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Introduction

Morality, Hope and
Grief: Towards an
Ethnographic Perspective
in HIV/AIDS Research

Hansjiorg Dilger

AIDS as an Object of
Anthropological Inquiry

Over the last couple of years, anthropological studies on HIV/AIDS
in sub-Saharan Africa have taken an increasingly broad focus. While
anthropological and social science publications during the first years
of the epidemic tended to assume an applied and rather narrow ap-
proach to the disease by concentrating on risk behaviours, risk groups
and prevention — increzlsingly also on care and support systems later
— more recent research has focused on the way HIV/AIDS as a social
reality has become embedded in specific social and cultural contexts
and how these contexts in turn are being modified, transformed and
challenged by the presence of the disease. Thus, from an anthro-
pological perspective, a ‘thick description’ of HIV/AIDS implies not
only the examination of the political, economic and social forces
that have prepared the ground for the spread of the epidemic in a
given regional and historical setting (Farmer 1999; Schoepf 2001).
It also involves the cultural, moral and political responses that vari-
ous actors in a society have developed in relation to the disease and
that give the epidemic its particular shape and meaning in a specific
location and context (see also Heald 2003; Setel 1999).
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A ‘broad’ approach to the study of HIV/AIDS raises immediate
questions. If, for instance, we assume that HIV/AIDS has to be stud-
ied in relation to larger social, cultural and political-economic con-
figurations, why then is it often discussed as a separate phenomenon
and what is so exceptional about the disease? This question has no
clear-cut answer. On the one hand, the chapters in this book em-
phasise that the study of AIDS is about the experiences and actions
of individuals, families and communities that are struggling with the
social, cultural and political transformations that have shaped their
everyday lives in the context of globalisation processes and moder-
nity. Thus, the anthropological study of AIDS is about the more gen-
eral challenges of caring for and supporting the sick and the needy,
the responsibilities of burying and remembering the dead, and the
moral questions concerning social coherence and continuity in a
society undergoing rapid political and economic transformations.

On the other hand, however, many of the chapters make it clear
that there is something specific about HIV/AIDS that justifies the nu-
merous studies that have evolved from the topic over the last two to
three decades. The specific focus on the epidemic is due not only to
the fact that international and national responses to HIV/AIDS have
ascribed an ‘exceptionalism status’ to the disease for a long time: ex-
ceptional in relation to the high morbidity and mortality rates caused
by the epidemic; the disproportionate funding allocated to the fight
against HIV/AIDS (either ‘not enough’ or ‘too much’ compared with
other diseases); and the social, economic and political impact that
the disease has had on societies and communities in sub-Saharan
Africa, which has led to the labeling of HIV/AIDS as a ‘development
problem’ (World Bank/Africa Region 2000; Fredland 1998) and even
as a ‘security crisis’ (Ostergaard 2002; Schénteich 1999).

This sense of exceptionalism is also reflected by the social realities
and experiences that are associated with the HIV/AIDS epidemic in
many African countries — with regard to the multiple prevention, care
and treatment programs that have been established in wide parts of
sub-Saharan Africa and also with regard to the strong societal stigma
attached to the disease since it emerged as a social and cultural real-
ity more than twenty-five years ago.

However, there is yet another aspect of HIV/AIDS that makes it
a distinct experience in the life worlds of populations in the wider
sub-Saharan African region: the suffering and dying of young to
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middle-aged men and women — as well as the children that survive
them — who are most affected by the epidemic and who are at the
centre of the social and moral orders of their families, communities
and the larger state formations they inhabit. What makes AIDS so
exceptional from this perspective is that the disease has the power
to challenge the ‘habitual of everyday life and that it has become a
disruptive and morally disturbing force in the productive and repro-
ductive orders of kinship networks, community constellations and
society at large (see Schoepf 2001: 336).

This book is a contribution to the larger corpus of AIDS studies
that have increasingly emphasised the need to explore the social,
cultural and political-economic dynamics that have been associated
with the HIV/AIDS epidemic in sub-Saharan Africa over the last
three decades and that have become the subject of moral tensions
and struggles for a broad range of social units and actors in the re-
gion. In this regard, the book may be interesting for development
workers who wish to learn more about the social and cultural con-
texts in which the communities and families — who have become the
targets of transnationally funded interventions as well as ‘grassroots’
and ‘community-based’ programs' — experience and deal with the
epidemic in their everyday life. On another level, however, this vol-
ume wants to open the study of AIDS for ‘general anthropologists’
and Africanists who are confronted with the consequences of the
epidemic in their various research projects, but who have not taken
up the challenge of integrating this issue in their analysis of the so-
cial, cultural and political-economic configurations in contemporary
Alrica.

By this, we as editors of this book do not mean that all anthro-
pologists or Africanists should address the topic of AIDS in their
research and writing. However, in a similar vein, as globalisation
and/or modernity have become common (though not uncontested)
topics in studies on societies and groups in contemporary Africa dur-
ing the last fifteen to twenty years, we feel that more scholars should
become aware of the ways in which the presence of the disease has
affected local and household economies; gender and kinship rela-
tions; religious expression and organisation; conceptions of life, death
and healing; and the organisation of social, cultural and political life
in sub-Saharan Africa in general. In this regard, this volume wants
to make a contribution to the ‘normalisation’ of the study of AIDS
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in anthropology and the wider humanities and thus contribute to
reducing the sense of exceptionalism that has surrounded the epi-
demic in academic circles for many years (Heald 2003; Herdt 1987).
In the following introduction, three aspects will be addressed that
have become characteristic of the broader anthropological study of
AIDS in Africa and that are also reflected in the chapters of this
volume.?

Bridging the Local and the Global
in AIDS Research

For almost two decades now, anthropologists have argued that the
objects of ethnographic and anthropological inquiry can no longer
be defined in relation to fixed localities and/or neatly defined social
groups: globalisation processes, transnational power relations, mi-
gratory networks and the political economies of the emerging ‘neo-
liberal world order’ have had an impact on the way social relations
and cultural politics are experienced and configured in populations
worldwide (Gupta and Ferguson 1992; Ferguson 2006; Comaroff
and Comaroff 1993, 2000).

In the context of HIV/AIDS, several authors have argued that the
spread of the epidemic — as well as the way people have reacted to
it — are intimately intertwined with political-economic processes and
the dynamics of globalisation. Brooke Schoepf (1992, 2001) and Paul
Farmer et al. (1993) have argued that the course of the HIV/AIDS
epidemic in ‘developing nations’ — but also among socially disadvan-
taged groups in industrial nations — is determined by globally, nation-
ally and locally produced structural forces such as class, ethnicity or
gender. Paul Farmer has further grouped these analyses under the
concept ‘structural violence’ and pointed out that entire groups and
societies are exposed to increased risk of illness and suffering in
the context of globally driven poverty, transnational power structures
and a lack of access to health services and education (Farmer 1996,
1999).

The presence of international forces in relation to the epidemic
has been most explicit in the context of HIV/AIDS in Africa, which
according to Barnett and Whiteside (2002), has to be contextualised
in the wider history of the continent (see also Iliffe 2006). Thus, ac-
cording to these authors, the history of Africa has been shaped not

4
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only by the destructive consequences of the slave trade, the systems
of power and economic dependency that were established in the co-
lonial era, or finally the wars of independence, military coups and
Cold War interests that have affected living situations on the con-
tinent in the postcolonial era. More recently, societal, political and
economic orders in Africa were also reconfigured by the structural
adjustment programs launched by the International Monetary Fund
and the World Bank that intensified the pressure on local gender
and power relations and that created a ‘risk environment’ in which
violence, sexual exploitation and now the HIV/AIDS epidemic have
all been able to thrive (Barnett and Whiteside 2002: 124-56).

Some of the chapters in this book also emphasise the way in which
the course of the HIV/AIDS epidemic in Africa has been entrenched
in processes of globalisation and the power relations that have come
to characterise the place of the African continent in an increasingly
disparate world order. Jean Comaroff (in this volume) argues that
the HIV/AIDS epidemic, coming ‘at the time of a radical restructur-
ing of the axes of a bi-polar world, of the liberal-democratic nation-
state and the workings of capitalism itself, ... served as both a sign
and a vector of a global order-in-formation — and with it, a new sense
of the possibilities of the political’. By drawing on Agamben’s theory
of the Homo Sacer (1998), Comaroff points out that the HIV/AIDS
epidemic — and the way international governments and agencies
have failed to react to it for many years — made clear how strongly
Africa has come to epitomise another otherness in the contemporary
world order, ‘less an axis of evil than of irrelevance’. In this context,
people with HIV/AIDS in Africa can be seen as an embodiment of
the homines sacri which are at once sacred and dispensable.

That Agamben'’s exclusive focus on the homo sacer — and the way
human rights are enacted in a global world order in which the right
to live is granted to some but not to others — may provide only a trun-
cated perspective of globalisation processes in Africa and elsewhere,
has been argued by Aihwa Ong. In Neoliberalism as Exception (2006:
14f.), she points out that Agamben’s exclusive focus on human rights
tends to preclude ‘other visions of the good life [which] also provide
normative guides and ethical claims for the performance of virtue
within a given domain of living’; norms and claims, that is, that are
promoted amongst others through the work of NGOs and commu-
nity groups worldwide. In a similar vein, Comaroff (in this volume)

i
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argues that the multiple responses that nongovernmental organisa-
tions and community-based groups in sub-Saharan Africa have es-
tablished in relation to the HIV/AIDS epidemic are reflective of the
struggles that people on the continent have developed in their ef-
forts to respond actively to the disease and to transcend the destiny
of the ‘passive AIDS victim'. As she puts it, ‘[t|he insistence on “posi-
tive” life — life imbued with ordinary, future-oriented expectations —
is palpable in the forms of mobilisation that press for recognition
of the disease. So too is the rejection of “bare death™ (for a related
argument, see Fassin 2007).

Some chapters in this book show that the analysis of the HIV/AIDS
epidemic in sub-Saharan Africa has to take account of the wider
political-economic forces that have shaped the course of the epidemic
in the context of globalisation over the last few decades. At the same
time, however, this volume demonstrates that while it is necessary
to lay open how global inequalities have affected the course of the
HIV/AIDS epidemic in Africa, it is equally important to focus on the
‘local moral worlds' (Kleinman 1995) that determine the ways com-
munities, families and individuals have responded to HIV/AIDS and
that transcend and intersect the complex power structures that have
been established by national and international actors over the last
decades. They argue that we need to know more about the multiple
struggles and responses of individuals, families and communities in
relation to HIV/AIDS in order to grasp the way the disease is con-
figured as a moral and cultural category and the way these processes
produce and affect social, political and economic relationships on
the micro- as well as the macro-level.

Adopting an Ethnographic Perspective
in the Study of AIDS

It has become commonplace in anthropology today to agree that ‘cul-
ture’ can no longer be understood as a system of beliefs that is held
by all members of a group or society to the same extent or that inevi-
tably guides these group members’ decisions and actions in their ev-
eryday lives and in relation to fields as diverse as religion, kinship or
the management of affliction and misfortune. In contrast to earlier
approaches that ascribed a ‘distinct culture’ to neatly defined ethnic
groups, contemporary anthropologists argue that culture should be

6
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seen as only one possible system of reference through which people
engage in historical processes and through which they make choices
and decisions in relation to other systems of reference and identi-
fication (such as religion or science) that provide knowledge about
the way human beings are situated in society and the world order at
large (Abu-Lughod 1991; Gupta and Ferguson 1992).

Ethnography, with its holistic focus and its long-term approach
for fieldwork, may play an important role in dismantling the vari-
ous perspectives, practices and power relations that have come to
shape the views, actions and experiences of a broad range of actors
in global, national and local settings with regard to HIV/AIDS. A
central argument of this book is that individual and collective expe-
riences and actions in the context of HIV/AIDS are best described
through the presentation of extended ethnographic case studies and
the ‘thick description’ of a specific locality. As Mark Nichter has
argued (2002), the management of illness involves more than the
management of the physical disease through the definition of symp-
toms and/or the choosing of a certain therapy. Illness management
is about the social relations that are negotiated in the context of a
given illness and that shape the meanings, experiences and actions
surrounding a specific illness. It is, furthermore, about the political-
economic conditions that determine the presence and distribution of
a disease in a given locality, as well as the priorities and entitlement
to resources people can claim in a community, household or family
concerning the treatment of a disease.’ In a similar vein, the chap-
ters in this volume emphasise that an ‘ethnography of the particular’
(see Abu-Lughod 1991) in the context of HIV/AIDS should pay close
attention to the use of language and metaphors that have come to
structure the social reality of HIV/AIDS in various African countries
(Mogensen, Ashforth, Reid), the conflicts and tensions that have
shaped people’s actions and struggles for meaning and healing in
the context of severe illness and death (Colson, Whyte et al., Dil-
ger, Geissler and Prince) and the multiple efforts people undertake
in negotiating belonging and the moral standing of individual com-
munity members following the deaths of a partner, relative or other
community members (Offe, Haram, Wolf, Klaits).

However, while it can be argued that participant observation and
the recording of extended case studies — often over many years, some-
times even over generations (Colson) — may establish a privileged

~1
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viewpoint for the study of AIDS, the ethnographic approach also
bears problems. First, an ethnographic approach to the study of HIV/
AIDS — with its appeal to ‘pause and look at the struggles’ that have
shaped the social reality of the epidemic in different settings and
communities (Mogensen) — raises concerns about the ethical nature
of long-term fieldwork: How ethical is it to engage in long-term re-
search and academic debates when people are dying? While recent
publications have discussed issues such as confidentiality, informed
consent and also the aspect of mutuality in ‘community-based AIDS
research’ (Baylies 2004), there is no rigid framework or blueprint
that guides the anthropological study of HIV/AIDS for all research-
ers in the same way. Ultimately, it is upon the individual research-
ers themselves to find an acceptable way of dealing with the ethical
dilemmas of doing research on a topic that is shaped so strongly by
the continued presence of illness and death, either by collaborating
with help organisations and agencies or by ‘simply’ accepting to be
a ‘witness’ to the suffering in the communities one works with (see
Farmer 1992a).

Second, as Paul Farmer (1996: 263) and Brooke Schoepf (2001)
have argued, there is a danger of overemphasising the agency of
individual actors by focusing too narrowly on the choices and ne-
gotiations that guide men’s and women’s actions in the context of
HIV/AIDS. As Schoepf (347) has put it with regard to the situation

of poor women:

[1]t is easy to exaggerate the agency of very poor women. ... The late twen-
tieth century saw widespread use of mass rape as a weapon of war. ...
That these are conditions of life and death for many millions must not be
overlooked when arguing for attention to agency, negotiation, and choice.
... In the time of AIDS, many poor peoples’ survival strategies have re-
sulted in their destruction.

The contributors to this book do not want to question the existence
of structural constraints and inequalities in the context of AIDS; nor
do they negate the fact that individual and collective biographies
and experiences are always embedded in ‘large-scale processes such
as labour migration, urbanization, industrialization, Christianiza-
tion, and Western education that have disrupted and transformed
local social structures and knowledge systems’ in Africa during the
last 100 to 150 years (Ashforth; see also Setel 1999). At the same
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time, however, the authors in this volume emphasise the necessity
of achieving a thorough understanding of the ways in which women,
men and children in sub-Saharan Africa are struggling to come to
grips with the existing structural constraints and how they negotiate
relationships, meaning, hope and grief in the face of suffering and

death.

A Battle of Ideas: Illness, Body,
and Societal Transformation

A view of culture and society that highlights the way in which people
draw on multiple — and often contradictory — systems of knowledge
and value in managing their everyday lives has implications for the
anthropological study of AIDS. What distinguishes the HIV/AIDS
pandemic from other historical and contemporary diseases is the
extraordinary variety of responses that the disease has produced in
societies worldwide — on all levels of societal and political organisa-
tion (Iliffe 2006). As Shula Marks has suggested with reference to
the medical historian Charles Rosenberg, ‘[lJocal and national au-
thorities, governments and NGOs, national and international agen-
cies, political parties, patients and their advocates and above all the
pharmaceutical industry have all had their own and often contra-
dicting perceptions and agendas in addressing the challenges [the
epidemic| has posed’ (2002: 14). Thus, whilst a multi-level response
to HIV/AIDS has often been called for in order to bring about a
turn in the course of the epidemic (most explicitly in the case of
international governments and African states that were criticised for
not responding to the epidemic for too long), the involvement of dif-
ferent groups and sectors of society has led to often heated moral
debates. As Justice Edwin Cameron has put it at the conference on
AIDS in Context in South Africa in 2001, HIV/AIDS has ‘from the
onset involved as much a battle of ideas as a battle about bodies and
organisms and cells’ (Cameron 2001: 3).

The morally contested relationships between suffering, individual
bodies and the larger society — and the way these relationships are
perceived and discussed from a ‘local’ point of view — have long been
the focus of anthropological discussion. According to authors like
Victor Turner (1967), John Janzen (1978), and Susan Whyte (1997),
illness and affliction in southeastern Africa have often been under-

9



