the first time in the consultation room of ceSac, amy is receiving the new 
arV therapies but does not yet trust their efficacy. after all, she is still haunted by 
recent experiences and thoughts of dying lonely and miserably.

amy tells me that after her marriage ended she returned to the place where she had 
grown up; she lives there with her 15-year old daughter, her mother, and her two sis-
ters, in the cramped conditions of a compound inhabited by several families. She has 
fallen ill over and over again; deciding to undergo a hiV test, she informs her mother 
of this plan. her mother wants nothing to do with it, and never asks about the outcome 
of the test. amy interprets her mother’s behaviour as a request to keep silent about the 
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diagnosis, and she complies with that request. But despite the many treatments there 
is no sign of recovery – to the contrary, symptoms typical of aidS become more and 
more evident. her friends begin to shun and withdraw from her, and insulting remarks 
are made in amy’s presence. Soon, even her sisters begin to avoid her and openly hurl 
abuse at her, calling her a sidéenne (a person with aidS). when even her daughter 
refuses to bring a cup of water to her bedside, amy is so deeply hurt that she no longer 
wants to have her around and sends her to live with her father.

Given these experiences, amy has little hope that things will improve – people do 
not think much of her. amy desperately yearns for a new beginning, somehow. But 
how can this be accomplished? after all, she thinks, everyone knows that she is sick 
with aidS. She says that marriage would definitely be the best solution, all the more 
so because it would ease her family’s financial burden. But finding a suitor after all her 
illnesses is absolutely unrealistic, she thinks.

half a year later, i encounter a completely changed amy – stylishly dressed, full 
of zest, and involved in new projects. She tells me that her soul has recovered (n’ka 
kènè n’ni na) and that her principal focus is now on earning money: “i want to work 
to look after my family.” amy is using her disease as a source of income: she has 
become a member of a self-help group for hiV-positive people, and has a side job as 
a receptionist at ceSac. through these connections, she is always one of the first to 
learn about activities and financial opportunities, and she gets a regular, modest fee 
for participating in awareness-raising events (témoignages), where she talks about her 
own infection. however, she sees to it that these témoignages are scheduled only in 
places slightly outside the city – where no one knows her. the income thus earned she 
shares with her family:

the best for me is, first of all, to ensure there is food for my family. this is the most 
urgent need. (…) today, i love to offer gifts to my family. when i am making témoi-
gnages i keep the money i get. (…) i like to buy a kilogram of fish and rice to please my 
whole family. (f, aged 38, 26.1. 2005)

a very lucrative opportunity offers itself on the occasion of world aidS day. amy 
participates in the miss aidS contest, which is broadcast live by malian television. 
of course, this public appearance piques curiosity among people in her local com-
munity, given the fact that she outs herself as hiV-positive and thus adds fuel to old 
suspicions. however, amy cleverly takes refuge in her role as a ceSac staff member, 
saying that her confessions have been purely professional. this makes her fit in with 
the general image of the aidS sector, widely viewed as a lucrative market due to the 
enormous donations it receives and the daily media coverage thereof. the malian 
audience tends to view témoignages as similar to commercials – staged clips with 
certain show qualities that have nothing to do with the prevalent image of emaciated 
people, sick with aidS. against this backdrop, people find it plausible that amy is 
shrewdly using her talent as an actress in return for a good fee.

this risky approach to information management – combining medical confession, 
public denial and private silence – is a challenge in many respects, and only successful 
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under specific circumstances. Family members play a crucial role. amy’s family has 
watched the broadcast as well, yet never lets slip a word about it – not a comment, not 
a question. while amy is quite sure that everyone knows, but respect forbids people 
from explicitly addressing the issue. in the family circle, the disease has the status of a 
secret that is shared but never spoken about, and screened from the outside world (see 
keppler & luckmann 1997: 208). this results in the establishment of a special form 
of family bonding that feeds on amy’s readiness to share her earnings from the aidS 
sector and thus to assume a new level of responsibility, one which resembles that of 
the head of a family. Several publications in the context of hiV/aidS deal with the 
limits of family solidarity and show how rarely seropositive persons can count on the 
support of their loved ones (see attané & ouedraogo 2008). in this case, however, is 
it the infected person herself who, through activities in the aidS field and particularly 
through public confessions, makes a substantial contribution to the livelihood of her 
family.

Besides such financial contributions and information management efforts, specific 
forms of self-representation – the “work on an image intended for the eyes of others,” 
as Goffman (1967) puts it – constitute an indispensable component of amy’s attempts 
to achieve social recognition. in this context, the most important feature is her choice 
of clothing. in the course of my daily presence at ceSac, i am struck by the atten-
tion amy pays to her outward appearance and by the care with which she selects her 
clothing. a freshly ironed ensemble, a well-draped scarf and, most importantly, the 
document folder she always carries with her – all these are supposed to convey the 
impression that she frequents ceSac as an employee and not as a patient. these out-
ward signals add to the image of professional authority that is part of her new identity, 
which is also reflected by the fact that people will sometimes address amy as ‘docteur’.

Some eight months later amy’s ambitions seem to have come true. Not without 
pride, she reports: “i have health, i have money, i have people who love me – today i 
am admired by all.” She says that she can now reap the fruits of her labour. Not only 
has her position in her family stabilized, but her relatives also praise her good deeds 
in the presence of others, with the result that people in her social environment view 
her in a different light and respect towards her has been restored. Social recognition 
may be a public good, but both its foundation and the seed for its disintegration rest 
within the family. while hiV/aidS scholarship usually portrays family members as 
victims because they are affected by the same stigma as the sick person, from the 
view of infected persons, family members occupy a position of considerable power.6 
their testimonies are considered reliable, first-hand information; now that the disease 
has largely been rendered invisible, the statements of family members have come to 
replace the signs formerly associated with aidS. they have the power to confirm or 
invalidate suspicions that circulate, as well as to start new rumours.

to know something without talking, to guess without asking – this ambiguous 
way of information management is an alternative to both personal disclosure and con-
scious concealment. one of my informants, a man whose family also suspects his 
diagnosis without being informed about it expressis verbis, told me it is not worth 
the trouble of openly addressing something that only brings shame and jeopardizes 
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the respect between the family members. words merely trivialize his disease, he said, 
because they make it appear banal and unexceptional (m, aged 42, 4.1.2008). the 
appropriation of intermediate spaces, located beyond unambiguous statements, gives 
hiV positive persons important room for manoeuvre. leaving things fluid and float-
ing, such spaces serve the reconstruction of a positive social identity, and thus the 
establishment and regaining of respect.

amy herself attributes her success mainly to financial resources: “money is every-
thing. it’s because of money that amy has become today’s amy.” and she adds:

you know when you have nothing in life, people won’t love you. (…) it’s a question of 
position, when you have no means, the reactions to you are different compared to when 
you are in a good position, certainly financially. they consider everything you say and 
it’s unthinkable to push you aside. (24.8. 2005)

amy’s story illustrates one of the fundamental principles of Bourdieu’s (1983) theory 
on capital transformation: by means of economic capital she was able to strengthen, 
or rather regain, first her social and then her symbolic capital. Still, it would not be 
fair to reduce the success of her navigations to her financial achievements alone. 
rather, her case illustrates the successful combination of various tactics that mutually 
complement and support each other – the payment of contributions, aspirational self-
presentation, and flexible information management – that together helped amy regain 
respect, though maybe not her name.

Navigating disclosure in the search for honour and respect

the long-term character of the present study elucidates the processual character of 
disclosure in its different, often ambiguous forms. i argue that people who are con-
fronted with the question of how to speak about their illness do not orient themselves 
by the restrictive logic of ‘either/or’, but by that of ‘both/and’. thus, they open up a 
space between the dichotomy in such a way that the boundaries between what is said 
and what is concealed became blurred and fluid. while most scholarship focuses on 
disclosure as a discrete act that either exposes or silences (e.g., klitzman et al. 2004; 
maman et al. 2009; Salami et al. 2011), a process-oriented approach reveals many 
more variants along the continuum between these two poles, and highlights the impor-
tance of a context-sensitive perspective. People living with hiV choose various ways 
of talking about their disease, depending on suspicions that may already be circulat-
ing, the resources at their disposal and their position in the family. they navigate, si-
multaneously and in succession, different forms of disclosure, according to the setting 
and the people being addressed. in so doing, they find a broader space for agency and 
greater flexibility in their pursuit of social recognition.

amy, for example, combines private silence, medical disclosure and public denial 
in parallel, winning the support of her family and regaining, if not her name, so at least 
the respect she had lost. to be sure, this heterogeneous management of information is 
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not in accordance with the usual expectations of those involved in health care politics 
when it comes to aidS activists’ public confessions. however, it draws attention to a 
most relevant aspect of disclosing processes: the primary concern of being considered 
a respectable person within the community.

due to the far-reaching, socially disgraceful consequences of disclosure, ‘gaining 
a confidant’ holds its own challenges. this process is accompanied by various stages 
of doubting, pondering and studying, whereby a specific type of trust is of paramount 
importance because of its potential to ensure the integrity of one’s name. mariam said 
that in such uncertain matters it is best to first make sure that the ground is solid before 
you actually step on it. it is thus not blind trust that is at work here rather, this careful 
trust, as it is described by people living with hiV, is characterized by its association 
with protection and control. it is in this sense that i use the term ‘embedded trust’ to 
signify a kind of trust that not only embraces reflective as well as affective aspects, but 
also is fortified by associations of a material and institutional nature.

Since the beginning of the epidemic, it has become well understood that aidS acts as 
a “revealer of the social” (desclaux 2003: 4). in the context of disclosure, however, 
the social is not simply revealed – it first and foremost manifests its own intrinsic 
power. decisions to confide in someone are positioned between conflicting expecta-
tions and priorities, alongside social necessities, as well as epidemiological, medical, 
and legal admonitions. as has become apparent in the statements and the practices of 
people living with hiV in Bamako, the issue of whether, when, how and to whom to 
talk about the disease is primarily guided by social criteria, and particularly by the 
desire to maintain honour and respect.

while several studies cursorily touch on this intimate link between disclosure and 
social recognition (e.g., Gilbert & walker 2009; king et al. 2008; le Palec 1994; 
Vuarin 1999), only a small number of contributions focus on this issue. one of these, a 
study conducted by mfecane (2012) in a rural environment in South africa, describes 
men’s experiences of publicly disclosing their hiV status, and how this act enabled 
them not only to restore their masculinity but also to regain respect. this contribution, 
based on research in a context with a high prevalence of hiV, argues that disclosure 
has become much easier thanks to the new therapies and may even be a source of 
social respect. But it is certainly difficult to compare his findings with the situation 
in a low-prevalence country as mali. more applicable are the findings from moyer’s 
(2012) research in Zanzibar, where prevalence is low, which give precious insights and 
paint quite another image. moyer finds, however, that respect in Zanzibar is ensured 
by not mentioning the disease in everyday conversations and even by conscious acts 
of non-disclosure. in her case study of a young couple who are aidS activists, moyer 
elucidates how keeping silent can be a way to demonstrate respect as well as preserve 
individual and family honour. this form of ‘respectful silence’ is displayed both by 
the person living with hiV as well as their friends and closer acquaintances. the 
silence engendered by access to arVs creates space for another important shift: the 
hiV-positive individual can abandon his/her role as a sick person, and focus instead 
on pursuing a ‘normal’ life in accordance with the local sense of honour.
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in his seminal work about honour in african history, iliffe (2005: 360ff) argues 
that the spread of aidS on the african continent as well as the local reactions to 
it can only be understood through notions of honour. the vigorousness of honour 
cultures in africa, iliffe explains, obstructed the application of preventive measures 
and behavioural change. with this contribution, i offer an initial exploration in the 
local understanding of honour and respect as it is addressed in the context of hiV in 
Bamako, mali. the study demonstrates that one’s name – rooted in the islamic con-
cept of adamadenya – depends entirely on the perceptions and the words of others and 
can be eroded through multiple stages of suspicion and accusation. while a person’s 
spoilt name can rarely be restored, respect, as a form of social recognition, is directly 
perceptible in every interaction, and can be reconstituted through appropriate arrange-
ments. in this process family members play a key role. without their assistance it 
seems nearly impossible to be appreciated as a honourable and respectable person in 
the eyes of the community. But as long as someone is not able to contribute to the fam-
ily’s livelihood, he/she will find it hard to be respected; there is an intimate connection 
between being, giving and belonging (chabal 2009: 43f). older informants express 
regret that, in modern urban communities, honour is increasingly shaped by financial 
means. on the other hand, as illustrated by the two examples of mariam and amy, 
an urban environment can also make it possible for people to procuring the resources 
needed to appear as a honourable person. without the earnings from the aidS sector, 
through regular employment or témoignages payments, it would be more difficult or 
even impossible for either of these women to gain social recognition.

last but not least, a legitimate question arises as to how aidS work can profit from 
the insights presented in this essay. even though my research is based on case studies 
and thus does not permit universally valid statements, it clearly shows the importance 
people place on remaining socially accepted in the context of disclosing processes. if 
we gain a differentiated understanding of local forms of recognition and their underly-
ing criteria, we become more aware of social complexities, particularly with regard to 
the specific dilemmas faced by people living with hiV. while it may not be possible to 
transpose the present findings into immediate action, they can still inform future pub-
lic health programmes with a basis for deeper understanding and further reflections.

Notes

Noemi Steuer, currently conducting a research project at centre for african Studies Basel 
(ZaSB), holds a Phd in social anthropology from the university of Basel, Switzerland. her 
main research interests concern medical anthropology, urban anthropology, uncertainty and 
Social resilience. the author thanks all the study participants for their trust and their willing-
ness to share their experiences. Special thanks go to the directors and the staff of ceSac 
Bamako; without their assistance and enduring support this research could never be carried 
out. equally important during fieldwork were inspiring and insightful discussions with the co-
researchers alou dembele (may his soul rest in peace) and lalla coulibaly. heartfelt thanks 
to them! Finally, i am also grateful to two very helpful anonymous reviewers and to erin mar-
tineau for editing the text. correspondence address: Noemi.Steuer@unibas.ch.



mediSche aNtroPoloGie 24 (2) 2012 283

1 For reasons of confidentiality, all names used in this contribution are pseudonyms.
2 kwansa, in his forthcoming doctoral dissertation about the management of hiV/aidS in 

two Ghanaian communities, uses the metaphor of ‘selling’ for disclosing one’s hiV status. 
quoting a proverb, “only when you sell your sickness, you will get medicine,” he describes 
how people with hiV manoeuvre ‘selling’ their disease in different ways and to different 
degrees to get the best result for themselves without jeopardising their good name (kwansa 
2012).

3 Some contributions, arguing from the perspective of public health, point to the fact that 
reactions to disclosure are in many cases much more positive than anticipated (see maman 
et al. 2003; medley et al. 2004).

4 to facilitate openness between patients and their sexual partners, attending physicians vol-
unteer to remain silent about their patients’ hiV status, and offer to administer the test as if 
for the first time. By doing so, they take the responsibility for announcing the results, and 
are able to explain options of treatment and – most importantly – non-sexual ways of disease 
transmission, which helps to mitigate attributions of guilt.

5 as is explained by Bird and kendall (1980: 14f), the dialectical tension between individual 
and group is expressed by means of the intersection of the two axes of fadenya and badenya. 
Fadenya (the unit of children begotten to the same father) refers to the axis of individual 
fulfilment and is associated with socially centrifugal forces, such as envy, jealousy and com-
petition, while badenya (the unit of children born to the same mother) represents centripetal 
forces, such as solidarity, safety and trust that establish ties between the individual and the 
group.

6 this type of stigma transfer is discussed by Goffman (1963: 43, 64) from the perspective 
of ‘togetherness’ (courtesy stigma). in more recent literature, particularly in the context of 
hiV/aidS, it is referred to as ‘secondary stigma’ (Brown et al. 2003: 51) or ‘family stigma’ 
(kittikorn et al. 2006: 1292).
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