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ABSTRACT

This article views the organization of the fight against HIV/AIDS in Ethiopia as the 
complex result of the interplay between government strategies and the efforts of affected 
people themselves to face their condition by seeking care and support. Focusing on 
the formation of the associations of people living with HIV/AIDS in Addis Ababa and 
Gondär, I show that the fight against the disease involves both a personal battle and the 
collective mobilization of HIV-positive people to rally around their afflictions as a mode 
of self-empowerment, public education, and the socialization of risks. In particular, 
I analyze the continuities and discontinuities in terms of mutual help association 
members, the self-confession of HIV/AIDS, and traditional forms of solidarity and other 
forms of public expression with regard to sexually transmittable diseases, like syphilis, 
that are attested to in historical sources.
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Introduction

When associated with the terms “epidemic” and “disease,” the word “fight” 
brings to mind public hygiene measures, various forms of coercion and vac-
cination campaigns in which medical expertise is subordinated to political 
decisions, and the restriction of individual freedoms by public powers. In 
this regard, the fight against HIV/AIDS has constituted an “exception,” to 
quote one of the most controversial and widely used words describing the 
disease and the reactions it has spawned. However, despite the plurality of 
meanings attributed to this exceptionalism and the criticism it has given 
rise to among scholars, physicians, and policymakers, what has incontest-
ably distinguished the struggle against HIV/AIDS from battles against other 
epidemics has been its inclusion within the struggle for human rights1 and 
“the massive global intervention into health in the developing world” that 
it has triggered.2

In this article, I attempt to reconstruct the first stages of the organiza-
tion of the fight against HIV/AIDS in Ethiopia. I analyze the early forms of 
intervention and legitimization that allowed language and modes of action 
produced in the industrialized democracies of the North to shape the fight 
against the epidemic in Ethiopia as a personal battle and a social mobiliza-
tion of affected people. These forms of intervention were later promoted 
by international agencies. In particular, I examine the formation of two 
associations of people living with HIV/AIDS3 in Addis Ababa at the end of 
the 1990s, Mäqdəm and Täsfa Goh, or “Pioneers” and “Dawn of Hope,” and 
one established in Gondär in 2003, Fəreḥəywät Maḫbär, or “Association of 
the Fruit of Life.” Each was the result of complex and specific mechanisms 
through which HIV-positive people seeking care and support rallied around 
their afflictions, thereby socializing their condition. These HIV-positive 
people gradually emerged as actors in the struggle against HIV/AIDS 
through pedagogic acts that aimed to teach language and techniques that 
had been promoted globally by organizations ranging from the World 
Health Organization (WHO) and the Joint United Nations Programs on 
HIV/AIDS (UNAIDS) to governmental and nongovernmental organizations 
(NGOs), the Ethiopian state, and other associations of people living with 
HIV/AIDS already present in African countries. The main goals of Mäqdəm, 
Täsfa Goh, and Fəreḥəywät Maḫbär were (1), the care and support of af-
fected people, orphans, and children born to HIV-positive parents; and (2), 
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the creation of sensitization and information campaigns about the disease. 
The involvement of people afflicted by HIV/AIDS in these campaigns was 
essentially based on practices adopted in the countries of the North: self-
confession (məsəkkər) of individual experiences of the illness; and taking 
responsibility for the disclosure of HIV-positive status in order to protect 
others from the transmission of the infection. In fact, since the mid-1990s, 
international agencies concerned with the social denial of the epidemic in 
some countries of sub-Saharan Africa have focused on giving a human face 
to HIV/AIDS by promoting the “coming out” of affected people.4 Should 
we consider these strategies an imposition from above? Should we view 
the formation of associations of people living with HIV/AIDS in Ethiopia 
as simply the result of the implementation of global strategies for fighting 
HIV/AIDS? Was the creation of the public sphere of HIV/AIDS in Ethiopia 
dominated by the “discourse”5 of the global fight against the epidemic, as 
it has been characterized in West Africa by Vinh-Kim Nguyen?6

I will argue that far from being a consequence of a passive reception 
by Ethiopian society, the eventual supremacy of this “discourse” was the 
outcome of complex power relations between the Ethiopian state, civic 
and humanitarian organizations, religious congregations, society, and what 
Jean-François Bayart calls the “rest of the world.”7 The progressive introduc-
tion of language and modes of action taken from the global fight against 
HIV/AIDS into the Ethiopian epidemic context was achieved through a 
process of appropriation and legitimization, in which techniques aimed 
at guiding the conduct8 of people afflicted by HIV/AIDS progressively 
produced new forms of self-expression and solidarity.

I begin by illustrating the role and the strategies of the Ethiopian state 
in the first responses to HIV/AIDS, which took place between the last 
years of the Därg socialist dictatorship and the official establishment of 
the Federal Democratic Republic of Ethiopia (FDRE) in 1995. In fact, as in 
most sub-Saharan African countries, public actions against HIV/AIDS in 
Ethiopia arose from external solicitations addressed to the Ethiopian state 
and local and international organizations operating in the country by WHO 
and UNAIDS.9 Building on official documents and interviews conducted 
between November 2007 and September 2010 with leaders in the fight 
against HIV/AIDS, social and health workers, and affected people, I then 
attempt to reconstruct the dynamics and intermediation between the state, 
local and international NGOs, and religious congregations that reproduced 
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the model of the fight against the epidemic promoted by global institutions. 
Taking into consideration the results of ethnographic surveys carried out 
among associations of people living with HIV/AIDS in Addis Ababa and 
Gondär makes it possible to delineate the actual dynamics of their creation. 
Finally, I explore the tension between the forms of solidarity introduced 
by associations of people living with HIV/AIDS and those of local mutual 
help associations. Interviews with founding members of Mäqdəm stress 
their initial attempts to recreate a particular type of Ethiopian religious 
association, and members of Fəreḥəywät Maḫbär formed their own əddər, 
a kind of local self-help association, in 2003 to provide mutual aid in burial 
matters. I also analyze the relationship between power and knowledge 
underlying the activity of public testimony on HIV-positive status by 
looking at the practice of self-confession connected to other diseases. 
In fact, several historical sources attest to the fact that venereal diseases 
such as syphilis have been made known by affected persons to friends and 
neighbors in Ethiopia since the nineteenth century.

The Ethiopian State and the HIV/AIDS Situation: 
From the Därg to the FDRE

The first HIV infections in Ethiopia were identified in samples of sera 
stored in 1984, and the first AIDS cases were reported in 1986 in the Yekatit 
XII Hospital in Addis Ababa.10 In 1985, following WHO directives aimed 
at collecting statistical data and information on the spread of HIV/AIDS 
in Southern countries, the Ethiopian government established an AIDS 
task force within the Ministry of Health. A laboratory for HIV testing was 
established at the National Health Centre of Addis Ababa. In 1987, Ethiopia 
was one of the first countries in the South to establish a National AIDS 
Control Program (NACP) in accordance with the strategies recommended 
by the World Health Organization Global Program on AIDS (GPA-WHO). 
Its executive body, which is the fairly large Department of AIDS Control 
(DAC), engaged in the drafting of two plans, one for short- and one for 
medium-term HIV/AIDS prevention and control, with the emphasis placed 
on information, education, and communications (IEC), the promotion 
of condom use, surveillance, patient care, and the expansion of HIV 
screening laboratories in various health institutions. These two plans 
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were implemented in 1987 and 1996, respectively.11 Between 1985 and 
1987, the AIDS task force used the Ministry of Health’s monitoring unit for 
communicable diseases for data collection. Data on the prevalence of HIV 
were collected in very small population samples, and with the exception 
of a study conducted on 5,265 military recruits throughout the country,12 
epidemiological information was available exclusively for Addis Ababa. 
Indeed, during this period, most HIV testing was performed on sera stored 
to control other diseases. It was only from 1988 that sentinel sites were 
established in antenatal care services13 and epidemiological investigations 
were conducted by voluntary testing of high-risk groups (sex workers, truck 
drivers, and soldiers), based on recommendations from the GPA-WHO. 
Mobile teams were organized to collect data at various sites around the 
country. Between 1989 and 1990, epidemiological surveys were conducted 
among sex workers in 24 urban centers, including Addis Ababa, and truck 
drivers in the towns situated along the main commercial arteries of the 
country, such as Dässe, Nazareth, Mäqalle, Bahər Dar, and Gondär. The 
results of these investigations showed an alarming spread of HIV/AIDS, 
with an estimated incidence among truck drivers of 13 percent14 and among 
sex workers from 14.7 percent in Gondär to 38.1 percent in Dässe.15 Based on 
these results, estimates were made of the number of people living with HIV 
and AIDS. These epidemic surveillance programs motivated government, 
health care providers, nongovernmental and international organizations, 
and donors to invest in the fight against HIV/AIDS.16 In 1989, the Ministry 
of Health (MOH) drafted a four-point policy statement on AIDS prevention, 
and the first draft of a national policy was created in 1991, although it was 
not approved until 1998, three years after the establishment of the Federal 
Democratic Republic of Ethiopia. An ELISA HIV test and HIV check were 
being made available in the Addis Ababa hospitals and other hospitals in 
the country by the late 1980s. But there is very little reliable information 
on its effective utilization or on the methods of communication of the 
results to the patients. Indeed, according to the testimony of the many 
Ethiopians I interviewed and the recollections of researchers who were in 
the country during the Därg era, AIDS was an event surrounded by silence, 
an unspoken fact between patients and physicians. For most people, it 
remained a poorly understood disease.

The readiness and openness of the Därg to follow the WHO directives 
on HIV/AIDS—while the majority of sub-Saharan countries were denying 
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the existence of the disease in their territories as late as 1987—corresponds 
to its commitment to improve the health system and the state of health 
of the population.18 The Därg was well-aligned, at least formally, with 
the global health policies of WHO, which had promoted a health system 
based on primary health care since the 1978 conference in Alma-Ata. 
Thus before the emergence of HIV/AIDS, and in accordance with the 
National Revolutionary Program of 1976, the regime adopted the Alma-Ata 
Declaration, “Health for All from the Year 2000.” Nonetheless, despite the 
Därg’s declared willingness to strengthen community participation in the 
management of collective health, develop health centers in rural areas, and 

Figure 1. Distribution of HIV-1 Screening Laboratories in Ethiopia, August 1990.17
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prevent common diseases, the ambitious objectives of this health policy 
were not fulfilled.19 At the end of the 1980s, a weak health care system 
infrastructure and low government spending on health issues induced the 
Ministry of Health to address the spread of the emerging disease by bring-
ing together actors such as religious congregations and other humanitarian 
organizations that were already operating in the country. This involvement 
was extensively promoted after the fall of the socialist dictatorship. In 
addition, in the second half of the 1990s, in the context of the broader 
process of the transformation of international health policies, WHO found 
its dominant role as the leader in international health challenged by the 
emergence of what was then called “global health,” a new set of power 
alliances between the World Bank, NGOs, and other UN agencies.20 In 
Ethiopia, the years before the launching of the HIV/AIDS policy in 1998 
were characterized by the beginning of interventions by a number of local 
and international nongovernmental organizations and donors in the field 
of management of the epidemic. These increased dramatically in the 
second half of the 1990s.21

In 2000, the National AIDS Prevention and Control Council was 
established, with a commitment to implement the Strategic Framework 
for the National Response to HIV/AIDS in Ethiopia for 2000‒2004. The 
Council—which is chaired by the president of Ethiopia and comprises 
members from government, NGOs, religious bodies, and civil society—de-
clared HIV/AIDS a national emergency. This new attempt to address the 
HIV/AIDS situation was characterized by what is called a “multi-sectoral 
approach.” Once it had been released from the exclusive responsibility of 
the Ministry of Health, HIV/AIDS was recognized to be a major develop-
ment issue connected to the economy of the country and society at large 
due to its impact on human resources. Sectors ranging from education to 
agriculture and numerous other stakeholders were thus involved in the 
various strategies for fighting HIV/AIDS. While the implementation of this 
model for managing the epidemic was facilitated both by the democratiza-
tion process that had been underway in the country since 1991 and by 
changes in global policies,22 the strategies adopted during the Därg and the 
FDRE eras reflect a long history of the management of disease, poverty, and 
other social issues through actions by local and international humanitarian 
organizations, religious congregations, and local churches,23 which were 
not free from a certain ambivalence connected to their spiritual work.24
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Accounts gathered from aid personnel and affected people who took 
part in the earliest phase of the organization of the fight against HIV/AIDS 
show that the initial involvement of churches and faith-based organizations 
focused mainly on the provision of spiritual and social services for affected 
people, and only to a lesser extent on the promotion of their public confes-
sions on HIV/AIDS. The Ethiopian Orthodox Täwahdo Church (EOTC)25, 
the oldest and largest church in the country, and more particularly the 
faith-based organization linked to it, the Ethiopian Orthodox Täwahdo 
Church Development and Inter-Church Aid Commission (EOTC-DICAC), 
was distinguished by its prominent role in the fight against HIV/AIDS, 
though its interventions were weakly structured and coordinated until 
2001.26 Its earliest involvement (together with other religious congrega-
tions) in the national response to the spread of HIV/AIDS dates back to 
the end of the 1980s. The outcome of the second National Conference 
on HIV/AIDS, held in Addis Ababa in 1989 under the sponsorship of the 
Ministry of Health, was a commitment on the part of a number of NGOs 
and church agencies to develop a community social support program to 
focus assistance on people affected by HIV/AIDS and their families and 
communities.27 By early 1990, six religious congregations (the Ethiopian 
Orthodox Täwahdo Church, the Ethiopian Catholic Church, the Ethiopian 
Islamic Supreme Council, the Kale Hiwot Church, the Ethiopian Evan-
gelical Church Mekane Yesus, and the Seventh-Day Adventist Church) 
and three international nongovernmental organizations (World Vision 
International Ethiopia, Radda Barnen, and Save the Children) that were 
already operating in the social and health sectors joined with the Ministry 
of Health to create the Organization for Social Service for AIDS (OSSA), 
the first Ethiopian nongovernmental organization devoted to fighting the 
epidemic.

In September 2010, I interviewed the program manager of the OSSA 
branch in Addis Ababa. Ibrahim is a clinical psychologist who during the 
Därg era worked in the Ministry of Health’s Department of AIDS Control as 
a counselor. When asked about the establishment of OSSA,28 Ibrahim first 
noted that the emergence of HIV/AIDS in Ethiopia had been surrounded 
by news and directives for action coming from abroad:

At that time, the news of a new disease had reached its peak, so the 
people were very shocked and didn’t know what to do: they didn’t 
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know what HIV/AIDS was and we were just getting information from 
abroad. For the Ministry, HIV/AIDS was a health problem without a 
cure or preventive vaccination. In 1989, a national conference was held, 
organized by the minister of health, who briefed the audience about 
this new disease with no cure or preventive vaccination, but he also 
said that the disease could be prevented by educating people to protect 
themselves from infection. So, we said, “OK. What can we do?” It needed a 
sensitization program with an organized body that was able to reach the 
public. At that time, there were no organized bodies apart from religious 
organizations; they were the only ones able to reach the population at 
a grassroots level. So when they came to the forefront, they said that 
an organization should be established outside the government. Three 
international humanitarian organizations, Save the Children UK, Save 
the Children of Sweden, and another (German) nongovernmental orga-
nization, took part in the establishment of OSSA under the supervision of 
the Ministry of Health, where there was an HIV/AIDS section supported 
by the WHO. Information was coming from there, but at that time they 
did not understand that HIV/AIDS was not only a health problem, but a 
social and economic problem as well. In 1989, OSSA was not functional 
yet. It did not have an office or personnel. Only one person who used to 
work at the Ministry of Health took the initiative to lead the organization, 
which had its temporary headquarters in a warehouse. After drafting 
short, medium and long term projects, OSSA became functional in 1990.29

One year after the fall of the Därg, the Medical Missionaries of Mary 
(MMM), a humanitarian organization that had been present in Ethiopia 
since 1962, followed a similar dynamic through its involvement in the care 
and support of HIV-positive patients and the first volunteer counseling for 
HIV testing. In September 2010, I interviewed Berahneh, an Ethiopian nurse 
who had worked for this organization since the 1980s30. When asked about 
the involvement of MMM in the fight against the epidemic, she described 
the history of HIV policies after the fall of the Därg in this way:

In 1992, the Ethiopian government issued an official call for NGOs and 
faith-based organizations to participate in the fight against HIV/AIDS. 
Back then, MMM was one of the first to respond to this call. Actually, some 
of the nuns would have liked to have done something for HIV patients 
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before the government’s call, but HIV/AIDS had been thought of for some 
time as a homosexuals’ disease which did not concern our country.31

In their statements, Ibrahim and Berahneh stress that participation in the 
fight against the epidemic by religious congregations and nongovernmental 
organizations was a tangible consequence of their being asked to do so by 
what they identified as the “Ethiopian state,” regardless of the change in 
the political form of government. They also stressed the extent to which 
information about the disease—which in the 1980s had been termed “the 
Gay Cancer”—and action strategies based on the concept of HIV/AIDS as 
a health problem, which came from both Northern countries and WHO, 
conditioned their own understanding of the Ethiopian HIV/AIDS situation 
as well as their capacity for establishing initiatives.

In fact, the history of the organization of the fight against HIV/AIDS 
during the period of the Transitional Government of Ethiopia (1991‒95) 
remains little known due to a lack of documentation. In the early 1990s, the 
incidence of HIV increased from 1.6 percent to 4.4 percent,32 but the govern-
ment, which issued its public health policy in 1993, framed the response to 
the spread of HIV/AIDS five years later. Berahneh’s account suggests that 
in the early 1990s, the Department of AIDS Control, which was under the 
aegis of the Ministry of Health, continued to solicit interventions by other 
actors in the management of the epidemic. Furthermore, in 1992 a team of 
HIV/AIDS researchers from Amsterdam was invited to work in partnership 
with Ethiopian researchers to pursue HIV vaccine research in Ethiopia 
and to support the national health authorities that were fighting the HIV 
epidemic there. As the authors of “Development of Research Capability 
in Ethiopia: The Ethio-Netherlands HIV/AIDS Research Project (ENARP), 
1994‒2002” state:

The overall goal was to develop research capacity at the Ethiopian Health 
and Nutrition Research Institute (EHNRI) by improving facilities, training 
technical and academic personnel at the Ph.D., M.Sc., and M.P.H. levels, 
establishing cohort studies to study HIV infection progression, and help-
ing the government to implement a national HIV surveillance program.33

However, owing to the major social and political changes that took place in 
the country in the early 1990s, the HIV/AIDS program under the Ministry 
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of Health eventually collapsed,34 while a number of other actors, interna-
tional donors, and local and international nongovernmental organizations 
progressively mobilized in the fight against HIV/AIDS.35

The formation of the first two associations of people living with HIV/
AIDS in Addis Ababa at the end of the 1990s was closely linked to the 
actions and activities of OSSA and MMM, and corresponded with the 
orientation and directives for the fight against HIV/AIDS that had been 
suggested by UNAIDS. In 1994, the World Summit on AIDS, held in Paris, 
ratified an initiative to involve people living with HIV in the fight against 
AIDS (Greater Involvement of People with AIDS, or GIPA).36 GIPA was 
followed by the establishment of UNAIDS in 1995 and the introduction of 
highly active antiretroviral therapy (HAART) in 1996, although medica-
tions for HIV-positive people were unavailable to the majority of African 
countries until 2003. GIPA became the official policy for donors who were 
promoting various prevention, care, and support programs, and particularly 
the creation of associations of people living with HIV/AIDS.

After the establishment of Mäqdəm and Täsfa Goh in Ethiopia, the 
mobilization of people living with HIV expanded within the fitful evolu-
tion of the national framework of HIV-fighting strategies. The NGOs and 
associations that emerged from multiple echelons of society and others 
already operating in other sectors became progressively involved with the 
cooperation of governmental entities like the HIV/AIDS Prevention Con-
trol Office (HAPCO), while the implementation of access to antiretroviral 
treatment was crucial for strengthening the public visibility of affected 
individuals and their participation in the management of the epidemic. 
In 2004, the formation of associations was officially promoted throughout 
Ethiopia by the Ethiopian Strategic Plan for Intensifying Multi-Sectoral 
HIV/AIDS Response (2004‒2008).37 Before examining the actual dynamics 
of the constitution of Täsfa Goh and Mäqdəm, we should underline that 
these two associations were established a few years after the fall of the 
Därg. The change of regime also coincided with a situation of increased 
vulnerability of the population, which the AIDS epidemic exacerbated.38 
In addition to having a direct impact on the populations involved, the 
outbreak of hostilities with Eritrea and Tigray in 1974 and the Somali inva-
sion of the Ogaden in 1977 obliged the Därg to undertake major spending 
on security at the expense of the health and social sectors. The famine 
of 1984‒85 (only ten years after the fall of Ḫaylä Śellasé’s empire), the 
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regime’s policies of forced displacement from the North to the lowlands, 
and its grouping of people in villages to achieve a Soviet-style system of 
collective farms prompted opposition guerrilla movements and escalated 
food shortages and the state of vulnerability of the population. This social 
and political context undoubtedly contributed to the mobilization of 
people in Addis Ababa living with HIV/AIDS, who mainly consisted of 
poor patients.

Täsfa Goh: “Speaking Out” Publicly and from Below 
about HIV/AIDS

Täsfa Goh was founded in Addis Ababa in 1998 by a group of 11 people 
living with HIV, of whom six were women and five were men, and it was 
legally recognized in 1999 by the Ministry of Justice and allowed to operate 
at a national level as an association of people living with HIV. At present 
(2014), the association operates in Addis Ababa, Nazret, Däbrä Zäyt, Däbrä 
Berhan, Awasa, Šašämane, Dilla, Harär, Bahər Dar, and Humära, and it has 
over 10,000 members.39 Through an interview with Mulugeta, the chairman 
of Täsfa Goh and the only founding member of this group who is still alive, 
I managed to reconstruct the dynamics of this first gathering of affected 
people and the formation of the association. I met Mulugeta40 in March 
2009 in the headquarters of the association in Addis Ababa. Mulugeta is 
a widower with no children, and he was 33 years old in 2009. He was a 
football player during the Därg period, and it was his wife, a cashier in a 
hotel near Addis Ababa, who provided for them after the fall of the socialist 
dictatorship. They took an HIV test in 1991 because Mulugeta’s wife was 
seriously ill, and they tested positive. The diagnosis saddened them deeply. 
They felt helpless but could find solace in their Christian faith. Due to 
the early involvement of the Ethiopian Orthodox Täwahdo Church in the 
formation of OSSA, they were directed by their spiritual father toward this 
local organization based in Addis-Ababa. During our interview, Mulugeta 
said the following:

After we discovered that we were ill with HIV/AIDS, we turned to the 
Church for comfort. For a certain time we did not tell the priest anything 
about our status. We used to go to church just to pray and attend mass. 
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But when we talked to the priest about our disease and our worries, he 
told us about the HIV programs in the Church, and he invited me and my 
wife to give public testimony to advocate for people with HIV and inform 
society. At that time, I did not have a job, and my wife was working as 
a cashier in a big hotel, and we lived off her salary. But she used to fall 
ill, so the priest told us about the existence of OSSA in Addis Ababa. So 
on the priest’s advice, we moved to Addis Ababa and started working as 
counselors for OSSA.41

Mulugeta and his wife participated in the establishment of Täsfa Goh: as 
he explains, “A professional worker in OSSA suggested that we establish the 
association. There were 11 of us, and we were all beneficiaries of OSSA.”42 
As Mulugeta told me, three or four of the other five men were soldiers. The 
six women had applied to OSSA because of their social conditions. Some 
of them were widows without income, while others were single mothers 
with dependent children. The association was thus established as a result 
of a suggestion made by OSSA to its beneficiaries.

Täsfa Goh’s inauguration43 in May 1999 was highly significant for 
the wide range of actors that promoted and participated in its establish-
ment and continued to facilitate its development thereafter. During the 
interview, Mulugeta described the inaugural event and the first phase of 
activities of Täsfa Goh:

First of all, we informed society about HIV as a problem that concerned 
the world and was not just a problem for our country. Before the estab-
lishment of the association in this office, there was a very important 
celebration at the Sheraton Hotel. The president of the Republic and 
Abune Paulos were there, as well as the president of UNAIDS, Peter 
Piot. The next day we moved into this office. From 11 we very quickly 
became a hundred members. I, for example, have been to six countries, 
including Kenya, Uganda, and Mali. So the people who hated us finally 
had to admit that we were not bad people, but heroes. The government 
backed us, and people started looking at us differently. Nevertheless, all 
of the first 11 members of the association have passed away except me.44

After highlighting the importance of the role played by the govern-
ment, the churches, and international agencies in the process of forming 
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the association, Mulugeta referred to his personal experiences, revealing 
the complex and ambivalent relations among the parallel “discourses” 
related to the disease: those of the individuals afflicted by HIV/AIDS; that 
of the global fight; and the others produced within Ethiopian society. 
Mulugeta’s testimony allows us to explore in detail both the plurality of 
these discourses and the meaning that he attributes to his involvement. 
In answer to a question I asked on the change in social perceptions and 
opinions, from being considered “bad” to being viewed as “heroes,” he said:

In our society, people who hold good positions, mostly public ones, 
don’t talk about themselves. I mean, even if they were HIV-positive, they 
would not willingly reveal it to society. I gave my testimonies and taught 
subjects such as Positive Living with HIV.45 Many people didn’t believe 
me when I said I was HIV-positive, as I looked very healthy. People used 
to think that HIV-positive people would die immediately, you know? . . . 
When my wife and I talked about our condition to her parents, they told 
her she was not an Ethiopian woman because she had decided to talk 
about shameful things. “Why haven’t you kept it secret? Why have you 
been talking about your situation and spoiling your family’s reputation 
when you could have died in silence, without saying anything? Don’t 
ruin our reputation; just keep your situation secret,” they said. When 
children see someone from abroad, they point at him and they say 
färänǧ.46 At that time, people just used to call us HIV. We used to live in 
rented accommodation—I will only tell you only two things, because it’s 
a very long story. Our neighbors didn’t want their clothes to touch ours, 
and when my wife used to hang out the washing they would put it in the 
garbage can. Also, after we used the latrine they usually put ash around 
it to disinfect it. And let me tell you another thing. I was waiting to give 
my testimony on TV and asked someone to lend me his jacket. He lent 
me his jacket, but when I had finished my testimony and tried to give it 
back to him, he didn’t want it, I think because he was frightened about 
transmission of the virus.47

Mulugeta identifies his own participation in the fight against HIV/
AIDS, and that of his wife, as prompted by a desire for the redemption 
from their own situation, which was not due exclusively to their illness. 
The onset of HIV seems to have exacerbated a situation of economic 
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precariousness and relative marginality, due to the fact that Mulugeta 
had lost his job as a football player and his wife, although she worked 
as a cashier, was often ill. Nevertheless, the reversal of the stigma as-
sociated with HIV/AIDS in his story appears to be the ultimate result 
of an engagement that was initially a cause of discredit, exclusion, and 
marginalization. The attitudes of his neighbors, the reference to the stigma 
associated with affected people who were considered as embodiments of 
HIV/AIDS, the episode of the jacket lent for his TV appearance, and the 
skepticism about the truthfulness of his confessions reveal the plurality 
of the concurrent discourses about the disease as well as the “context of 
radical uncertainty”48 that characterized the situation of the epidemic. 
The early “coming out” of Mulugeta and his wife must be placed within 
this more complex and contradictory HIV/AIDS context. Other interviews 
with people living with HIV, health personnel, social workers, and NGO 
workers involved in the fight against the epidemic have highlighted the 
fact that the emergence of the new illness in Ethiopia was accompanied 
by a wide range of interpretations in society, while in the majority of 
cases,49 much as in other African countries,50 physicians customarily 
glossed over diagnoses of HIV and AIDS. In fact, the absence of effective 
care for affected people prior to the availability of antiretroviral treatment 
contributed toward the obstruction of access to HIV testing, while the 
increasing visibility of AIDS cases accentuated the feeling of helplessness 
experienced by health care personnel and society at large with regard to 
afflicted persons, compounding the fear of contagion. In addition, the first 
information campaigns about the new disease, from the 1980s to the early 
1990s, were characterized by its association with the image of the bone 
of human body or its complete disfigurement.51 These representations 
of AIDS, which people usually referred to by using local terms such as 
amänmən, or “what makes you emaciated,” until the implementation of 
access to antiretroviral treatment, also contributed toward the stigmatiza-
tion of and discrimination against people affected by HIV.

The same reactions that had been historically observed in epidemic 
contexts thus became widespread in Ethiopian society. Affected people 
were perceived as “socially threatening bodies,”52 they were shunned, and 
considered to be guilty of contracting an unknown disease that would 
inevitably lead to their deaths53. If those who were engaged in public 
testimonies about their HIV/AIDS did not exhibit any visible symptoms, 

This work originally appeared in Northeast African Studies, 15:1, 2015, published by Michigan State University Press.



82 n Carolina De Rosis

their health situation was often disbelieved. Other ethnographic observa-
tions that I made between 2007 and 2010 in the city of Gondär showed 
that in certain cases, this skepticism was based on a suspicion that people 
were agreeing to testify about being HIV-positive for the sole purpose of 
obtaining compensations; but I also discovered that for some, engagement 
in public testimonies meant social recognition from the people who were 
advised to take an HIV test when they were ill. All these elements underline 
the ambivalence and instability of the multiple interpretations of HIV and 
AIDS and the treatment of the sick,54 which can only be analyzed within 
concrete frameworks of social interactions, including cases of disclosure 
within the intimate context of relations with friends and relatives. In 
particular, the judgment of Mulugeta’s wife’s family on her decision to 
speak openly about her illness is evidence of a connotation of shame that 
is attributed to HIV/AIDS, and, consequently, to those who reveal their 
HIV-positive status. It is also evidence that affected people have been 
thought of as being helpless: a view that has obstructed their efforts to 
cope with their condition, their “work of sustaining the self in the face 
of AIDS,”55 and their development as actors in a personal and collective 
struggle against their illness, instead of passive victims. The language of this 
struggle, the “order of things” on which it is built, is located at the interface 
of a number of different semantic spaces: that of international bodies like 
the UN, UNAIDS, and WHO; that of affected people and their experiences; 
and that of the cultural maxims in Ethiopian society. The formation of 
Mäqdəm highlights other cases of contiguities and interweaving between 
the efforts of the sick to socialize their condition, on the one hand, and the 
“discourse” of the global fight regarding their role in strategies for managing 
the epidemic, on the other.

Mäqdəm: Making HIV/AIDS a Social Cause

Mäqdəm was the first legally registered association of people living with 
HIV/AIDS in Ethiopia, and it is at present (2014) established in six different 
areas (Addis Ababa, Dässe, Bahər Dar, Šašämane, and Nazret), with a total 
of over 5,000 members.56 In September 2010, I conducted an interview57 
with Yohannes, the chairman of the association, at the headquarters of 
Mäqdəm in Addis Ababa, in which he explained how the organization 
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had been established. Yohannes was born in a village near Gondär in 
1970. He has been married twice and has three children, two from his first 
marriage and one from his second. He has a law degree. As he told me in 
the interview, after he attended eighth grade in his native village, he moved 
to Addis Ababa, where he worked in various jobs while he completed 
compulsory education, and then secured a position in the police force. 
During the Därg era, he transferred to Assäb, in Eritrea, and returned to 
Addis Ababa at the time of the fall of the socialist dictatorship. The first 
signs of his HIV status date to this period.

When asked about the circumstances of his HIV testing, Yohannes 
began by talking about the first manifestations of his HIV-positive status, 
and then said:

I was very sick, I had bad pain around my shoulder and at that time I was 
suffering a lot and I went to the Police Hospital, and at that time without 
my knowledge they took my blood for test because there was something 
like herpes zoster, like that, and due to that, without my permission they 
took my blood, but I did not know the result. They gave me tablets and 
ointment. The doctor said to me I would have come back to the hospital 
and give my blood for test, but he did not say to me that it was because 
of HIV. At that time there was no counseling for HIV. There was not any 
counselor in the hospital. You know, when I gave blood I didn’t know the 
results, because the physician told me it was necessary to test about a 
hundred people before the results could be communicated. Meanwhile, 
I was working as a daily worker and after a year I became ill. It was TB. 
I went to hospital and they started treatment, but I was very sick. After 
two months of treatment, I went to hospital to collect my medicines and 
asked the physician to be admitted because I did not have the income 
to survive, or even to take my treatment properly. I was asking for help 
because I did not have even food every day. I was homeless, and I used 
to pay people one birr a night to sleep under a roof. I’m going to give up 
the medicines—I told the doctor—because there cannot be medicines 
without food. I met him in the afternoon and he told me he was looking 
for a network to support people suspected of being HIV-positive and in 
need. I met the doctor again and he finally told me I was HIV-positive. 
This was September 1993. Yeah, it was September 1993, and finally he 
referred me to MMM.58
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Yohannes’s words recreate his suffering body struggling against illness 
and hunger, as he searched for a job and shelter within a fragile social and 
health system that was unprepared to address the HIV/AIDS situation that 
he faced in his personal battle for material support. He was subjected to 
medical examinations during the turbulent period of Ethiopia’s political 
transition, after the implementation of the earlier HIV testing measures 
had ceased. He eventually came to know of his HIV-positive status, and he 
was referred to MMM for assistance. His struggle against HIV/AIDS, which 
was closely connected with his struggle for food, shelter, and income, then 
evolved into his engagement to lend support to other affected people. Later 
in the interview, he talked about his work for MMM:

I provided critical patients with psychological support and poor patients 
with flour, milk, oil, and clothes, which came from abroad. They were 
scared. They didn’t want to reveal their status, because there was a high 
level of stigma and discrimination. I started sharing my status with them 
and trained them to live positively, to become morally well and strong. 
Because I had shared my status with them, they woke up, and got better.59

Yohannes’s testimony emphasizes how being poor and being ill are two 
inextricable aspects of a condition of life whose private dimension is 
repeatedly compromised by a situation of disaffiliation and the search 
for solidarity networks. The practice of disclosure described by Yohannes 
reflects the international agencies’ assumption that solidarity stems from 
sharing secrets within a more complex situation of mutual support through 
experience of the disease, in which the need for material support excludes 
neither the psychological burden of the sickness nor the benefit of “per-
sonal catharsis” due to the disclosure.60

It is within this space of solidarity that Yohannes, together with other 
beneficiaries of MMM, attempted to recreate a local religious association 
that preceded the establishment of Mäqdəm. As he recalled,

When I was in Uganda, I got to know of an association of people living 
with HIV. When I came back to Addis Ababa, I planned to start an as-
sociation. Before this, I tried to do it with other users of MMM, because 
there was a high degree of stigma and discrimination. I developed several 
mechanisms for establishing the association. First of all, we established a 
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Saint Gabriel Maḫbär,61 the members of which were not only HIV-positive 
people; there were also leaders of organizations, for example, a Catholic 
nun. There were also nurses, and a priest from Holland, who were also 
members, and you know, owing to this, people started improving their so-
cial relations. They had lost their social relations because of the disease, 
the fear and the stigma. They had lost their moral standing. Thanks to the 
association, their morale strengthened, and they started disclosing their 
status to others. All the time, we were organizing support groups which 
were expected to bring HIV-positive people to talk to each other. We 
also invited physicians to give us training on counseling. So we became 
stronger and stronger, and we acquired the skills to open ourselves 
up to society: I am HIV-positive, and so . . . There was a high degree of 
stigma, and people were not willing to listen to us. However, due to the 
bad behavior of certain members, we did not want them to cooperate 
with us, and we continued our activities independently from MMM. But 
support groups aren’t legally registered, so that’s why I tried to establish 
a legally registered association, and I invited two other beneficiaries of 
MMM to join the initiative, and also integrated the programs of care and 
ongoing support for orphans.62

Yohannes offers a further example of the appropriation of the principles 
underlying the international policy of promoting testimonies about HIV/
AIDS as a strategy for encouraging solidarity and developing a sense 
of community among affected people. He stresses that the aim of his 
attempts to establish an association was the re-creation of a space where 
the disadvantages and risks caused by members’ health status could evolve 
into different ways of reorganizing their social life and produce a new level 
of familiarity with themselves. Nevertheless, his efforts to adapt the form 
of a local religious association to the emerging public space of the fight 
ag ainst HIV/AIDS did not succeed.

The tale of Həywäte,63 one of the two women belonging to the founding 
group of Mäqdəm, brings to light another linkage between HIV-positive 
people and humanitarian organizations, one more related to the need for 
psychological support than to the need for material assistance. Həywäte, 
who was 38 years old in September 2010, was born in the city of Dässe in 
Wällo. Never married, in the year 2000 she adopted the two children of 
her sister, who had died, together with her husband, from AIDS. In 1993, 
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Həywäte took the HIV test while she was still a student living in her native 
village with her father. Her father had been separated for more than ten 
years from her mother. She recalled that

As I was sick at that time, I went to the Black Lion [hospital], here in 
Addis, and they asked me about blood exams. But they did not tell me the 
reason. “You will know the result of the blood exams after one month,” 
they just said. At that time our blood was sent abroad because the HIV 
test was not available in Ethiopia. But after a month they did not tell me 
the result. As I got better I was sent home, but after one or two months 
I got ill again and I came to Addis.64

Hospitalized again in the Black Lion in Addis Ababa, Həywäte came to 
know the result of the HIV test some months after she was discharged 
from the hospital. She said,

At first the physician asked me if I knew anything about HIV. I answered 
him that I did not know anything. He explained to me what HIV is, the 
way in which it can be transmitted and the way in which we can protect 
ourselves from contracting the virus and he also talked to me about 
“positively living.” “No,” I said to him. I don’t need this. You can tell it to 
the infected people. For me it is enough to know how the virus can be 
transmitted and how it is not transmitted. So, “I do not need it,” I said 
to him, “I am not going to listen to you.” But he finally told me I was 
HIV-positive. “Are you sure?” I asked him. I am not from Addis, and HIV 
is a disease of this city. Afterwards I do not know what happened. I lost 
consciousness, and when I came to my senses I found myself surrounded 
by physicians. Then, once I left the hospital I went to church to pray and 
I stayed there until closing time, and then I went to my cousin’s house. 
I spent three days without eating and drinking anything and I cried 
for whole days. So my relatives accompanied me to the hospital again. 
When the physicians told me to go to a place where I could get good 
advice about my status, I thought they were sending me to a place to be 
killed. But when I arrived at MMM, I met with Yohannes. He was not a 
counselor; he just used to work as a storekeeper and he spontaneously 
talked to me about his disease. Finally I felt better, and since this day I 
have gone to MMM every day.65
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Həywäte’s reactions to post-counseling following the HIV test reveal her 
resistance to accepting the fact of having a disease whose perception and 
knowledge were influenced by rumors about draconian measures against 
HIV-positive people, on the one hand, and popular interpretations of 
HIV/AIDS as a “disease of the town” (yäkätäma bäššəta), on the other. 
Nevertheless, though haunted by these rumors, Həywäte reached MMM, 
where Yohannes first shared his HIV-positive status with her. The daily 
visits to the humanitarian organization were a source of solace, and they 
eventually led her to participate in the formation of Mäqdəm. She told me:

When I reached MMM, there was already a Saint Gabriel Maḫbär. I was 
the third HIV-positive member. At that time the situation of people 
infected with HIV was very difficult, and we were discriminated against 
everywhere. So Yohannes, along with some foreigners who used to work 
in MMM, decided to form this association. We used to gather every 19th 
[of the month] in different members’ homes. After some time, Yohannes 
thought to transform the religious association into a support group and 
finally from the support group we became an association.66

The process of forming Mäqdəm exemplifies how the progressive institu-
tionalization of the mobilization of affected people promoted by interna-
tional institutions affirmed the position of the global model of associations 
of people living with HIV/AIDS over attempts to adjust Ethiopian forms 
of associative life to the struggle against the epidemic. As we will see in 
the following section, the formation of Fəreḥəywät Maḫbär in the city of 
Gondär in northwestern Ethiopia involved similar dynamics.

Fəreḥəywät Maḫbär: Between the Struggle against 
“Bare Death” and Access to “Vital Rights”

Fəreḥəywät Maḫbär was established in 2003 as a response to the first pilot 
program for the distribution of antiretroviral treatment (ART).67 In 2004, 
the number of annual deaths due to AIDS was estimated at 99,814.68 Ac-
cording to one report, “Adult (15‒49 years) deaths due to AIDS progressively 
increased up to 2005 when they accounted for 35% of young adult deaths 
and are expected to dramatically decline up to 2009 before rising again in 
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2010 as people on ART) start dying. The main reason for the decline [in 
adult deaths up to 2009] is the anticipated universal ART coverage as per 
the MOH’s plan.”69

In the interviews I carried out in Gondär between 2007 and 2010 
with physicians and nursing staff from the North Gondär Hospital and 
health centers, social workers from various international and local NGOs, 
and a number of volunteers who were mobilized in 2003 to bring relief 
to bedridden patients to enable them to obtain access to treatment, all 
the interviewees described the epidemic situation that preceded the 
introduction of antiretroviral drugs in quite similar terms. The number 
of funerals—three to five per day—as well as the serious situation of the 
abandonment of bedridden patients, and especially the feeling of helpless-
ness, recur in their narratives. Crucially, access to antiretroviral treatment 
has helped patients affected by HIV to exit social marginalization and 
health exclusion, and it creates a social space for public visibility, health 
care, and support that goes well beyond the simple structures of the public 
health system.

In 2003, when Fəreḥəywät Maḫbär was formed, an OSSA branch was 
established in the city of Gondär, and it implemented a support project 
for HIV-positive people, orphans, and vulnerable children born to HIV-
positive parents, in collaboration with Family Health International (FHI) 
and local mutual aid associations, and the first Prevention of Mother to 
Child Transmission (PMTCT) service was set up at the North Gondär 
University Hospital. The president of Fəreḥəywät Maḫbär, whom I will 
call Kebede, told me something significant about the formation of the 
association during our first interview70 in December 2007. Kebede took 
an HIV test in December 2002 with his girlfriend, who turned out to be 
free of the virus. Their marriage plans fell through, and Kebede sank into a 
period of deep depression. He sold his house and spent everything he had. 
He was therefore directed by his brother, who is a nurse, toward OSSA. 
While he was at the HAPCO office in Gondär attending to his paperwork, 
he learned about the opportunity to participate in the establishment of 
Fəreḥəywät Maḫbär. In response to my question about its formation, he 
explained:

It was to advocate human rights. At first we were trained by CVM71 for 
seven days about positive living and public testimonies. Afterwards, we 
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began teaching people, and we still tell them about our background.72 
. . . Thanks to our testimonies and teaching they recognized that it was 
possible to live with HIV by taking the drugs.73

An analysis of the link made by Kebede between advocacy of human 
rights and the possibility of living thanks to the availability of drugs is 
crucial to understanding the collective mobilization of affected people in 
Gondär. In Kebede’s words, access to treatment is not considered a right 
to be advocated for by the sick, but rather the main working element of 
their mobilization. In his answer, Kebede perfectly reflects an order of 
power relations in which people living with HIV/AIDS were engaged in 
a collective battle, thereby becoming the active “subjects” of techniques 
and procedures that were aimed at regulating the conduct of the persons 
affected by the virus.

Within an epidemic context still marked by the high mortality of 
people afflicted by HIV/AIDS, the members of Fəreḥəywät Maḫbär began 
their struggle to save bedridden patients by providing home-based care and 
counseling them for HIV tests. More particularly, their testimonials about 
being HIV-positive were used in order to emphasize the availability of the 
ART and encourage the sick to know their status. The founding group, 18 
women and 7 men who were beneficiaries of OSSA and the Ethiopian Red 
Cross Society, also formed their own əddər to provide mutual assistance 
in the case of death.

In this way, a variety of individual reactions to the contraction of a 
fatal disease were progressively framed within a collective battle for life 
as a social activity of secondary prevention74 and a social movement to 
access “vital rights,”75 such as care, food, income, and so forth. At the early 
days of Fəreḥəywät Maḫbär, the public exposure of its members in this 
struggle, and particularly their efforts toward public education through 
self-confession, met different forms of resistance and rejection. During 
another interview with Kebede, held in May 2009 in the Fəreḥəywät 
Maḫbär office, he told me:

I gave testimonies in many places, even far away from Gondär. We 
used to give these testimonies in groups. Amaräčč, who had found out 
about her status before the living positively training, was still with us. 
Once, we went to give our testimonies in Qäbäle 12. Representatives 
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from OSSA, Maḫbär Hiwot, and HAPCO were there, as well as some 
people who live in this qäbäle, who came to listen to our testimonies. 
The representatives of these organizations said that people with the 
virus could live and they also told of the support they provide for the 
sick. We were sitting there, and an old man who was well-known in the 
city stood up to speak: “If people with HIV carry on living, the virus will 
be transmitted to many other people. I think it would be better to kill 
these people,” he said. We were expected to give our testimonies, we 
were expected to stand up in front of them, and we gave our testimony 
and asked them if they found there were any differences between 
them and us. At the end of our speeches, one of us asked the man who 
had spoken: “What are you going to do if your granddaughter resulted 
HIV-positive. Are you going to kill her? Now we are getting drugs and 
we can stay alive,” he added. You know, at first it was like that. People 
used to get angry with us.76

The reaction of the old man is highly significant with regard to the tension 
between the value of the self-confessions promoted by the global discourse 
of the fight against HIV/AIDS and Ethiopian rules regulating forms of 
public expression. In Kebede’s story, the violence of the old man’s statement 
appears to be socially permissible. On the one hand, the speaker is an old 
man who is well-known in the city, and therefore worthy of respect and 
credibility. On the other, Kebede commented on the episode by stressing 
that in the beginning the testimonies of the groups used to anger their 
interlocutors. It is important to note that Kebede and the other Fəreḥəywät 
Maḫbär members performed their testimony as a shared and socialized 
experience, in which duly learned language and techniques appear as tools 
that enabled them to react and interact with the audience in a situation of 
mutual support and within the framework of a public education activity 
whose social, cultural, and political meanings I will attempt to explore 
in further detail in the next section. Using the theoretical framework of 
what Michel Foucault problematized in terms of “truth-telling,”77 I will also 
analyze the mutual support between affected people as the outcome of a 
broader experience of “socialization of risks.”78
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Rallying around Affl  ictions: The Socialization of Risks

Täsfa Goh, Mäqdəm, and Fəreḥəywät Maḫbär constitute different ex-
amples of new social spaces within Ethiopian society. At the times of their 
establishment, forms of mutual solidarity based on risk-sharing strategies 
were essentially based on the redistribution of a number of different 
“capabilities” among affected people,79 in other words, opportunities to 
develop “human functioning” that enabled them to offer mutual sustain-
ment through their experience of the illness, and to care for and support 
each other in the face of the increased risk of contracting opportunistic 
diseases and in the event of death.

Traditional mutual support associations, or märrädaǧǧa maḫbär in 
Amharic, are still widespread in Ethiopian society, most notably əddər 
(nonreligious self-help associations), sänbäte (Orthodox Christian self-help 
associations), ǧäm’əya (Muslim self-help associations), and associations 
devoted to saints (maḫbär). Mutual aid is based on the institutionalization 
of the payment of a lump sum, but forms of socialization and solidarity 
vary depending on the social background of the associations’ members. 
In particular, the märrädaǧǧa maḫbär foster forms of solidarity between 
members around life events ranging from baptisms to funerals,80 and in 
some cases they offer other forms of protection against shocks.81 House-
holds from the same neighborhood can become members of the same 
əddər regardless of religion, economic conditions, or ethnic origins. A 
request for membership is submitted for examination by the committee 
of the əddər, which in turn refers it to the assembly. The admission criteria 
depend on the reputation that each potential member has among the 
other members. Honesty, sociability, and generosity are the values that 
are commonly required. Admission to sänbäte and ǧäm’əya is regulated by 
these same criteria, to which is added the religious affiliations of potential 
members. People whose lifestyles do not match a certain range of ethical 
norms in the judgment of the community are excluded. Also excluded are 
people who are not affiliated with any local household in the area where 
the əddər is situated. Therefore, despite the egalitarian principles that 
regulate membership regardless of people’s economic condition, ethnic 
origins, and in the case of the əddər, religious creed, the associations in 
actuality exclude certain social categories of people.
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The spread of HIV/AIDS exacerbated individual situations of precari-
ousness and marginalization. In the context of high levels of stigma and 
discrimination toward people afflicted by HIV/AIDS, the epidemic situation 
worked as a laboratory for the re-creation of local associations among the 
sick in a way that could have met their need to socialize their condition, or 
their need to compensate for their exclusion from already-existing self-help 
groups at a moment when less structured forms of solidarity failed. In the 
case of Mäqdəm, the difficulties faced by traditional types of associations 
as they adapted to the institutionalization of the context of the strategies 
fighting HIV/AIDS opened the way to an affirmation of the model of 
associations of people living with HIV/AIDS. In the case of Fəreḥəywät 
Maḫbär, the formation of the əddər among its members represented a 
way of ensuring a right to a decent burial and reducing the risk of being 
abandoned82 in the face of death. In particular, undertaking new forms of 
solidarity promoted by the discourse of the global fight against HIV/AIDS 
allowed disadvantaged patients to access material resources, knowledge, 
and expertise that contributed to their social reintegration. Furthermore, 
the practice of self-confession about HIV/AIDS constituted a strategy for 
information, education, and sensitization that attributed a public utility 
function to the sick. It is instructive to examine some aspects of the social 
value and the aims of the testimonies about one’s HIV/AIDS by looking for 
comparison at the practice of self-confession about syphilis as it is attested 
to in various historical sources.

The Self-Confession of One’s HIV/AIDS as Freedom 
of Speech

As I have pointed out above, the practice of self-confession of one’s disease 
was not completely new in Ethiopia. Three different historical sources at-
test that during the nineteenth century and in the first half of the twentieth 
century, syphilis was not “kept a secret.”83 Afflicted people were accustomed 
to making it known to all their friends and neighbors.84 Patients would 
not be ashamed to call themselves “syphilitic,” or qiṭṭəň yəzoňň.85 Confes-
sion of the disease was felt to be a necessary preliminary step to a likely 
cure.86 Interviews with Orthodox Christian priests and people afflicted 
by HIV/AIDS who had recourse to the rite of ṭäbäl stressed the crucial 
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importance of self-confession about HIV-positive status as an essential 
stage in participation in the rite,87 which for the sick is a path of penitence 
and mortification of the flesh. Identified with confession of a sin, disclosure 
of HIV/AIDS to the priest initiates the patient into a rite framed within 
a range of power relations in which the sick person occupies a position 
of high dependence and subjection. With regard to syphilis, Nathanael 
Pearce in the nineteenth century and Etienne Mérab in the early twentieth 
century attested to certain typical methods of disclosure of this disease that 
suggest the existence of a precise range of obligations and rights regulat-
ing the social relations within which the sick person is situated. In 1831, 
Pearce wrote: “as soon as it is discovered, those afflicted make it known to 
all their friends and neighbours, and thus it becomes public throughout 
the district in which they live; and every friend will pay a visit, and, if the 
disorder has fallen upon some man or woman of consequence, they will 
often meet upon a day appointed, and keep a cry at the house, as when 
a person dies.”88 Nearly a century later, Mérab remarked that “far from 
being embarrassed, an infected person would often show his sores to his 
friends, as it was felt that one had to confess one’s illness before it could 
be cured, otherwise it would remain in the body like a secret in the heart. 
Persons believing themselves infected would seek the advice of everyone, 
and would count opinions.”89

The link to a disease condemned to remain in the body as “a secret in 
the heart” might suggest that the sexually transmittable character of syphi-
lis has played a role in the practice of a system of revelation in which others 
express varying ritualized forms of recognition and pity toward the afflicted 
person. The modalities of disclosure, the attitude of humility toward those 
who are asked for advice, and the ritualized ways in which they react to 
the news—all these elements emphasize the position of dependency 
and inferiority of the sick toward the recipients of their disclosure. In this 
regard, it is important to note that “despite this lack of shame, persons 
affected with the disease were afraid of being shunned.”90 Furthermore, 
unlike AIDS, which produced a widespread feeling of powerlessness in 
treating the sick and threatened society with “the ultimate abjection of 
bare death,”91 syphilis was left to evolve naturally, so that people afflicted 
with it suffered for 5, 10, or even 20 years92 without needing specific skills 
for care and support, and without threatening society with the burden of 
increased mortality.
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Self-confession of HIV/AIDS as promoted by the strategies to fight the 
epidemic relies upon the sick person being considered the main actor in 
the personal and collective struggle against the disease. It constitutes a 
mode of self-empowerment and public education that overturns the power 
relations between the sick and the recipients of their disclosure that once 
framed the self-confession of syphilis. The accounts of Tənsa’e and Märet, 
two early members of Fəreḥəywät Maḫbär, and their experiences of self-
confession of their HIV-positive status offer further examples of both the 
social utility of this activity and its effect of empowering people affected 
by the disease. Remarried to two HIV-positive men after the deaths of 
their first husbands, both soldiers in the Därg-era army, Tənsa’e and Märet 
joined Fəreḥəywät Maḫbär at its establishment. I interviewed them93 in 
December 2007 about their engagement in the struggle against HIV/AIDS, 
and they described the different situations in which they revealed their 
disease. While talking about misconceptions about HIV/AIDS, Tənsa’e 
characterized her teaching about HIV/AIDS as a spontaneous choice to 
advocate for affected people:

Once, I went to the office of Qäbäle 7. Before [I entered] the office there 
was a woman in the garden who was talking about the disease. She said 
that HIV-positive people become very thin; they lose their hair and 
they finally die from the disease. I told her, “I have the disease; can you 
recognize that I have the virus?” And she replied to me, “You don’t have 
the disease; you are lying.” People do not know what it actually means 
to be HIV-positive and they still think that we will die in a short time.94

Märet, who was mostly engaged in providing home-based care to bedridden 
patients, described this activity, which also includes the self-confession of 
HIV for ill persons who have not taken the test:

We took care of bedridden patients. We were given gloves and bleach 
and we toileted the patients and washed their clothes. We told them that 
we were living with the virus and as there are drugs they should not be 
afraid to take the blood test. If there were family members present, they 
learned from us how to treat the patient and people were very grateful 
to us. But once I remember a person did not allow us to enter the home. 
He sent his boy outside and threw a bucket of water at us.95

This work originally appeared in Northeast African Studies, 15:1, 2015, published by Michigan State University Press.



The Organization of the Fight against HIV/AIDS in Ethiopia n 95

Like the self-confession experiences related by Kebede, Yohannes, and 
Mulugeta, the public testimony of Tənsa’e and Märet might be viewed as 
both a disclosure of “a truth which threatens the majority” and a “duty to 
improve or help other people (as well as himself/herself).”96 In fact, self-
confession of HIV/AIDS produces benefits for HIV-positive people, such as 
an introduction to other supportive networks or access to material support, 
and is an effective way to disseminate information and inform people about 
the disease. This also facilitates access to HIV testing. It actually represents 
a public education activity from “below” in which is embedded a criticism97 
of the dominant social perceptions of HIV/AIDS and the consideration of 
HIV-positive people as helpless because they are affected by a fatal disease. 
But the sick person’s decision to speak about something that has been kept 
hidden because it is frightening and shameful by appropriating language 
and modes of talking introduced by the discourse of the global fight against 
HIV/AIDS may also cause the speaker to take risks, such as endangering 
existing social relationships or inducing aggressive reactions from his or 
her interlocutors. In Ethiopian society, this discourse represented one of 
the multiple “regimes of truth”98 about the disease and the sick. Its “truth” 
was not “produced only by virtue of multiple forms of constraint.”99 In an 
epidemic context in which, before its progressive normalization due to 
the implementation of the ART, concurrent interpretations of HIV/AIDS 
coexisted, the “truth” about the disease and those who suffered from it 
was at stake in power relations between the sick and those for whom their 
self-confessions were intended. But for the afflicted people, above all, this 
“truth” was the contingent and ambivalent result of relationships of trust 
and solidarity, a mutual responsibility against stigma and social exclusion 
and toward building new social ties and new social identities.

Conclusion: Governing Aff ected People as Subjects 
of Freedom

Organized within a field of global and local forces and actors, and framed 
by techniques and modes of action produced in the countries of the North, 
the fight against HIV/AIDS in Ethiopia can be considered a privileged 
observatory for the global production of the social, which is reticular, 
transnational, and at the same time perfectly situated within the space.100 
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This situation is similar to that which prevails in other countries of the 
Southern world.101 In particular, this article has shown that the principles 
and practices of the global struggle against the epidemic introduced into 
Ethiopian society by a complex mixture of actors, ranging from the State 
to local and international nongovernmental organizations, were appropri-
ated by individuals for whom the cultural maxims and rules underlying 
Ethiopian forms of public self-expression and solidarity already played 
a rather weak or problematic normative role in the organization of their 
lives. According to the global strategies of struggle, the sick themselves 
have advocated for the cause of people afflicted by HIV/AIDS in Ethiopia, 
but those who actively participated in the struggle against the epidemic 
were essentially from the margins of society and spaces of public vis-
ibility and action. For affected people living with forms of material and 
existential insecurity, the progress of the disease aggravated their condition 
of precariousness and weakened their already fragile social ties. They 
rallied around their afflictions by seeking care and support from local 
and international humanitarian organizations, which constituted a space 
that was truly conducive to the techniques of disclosure and strategies of 
self-help promoted by the global discourse on HIV/AIDS.

In the words of Mulugeta, Yohannes, and Kebede, the founding mem-
bers of Täsfa Goh, Mäqdəm, and Fəreḥəywät Maḫbär were all beneficiaries 
of various NGOs and humanitarian organizations. What emerges from the 
stories about their involvement in the formation of the associations of 
people living with HIV/AIDS is that a new range of rights and obligations 
was at stake, rights and obligations that framed the role of affected people 
within the struggle against HIV/AIDS and their relations with the rest of 
society. The progressive appropriation and legitimization of this new range 
of rights and duties regulating their participation in both the making of 
these new social spaces and the public debate on HIV/AIDS have produced 
new types of freedom and autonomy, which aim to enable individuals 
affected by the disease to “master themselves, to care for themselves . . . 
by conducting their life responsibly.”102

Along with the effects of the neoliberal injunction of self-empow-
erment on the sick, these new types of freedom and autonomy have 
constituted not only a resource for government but also a concrete way for 
socially marginalized citizens to access their “vital rights.” In the earliest 
phases of the formation of Täsfa Goh, Mäqdəm, and Fəreḥəywät Maḫbär, 
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when the majority of the founding members were gradually dying, new 
members mostly came from groups of beneficiaries of OSSA, MMM, and 
the Ethiopian Red Cross Society. In time, though, physicians or nursing 
staff in the hospitals and health centers began referring poor HIV-positive 
patients to the associations of people living with HIV/AIDS by providing 
them with a document, a “PLWHIV Referral Form,” to qualify them for aid 
and psychosocial support.

Trained to giving a human face to HIV/AIDS and to care for and 
support each other, affected people acquired a new familiarity with 
their condition and with themselves. Techniques of self-confession 
and disclosure constituted a mode of self-empowerment. They bonded 
affected people together in the personal and collective battle against the 
disease, and they became powerful tools for facing the stigma associated 
with HIV/AIDS. These techniques, and the progressive making of HIV/
AIDS a shared experience with other affected people, enabled them to 
tell the “truth” about the illness and the sick, giving them a means of 
speaking out against stigma and discrimination by advocating for the 
right to be considered ordinary people able to lead a normal life. New 
social ties and other forms of responsible conduct arose out of techniques 
and procedures aimed at regulating their decisions and actions by foster-
ing forms of mutual support and care. Ethiopia has officially provided 
universal access to antiretroviral treatment free of charge since 2004, 
thanks to the President’s Emergency Plan for AIDS Relief (PEPFAR) and 
the Global Fund. This has dramatically contributed to the progressive 
normalization of the epidemic situation and the social acceptance of 
HIV-positive people. Simultaneously, the associations of people living 
with HIV/AIDS have integrated the activities of self-help and public 
testimonies with programs of poverty reduction such as micro-credits 
and income-generating activities (IGA).

How much the creation of these new social spaces has effectively 
impacted marginalization and social and health inequalities over time 
is a question that this article has not answered, but the mobilization of 
affected people has unquestionably meant the formation of a “citizens’ 
field of action”103 shaped by political forces, by starting up and sustaining 
the agency104 of subjects who have begun the ambivalent and evolution-
ary process of learning and appropriating modes for negotiating their 
“economic and social inclusion using the very constitutive matter of life.”105
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