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1
Introduction

Th ere is only one way to fi gure out what care is, in a particular cultural 
setting: by listening to those who are involved in it and by observing their 

actions.  (Kleinman & Van der Geest 2009:161)

Background to the study
Uganda, like many other Sub-Saharan African countries, has a serious 
though relatively stable Human Immunodeficiency Virus (HIV) 
epidemic, and has since 2004 been actively scaling up access to a complex 
regime of antiretroviral treatment (ART). As a direct result, there has 
been a relative increase in care-related burdens within the healthcare 
system since more people have to frequently come to treatment centres. 
There is also increased demand for more and alternative care and support 
services for those infected with HIV, not to mention the inadequacies 
related to ART itself. Several studies point to overburdened healthcare 
systems and health workers, suggesting that governments should commit 
more resources and motivation; in short, external top-down approaches 
(MoH 2003; UAC 2004; UAC 2006; Jaffar, Govender, Garrib, Welz, 
Grosskurth, Smith, Whittle & Bennish, 2005; Dieleman, Toonen, 
Toure & Martineau 2006; Dambisya 2007; Eichler, Auxila, Antoine & 
Desmangles 2007; Van Damme, Kober & Kagela 2008; Lule, Seifman 
and David 2009). Others have proposed redesigning nursing work to 
improve the ability of nurse practitioners to help patients with HIV 
in Africa (Guberski 2007; Miles, Clutterbuck, Seitio, Sebego & Riley 
2007, Mkhabela, Mavundla & Sukati 2009). Yet the implementation 
of such proposals has not been qualitatively evaluated, nor has there 
been any systematic evaluation of how the healthcare systems are trying 
to resolve these problems through bottom-up or internal initiatives. 
Martin, for instance, while exploring the interface between the nurse 
as a person and nursing as a profession shows that many nurses talk 
about being ‘demoralised’ and working without commitment because 
they feel that their efforts are not appreciated and because they have 
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to struggle to make ends meet both at work and at home, yet nurses 
manage to maintain an enduring confi dence in the professional ideals of 
the nurse’s role, ideals which refer to both nursing practise and the nurse 
as a person (2009:6). Despite many negative descriptions of the current 
health care situation – especially about nurses in Uganda (Martin 2009) 
and in Africa in general – most evidence shows that it is nurses who are 
meeting the demands of overburdened healthcare systems stretched to 
the limit by HIV and acquired immune defi ciency syndrome (AIDS) 
(Anderson 2007, Adamson & Fraiser 2006). Moreover, many of these 
nurses are affected by and others infected1 with HIV/AIDS (Shisana, 
Hall, Maluleke, Stoker, Schwabe, & Colvin, 2002; Harries, Hargreaves, 
Gausi, Kwanjana & Salaniponi, 2002, Shisana 2004, Inter Press Service 
News Agency 2006; Salyer, Walusimbi & Fitzpatrick 2008). However, 
most studies posit medical carers as implementers or providers of medical 
technologies (Guberski 2007; Stein, Lwin & Fairall 2007). But because 
HIV does not discriminate, even some of the nurses engaged in HIV/
AIDS care and treatment need and use the same care as they provide 
to their patients. In other words, they are providers and patients at the 
same time –they are HIV/AIDS caregivers and receivers. This study 
focuses mainly on the interface between the nurse as a caregiver and as 
a patient in everyday HIV/AIDS treatment and care practise. 

Long before ART became available, many health workers helplessly 
watched their patients and colleagues die of HIV/AIDS (Reis, Heisler, 
Amowitz, Moreland & Mafeni 2005; Iliffe 2006; Stein, Lewin & Fairall 
2007). With the increasing availability of (cheaper) ART, health workers 
– especially doctors – became more enthusiastic as they could now relieve 
patients’ suffering. Iliffe (2006) shows how as HIV/AIDS continued to 
take centre stage and billions of dollars fl owed in, doctors providing ART 
became powerful in the eyes of other health workers. More importantly, 
ARVs – known as a complex technology – became a powerful weapon 
in the hands of medical doctors. These factors contributed to much 
enthusiasm for ARVs (Iliffe 2006). In time, however, the work required 
for those needing care overwhelmed the few doctors available. Due to the 
volume of patients, the desire to meet national and global targets, and 
the continued disease burden, nurses began to take on more and more 

1 Being infected here refers to those nurses that are HIV positive and may even suffer 
from AIDS, while being affected refers both to those who are HIV positive as well as 
those who do not have HIV/AIDS but who have infected people within their networks, 
those that they care for or who have died.  
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tasks in ART provision, especially in under-resourced areas (Guberski 
2007; Miles, Clutterbuck, Seitio, Sebego & Riley 2007). Yet the nurses 
acquired a powerful and complex technology, and, mainly because ART 
works, nurses in turn became more powerful. Previously, without a 
doctor, patients could not receive ARVs. Now, with very limited training, 
nurses began performing the doctor’s role of prescribing and dispensing 
ARVs to patients. Nurses acquired a double power – not only the power 
of the technology, but also that of the doctor – and because nurses have 
almost the lowest rank in the medical hierarchy, acquisition of this new 
power has had signifi cant implications for healthcare practise. 

 Whereas there is much debate in the literature about the meaning 
and nature of care, in the context of the nurse’s role, care-giving has 
been identifi ed as the central phenomenon in nursing practise (Watson 
1995). As Mol (2008) notes, theologians have emphasised and defi ned 
care as a selfl ess activity inspired by charity and love, anthropologists 
have analysed care as a gift in terms of reciprocal exchange, while 
sociologists are concerned with care as it fi ts the formality of employment 
contracts. Kleinman & Van der Geest (2009) defi ne care-giving as 
an interpersonal experience that is about acknowledgement, concern, 
affi rmation, assistance, responsibility, solidarity, and all the emotional 
and practical acts that enable life. I adopt a perspective here that care-
giving is dynamic, relational, and processual. It is a way of doing things, 
something that people shape, invent, and adapt time and again in 
everyday practise. Slote (2007) focuses on a care ethic as a motive for 
action, while Noddings (2005) focuses on the value of care as a human 
sentiment. In this work I shall emphasise what Slote (2007) calls the 
often neglected strand of care theory; that is, a concern with promoting 
caring relationships. Why caring relationships are of human value is 
because we want to care but more so we want to be cared for by (certain) 
others, to be objects of their sentiment of care. 

Since HIV/AIDS has now been around for almost 30 years, it has 
(re)shaped trends in caring, not only in terms of policy but also in 
practise and relationships. However, with the exception of a few scholars 
(Dieleman, Biemba, Mphuka, Sichinga-Sichali & Sissolak 2007), the 
theoretical foundations of HIV/AIDS care have often remained rooted 
in the notion of caring based on the caregiver-patient divide, and 
emphasis is put on the need to maintain objectivity, confi dentiality, 
and control between the care provider and patient. The care provider 
is portrayed as all-knowing and often seen to be in control, while the 
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patient is vulnerable, weak, and in need. In contrast, scholarly work on 
chronic care marks a shift as patient involvement is promoted; patients 
are viewed as powerful, encouraged to be in control of their own health 
and manage their illness and treatment (Mol 2008; Slote 2007). This 
shift has changed power dynamics as patients have begun to be more 
autonomous, demand their rights, and be more involved in decision-
making regarding their care and treatment. This shift also saw another 
cadre of staff – the people living with HIV/AIDS (PLWHA)-become 
expert patients and join the workforce to further reduce health providers’ 
workloads. My ethnography shows that expert patients’ presence in 
the clinic space attempts to mediate the power relations and loyalties 
between nurses and patients, often resulting in differing contestations. 
However, shifts in illness management do not necessarily challenge the 
carer-patient divide, as it gives only some rights to the patient and alters 
the power dynamics between carer and patient only slightly.  

What I am going to examine
The above background shows that there is a missing link in theories of 
care: what does care-giving mean when the carer-patient divide collapses, 
specifi cally in the case of carers who are themselves patients and are 
professionally treating the disease they suffer from? As there is no clinic 
based ethnography on this topic, I have taken this question as my point 
of departure. How do we conceptualise care in a clinic space when a 
caregiver suffers from the same disease and uses the same treatment as 
the patients he or she treats, as is the case in complex HIV/AIDS ART 
provision? Does care mean the same when the carer-patient divide is 
under threat, or when individual carers fi nd themselves permanently (at 
least for now since there is no cure) caught between the two constructs of 
carer and patient? How can we begin to speak of care which incorporates 
these new dimensions? These are some of the theoretical questions I 
address. Because care providers become patients and continue to treat the 
disease they suffer from, they fi nd themselves in an ambiguous position. 
My ethnography shows that nurses creatively (re)design care practises in 
radical and signifi cant ways to meet their own care and support needs 
as well as those of their patients, in a healthcare system overburdened 
by HIV/AIDS, producing new practises and relationships. I argue that 
care in this context is about sharing certain fundamentals, such as the 
experience of living with HIV/AIDS. Unpacking the everyday care 
practises of these nurses both as front liners in complex ART provision 
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but also as patients themselves enables us to disentangle care from what 
Mol calls an all too immediate association with kindness, dedication, and 
generosity (Mol 2008:5). But how can we analyse a mode of experience 
that appears as a mediated fact of the body? 

I began by looking at a broad category of nurses and expert patients 
in the fi eld of HIV treatment, and then followed a number of HIV 
positive nurses for a longer time (2.5 years) during the ARV rollout 
period (2004-onward) in Uganda. Unsurprisingly, I found that nurses 
played a pivotal role in ART provision which previously was a doctor’s 
domain. Further, despite overwhelming challenges, these nurses provided 
care with remarkable compassion, commitment, and creativity. Thus, 
this dissertation is about nurses’ experiences and practises of care-giving 
and designing. In the care practises observed for this study, nurses are 
not merely passively implementing or adopting medical technology 
(specifi cally ART); rather, they are active implementers and users/
receivers of these technologies, and furthermore, they are designing care 
technology. They go the extra mile in care despite the many constraints 
in the healthcare system and the fact that some nurses are themselves 
HIV positive. Under such constrained circumstances, they go beyond 
the caring techniques they have been taught and (re)design care. But 
how do they do so, and what is the morality behind their actions?  

With ethnographically grounded examples drawn from an 
anthropological investigation in Uganda of chronic HIV/AIDS care 
givers, and chronic care givers who are sufferers of chronic HIV/AIDS 
and users of ART themselves, I explore the great divide between the 
experientially shaped language of caring and the traditional language 
of the medical profession theorising about care. I present a story of 
motivated, committed nurses who are creative and compassionate 
because many of them are affected by or infected with HIV. I argue that 
the notion of care needs to be amended to accommodate the experience 
of life with and treatment of chronic diseases by carers. Care is not just 
about the selfl ess giving and taking of medical technologies, nor is it 
simply inspired by love and charity (Mol 2008). In the case of HIV-
positive nurses, it is also inspired by power and the shared experience 
of illness and treatment. 

By specifi cally exploring the lived experience of not only administering 
but also using and living with ART, I seek to explore both the dialogue 
around ART and how ART as a technology infl uence subjectivity and 
create new forms of sociality. In as far as HIV/AIDS has undone lives, 
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and ART attempts to remake them, my objective in this dissertation 
is to show two things: fi rst, what happens to carers’ identity and 
subjectivity when their lives and environments are transformed by 
HIV and its treatment; and second, how illness, and ART as a medical 
technology, reshape the care relations a person has with themselves 
and others including institutions. I study identities as contextual and 
produced through social relations; so, I take both care and identities as 
relational and processual. I show that HIV positive nurses have many 
social identities which are sometimes experienced as confl icting and 
ambiguous; for instance, nurse versus patient/advocate. The question 
which follows is how do these nurses negotiate these ambiguities of 
being both caregivers and users, more so when faced with the challenge 
of chronic HIV/AIDS and ART? 

In this work, I bring to the study of care-giving and carer subjectivity 
an ethnographically grounded clinic based approach, where individual 
singularity is retained and remade in clinic based interactions and 
practises. I argue that care is relational and is transformed by embodied, 
lived, and shared experiences. Th e subjects – the nurses with HIV – 
engage in care, interact with other carers such as expert clients and 
doctors, interact with patients, and are agents of biomedical knowledge. 
Here, subjectivity provides the ground to think through their experiences 
and roles. I explore the inner and social lives of nurses as subjects, their 
changing modes of subjectifi cation, and the transformations of social 
organisation within the HIV clinics as well as in practises and knowledge 
structures. Subjectivity is hereby treated as an empirical reality as well as 
an analytical category. I examine the complex ways in which a person’s 
inner state refl ects lived experience within the everyday world, as well 
as in temporary spaces and transitions. By focusing on these processes, 
I am able to identify concrete ways through which nurses choose 
what is most at stake (i.e. what is most important to them under the 
given circumstances and situations), and how they go about realising 
it. In discussing care practise, I focus my attention on the relational 
aspects and the intersections of institutions and persons, for it is at this 
intersection that it becomes possible to see how particular discursive 
articulations of care play a part in shaping such things as care practises 
as well as experiences of self. Th rough this approach I am able to draw 
attention to how care is viewed and enacted among diff erent actors and 
at diff erent levels. 
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Defining Concepts
Care 
Care as defi ned in reference to the practises and behaviours of caregivers, 
varies culturally, and often bears a gendered aspect as it is commonly 
associated with women (Bailey 2009). However, I seek to interfere with 
two specifi c practises within our general social understanding of care, 
namely care-giving and care designing. In a study on the meaning of 
caring for nurses (Wilkin & Slevin 2003), participants described caring 
as a process involving feelings together with professional knowledge, 
competence, skill, and action. In my study, the nurse participants’ 
descriptions of caring add a new dimension of sharing to this defi nition, 
as I elaborate upon later. Care-giving is generally used to refer to both 
cure and care activities such as healing, feeding, dressing wounds, and 
counselling (Mol 2008). In this work I intentionally omit the notion of 
cure since the disease I deal with is chronic in nature, and so-called cure 
activities are aimed only at making life more endurable and manageable; 
which, too, is the very purpose of care (Mol 2008). Kleinman (2008) 
explains that care-giving is confi gured by economists as “burden”, by 
psychologists as “coping”, by health services researchers in terms of social 
resources and healthcare costs, and by physicians as a clinical skill. Each 
of these perspectives represents part of the picture. For the medical 
humanities and interpretive social sciences, care-giving is a foundational 
component of moral experience. Kleinman goes on to explain that 
care-giving is envisioned as an existential quality of what it is to be a 
human being. We give care as part of the fl ow of everyday lived values 
and emotions that make up moral experience. Here collective values and 
social emotions areas infl uential as individual ones (2008: 23). I shall refer 
to caregivers as adopters, implementers, users, and designers of medical 
technologies. Care designing in healthcare literature is used in reference 
to planning, proposing, devising, creating, and inventing medical 
technologies and programmes, often linked to pharmaceutical, donor, 
and policy making levels, which presupposes macro-level engagement 
(Bailey 2009). However, in this work, I use it in reference to local or 
micro level engagement, specifi cally linked to the experience of grassroots 
caregivers. I show that as anthropologists, we have to step away from 
medicalised notions in order to question and contextualise many of the 
ideas exported to chronic care, specifi cally HIV/AIDS. For this study, 
I thus view care-giving and care designing as processes located in time 
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and space that are dynamic and interactive in as far as they are mediated 
and spun in everyday experiences and social interaction. 

Mol (2008:2) makes the point that the ideal of good care is silently 
incorporated into practises and does not speak for itself. However, the 
literature on nursing contains much about ideology alongside notes on 
practise. I do not set out to give a defi nitive answer to the question of 
what good nursing care is, nor to draw exclusive boundaries around a 
fi eld of care; such an endeavour would be futile. Instead, since nurses are 
fi lling the gaps in HIV/AIDS care by taking the initiative at different 
levels of interaction – including at collegial, patient, system, and policy 
levels – I seek to identify the positions nurses take in interactions at these 
levels, how, and why. I do not discuss care-giving and care designing in 
and of themselves. Rather than focus on the abilities of people to care 
per se, I unravel some of the exemplary practises in which caregivers are 
involved, specifi cally practises relating to the treatment of, and living 
with, HIV/AIDS in Uganda. I take a step back and look into when and 
what kinds of practises and situations of caring arise. Presented here are 
stories and lessons that are very much local and specifi c but which are set 
on a large stage – the trajectory of chronic care – thus providing points 
of reference and contrast for other chronic care situations. These stories 
consist of daily experiences in the clinic as well as the life experiences of 
individual nurses. Though I write about care-giving and care designing 
in the specifi c HIV clinics where I worked, this does not mean that I 
provide an exhaustive account, nor that all is well in these clinics or 
in the lives of those whose stories are given here. There is much more 
going on and not all is magnifi cent. But what I do is isolate from the 
complexity those practises that make these nurses’ everyday caring 
practise exemplary.

Identity construction
Identity is a central organising feature of our social world, and across the 
social sciences and humanities, it is increasingly treated as something that 
is actively and publicly accomplished in discourse (Benwell & Stokoe 
2006). Recent scholarship has emphasised that identity is a process that 
is always embedded in social practises, within which discourse practises 
have a central role (Fairclough 1989). Taking the concept of practise 
as central to processes of identity formation and expression entails 
looking more closely at the ways in which defi nitions of identity change 
and evolve in time and space, the ways membership is established and 
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negotiated within new boundaries and social locations, and how activity 
systems impact on processes of identity construction (Goodwin 1999). 
Both social and discourse practises frame, and in many ways defi ne, 
the way individuals and groups present themselves to others, negotiate 
roles, and conceptualise themselves. The most general perspective, 
one that provides a very basic way of thinking about identity, is social 
constructionism, which assumes that identity is neither a given nor a 
product. Rather, Benwell & Stokoe (2006) note that identity is a process 
that (1) takes place in concrete and specifi c interactional occasions, 
(2) yields constellations of identities instead of individual, monolithic 
constructs, (3) does not simply emanate from the individual, but results 
from processes of negotiation and contextualisation that are eminently 
social, and (4) entails ‘discursive work’. Social constructionism has 
contributed to dissipating transcendentalist conceptions of identity and 
to directing the attention of researchers to social action rather than to 
psychological constructs (Benwell & Stokoe 2006). Here I argue that 
it is not a question of either social action or psychological constructs; 
rather, in the real life practise of identity construction, these two often 
go together. 

Benwell & Stokoe (2006) defi ne identity in its broadest sense in 
terms of how people display who they are to one another. Here I add 
that emphasis should not only be on who they are to one another, 
but also who people are to themselves, and when faced with multiple 
ambiguous identities, how these are negotiated. For instance, who are 
the HIV positive nurses as chronic patients to themselves, and who are 
they to their patients and colleagues? Are they nurse-patients or patient-
nurses or both? What happens when people face constant shifts, fl uidity, 
or ambiguity in the form and ways they identify themselves, both to 
themselves and others? This question puts pressure on the traditional 
understanding of identity. I show that, for instance, because HIV positive 
nurses are uncertain about what form of identifi cation to take, they face 
diffi culties in the way they conceptualise themselves. They often fear 
giving away their patient identity, but at the same time they are not 
able to control this because the way in which ART drugs react with the 
body – in terms of side effects and their failure to act on and eliminate 
all AIDS related bodily symptoms – gives them away. At the same time, 
nurses face uncertainty in how others identify and conceptualise their 
identity. This is true in as far as they face sanction when they try to 
display to others the sick reality of their selves. As such, the forms and 
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processes of identifi cation for these nurses are constantly in fl ux, thus 
theoretically what is at stake for these HIV positive nurses are identity 
shifts and segmentation, and further, how these shifts are translated into 
or infl uence care relations. As the divide and power gap between patient 
and provider become narrowed, I show that nurses as patients develop 
new (inter)subjectivities, and new care relations emerge.

Subjectivity
For Biehl et al. (2007), subjectivity is the means of shaping sensibility. It is 
fear and optimism, anger and forgiveness, lamentation and pragmatism, 
chaos and order. It is the articulation of self-criticism and renewal (Ibid. 
2007:14). Biehl et al. (2007) rightly put it that subjectivity is not just the 
outcome of social control or the unconscious; it also provides the ground 
for subjects to think through their circumstances and feel through their 
contradictions, and in so doing, to inwardly endure experiences that 
would otherwise be outwardly unbearable. Whereas this understanding 
is true, it connotes that the main end result of subjectivity is to endure, 
and this in a way connotes stasis. I suggest that subjectivity, as I shall show 
later, is not merely the inward endurance of experiences, but is actually 
in a state of fl ux. It is constantly changing and being re-worked, as are 
social relations. Moreover, it also motivates not only static endurance 
but counter-shifts and actions in relation to these experiences through 
creativity, protest/contest, and advocacy. In a way, subjectifi cation 
becomes a continuous process of expressing and infl uencing activity; they 
are constantly in motion. Nurses do not simply endure the ambiguity of 
their identities and double role; they become creative and adaptive, and 
they protest and contest through appropriation of these roles. 

When they discover they are HIV positive, nurses are constrained. 
They must constantly work to keep their patient identity hidden from 
their patients. They also experience confl ict, for example, when they 
appropriate their patient role to advocate for ARVs, or when they 
encounter sanctions in the interaction process. At the same time, 
however, nurses identify with their patients’ identities in their care-
giving in a way that goes beyond the call of duty – the kind of care that 
earns them the label of ‘favourite’ nurse – care that is not like any other 
because they appropriate both their patient and professional identities 
simultaneously.

My ethnography shows that new subjectivities and care relations 
emerge out of a process of interaction between nurses as users and givers 
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of a new technology, since they experience fi rst-hand its undesirable 
internal and external effects. The emerging care relations can not only be 
locally legitimised but also institutionalised, and nurses become powerful 
advocates for choice and change both at the individual and institutional 
level. This results in collaboration and coordination between users and 
providers on the basis of shared experiences, and involves a tinkering 
process. For this to happen, there has to be a forum of knowledge 
sharing where all parties feel appreciated. For these nurses, it means a 
willingness to feel less professional and the acceptance of learning from 
their patients. So the process involves building a relationship between 
patient and provider based not on a show of power but on a show of trust, 
humility, and interdependency. This change in interaction involves more 
than an external change of attitude by the provider towards his or her 
patients; for example, it is a process that begins with oneself – internally 
and mentally – as a result of an inner and physical experience. Combined 
with other external infl uences, these become the trigger for new desires, 
such as creativity in care practises and technology, and a willingness to 
recognise what really matters. It also triggers the desires to go beyond 
the call of duty, to adapt to changes in relationships; changes that may 
involve giving up power and control in certain contexts of interaction 
between patients and providers.

Stigma
HIV/AIDS related stigma is prevalent in many parts of the world 
(Uwakwe 2000; Smart & Daniel 2000; Shisana et al. 2002; Mill 2003; 
Horizons 2006; Heijinders 2006; Li Li et al. 2007; UNAIDS 2008). 
Goffman (1963) conceptualised stigma in society on the basis of deviance 
i.e. a stigmatised individual is someone with an undesirable difference. 
He also states that stigma is an attribute that is highly discrediting. Over 
the years this defi nition has been expanded to describe stigma both 
in terms of social identity and specifi c social contexts within which it 
occurs (Crocker, Major & Steel 1998). Stigma may be defi ned as a mark 
of disgrace, an attribute that is deeply discrediting, or a difference that 
taints and discounts a person (Mahajan, Sayles, Patel, Sawires, Ortiz, 
Szekeres & Coates 2008). It may be internalised (self-stigma), anticipated 
(stigma people expect from others), secondary (affecting those related to 
the infected person), or enacted (discrimination) (Roura, Urassa, Busza, 
Mbata, Wringe, Zaba 2008).



14 Going the Extra Mile

Stigma associated with HIV is also a process of devaluation, often 
used to produce social inequality (LeBel 2008). Pescosolido, Martin, 
Lang & Olafsdottic (2008) suggest a new framework of defi ning and 
analysing stigma which starts with Goff man’s notion that understanding 
stigma requires a language of social relationships, but acknowledges 
that individuals do not come to social interaction devoid of aff ection 
and motivation. Further, all social interactions take place in a context 
in which organisations, media, and larger culture structure normative 
expectations which create the possibility of marking ‘diff erence’. For 
instance, HIV related stigma in a healthcare setting discourages persons 
living with HIV and AIDS (PLWHA) from seeking care, particularly 
if they have previously experienced unwelcoming treatment or breaches 
of confi dentiality (Dieleman, Bwete, Odaga, Marjam, Namaganda & 
Gert 2007). As a result, fear of stigma and discrimination has created a 
silence that threatens public health (Bayer 2008). For instance, Sadoh, 
Sadoh, Fawole, Oladimeji & Sotiloyem (2009) found that healthcare 
workers feared and harboured negative attitudes towards fellow HIV 
positive healthcare workers and feared to perform medical procedures 
with them.

Many theories have contributed to an understanding of the complex 
web of expectations shaping HIV/AIDS related stigma (Wim 2006). 
While public health offi  cials had expected that ART would lead to 
the ‘normalisation’ of HIV/AIDS in society, and while the rhetoric of 
offi  cials and ordinary people often suggests that “stigma is going down”, 
levels of stigma nonetheless remain high. Moreover, medicines have 
social lives of their own (see Whyte, Van der Geest & Hardon 2002; 
Van der Geest, Whyte & Hardon 1996). Individuals and communities 
continue to struggle with issues of disclosure, and the integration of 
these life prolonging medicines (ARVs) into their everyday lives and 
relationships. Here, I shall focus on understanding how stigma (viewed 
in relational and processual terms) aff ects identity and care relations. 
My emphasis is mainly on internalised and perceived or anticipated 
stigma. Perceived stigma involves fear of shame, secrecy, and withdrawal, 
triggered by applying negative stereotypes to oneself or the fear of being 
discriminated against. Th e HIV positive nurses in this study generally 
did not share their HIV status with their patients and colleagues for 
fear of shame and stigma, and as such one would say they often missed 
out on the much needed support of their colleagues. Th ese nurses, 
however, pragmatically negotiated stigma. Th ey created ‘secret safe 



Introduction  15

spaces’ where they felt secure and comfortable to share and talk about 
their condition and get psychosocial support. Often stigma is thought 
of as negatively aff ecting care relations; however, the nurses here were 
able to secretively garner support and teach one another new care skills 
and coping mechanisms which later made them, as patients attested, 
favourite nurses and better carers. 

A Review of the Literature
“Never think outside the box!” reads a cartoon caption at my 
colleague’s door. 

When I wrote my PhD proposal back in 2005 and planned my fi eldwork, 
I surely did not dare think outside the box of the public health HIV/
AIDS treatment practise, which universally puts doctors at the frontline 
of ART care. Globally, the current care practise and studies on HIV/
AIDS treatment have been modelled around the specialist physician 
based model of care and service delivery adapted from industrialised 
countries, where ART is provided through specialist centres by very 
specialised personnel (Jaff ar et al. 2005). Th is ‘fact’ is also clearly stated 
in the UNAIDS (2006) and WHO ART guidelines: that the doctor is at 
the helm of this complex therapy. So doctors were to be my study focus, 
and I set out to study the impact on them of the scaling up of chronic 
HIV/AIDS treatment, as the people at the helm of ART service provision. 
During my exploratory fi eldwork and after having studied several offi  cial 
documents on the implementation of ART care globally, I realised 
that these sentiments were perfectly mirrored in Uganda’s national 
ART guidelines (MoH 2003-2006; MoH 2005a; MoH 2007-2011). In 
fact, by 2005 Uganda was being showcased globally for its exemplary 
policies on HIV/AIDS care and treatment, acclaimed as a success story 
in following the guidelines and beating its targets for the global ‘3x5’ 
initiative (UNAIDS report 2006, World Health Organization, United 
Nations Children’s Fund, UNAIDS. 2009). 

I defi ed the rule of looking into the box alone when I chose to study 
rural resource-poor settings. Th ey presented a reality diff erent from the 
widely held perception of who are the front liners in ART care. During 
my exploratory fi eldwork in rural Uganda in 2005, only one year into 
ART scale-up, I increasingly realised that in many places I visited it 
was not those in the high cadre of the medical profession who were 
conducting ART delivery. At the helm of complex ART provision in 
both the public and NGO HIV clinics I visited were nurses, ordinary 
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nurses. Th ough they are found at the lower end of the medical care 
professional hierarchy, it was they who were doing the bulk of the work 
related to chronic HIV/AIDS care. Th ey ran ART clinics, initiated 
therapy, monitored and counselled clients on self-management and 
adherence, treated opportunistic infections, provided general care 
and support to clients, and prescribed and dispensed complex ART 
medicines. Nevertheless, even among the nurses, I realised there was 
another category, which though not very distinct to the naked eye was 
still apparent. I noticed them by the way they talked about themselves 
in relation to their lives and work, and it was through ardent listening, 
interaction, and an extended period of rapport building and participation 
in their daily work lives that I understood that their link to HIV/AIDS 
was rather more signifi cant than for others. 

I searched the socio-medical literature on Uganda related to HIV/
AIDS healthcare providers as patients, then widened the search to include 
other chronic diseases beyond Uganda alone. I found very little, even 
in the social science literature where one might expect to fi nd it. It was 
obvious that social scientists had paid scant attention to the experiences 
and roles of medical carers as patients. Th ere were a few fi rst-hand 
autobiographical accounts from medical practitioners themselves. For 
example, Jones Petre (2005), a British general practitioner, edited a 
book entitled ‘Doctors as Patients’ in which he describes his struggle 
with mental illness, and concludes that doctors do not like being on the 
‘wrong’ side of the doctor-patient divide. For many doctors, their role 
as powerful healer precludes thoughts of ever getting sick themselves. 
When they do entertain such thoughts, it initiates a profound shift of 
awareness; not only in their sense of self, which is invariably bound up 
with the ‘invincible doctor’ role, but in the way that they view their 
patients and the doctor-patient relationship. Faced with this prospect, 
their objectivity often crumbles. Some reach for diagnoses at the fi rst 
hint of illness; many more ignore or downplay their health problems, 
and when help is sought, it is often late; not least, perhaps, because of 
the notion that illness is a patient’s prerogative and falling prey to it is 
an admission of weakness. 

Th ese accounts reveal how dramatic the illness transformation can 
be: a spiritual journey for some, a radical change of identity for others 
and, for yet others, a new way of looking at the risks and benefi ts of 
treatment options. For most, however, it forever changes the way they 
treat their own patients. Jones (2005) describes how doctors in their 
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stories dreaded disclosure, failure, isolation, shame, and self-blame. 
Knowledge of how the health system works, coupled with a desire to 
retain control and maintain confi dentiality, led doctors to stray from 
established pathways of care. Stressful working conditions were found 
to precipitate illness and the macho medical culture was said to make 
‘coming out’ with a diagnosis of mental illness diffi  cult. Moreover, 
seeking help was seen as risky in a service where stigmatisation of mental 
illness and discrimination against those who suff er from it is rife. Jones 
concluded that the best way to overcome prejudice against mental illness 
is for more doctors to speak out, more so because they actually have the 
experience and insight to manage this problem in the profession’s front 
room (2005:1454). 

American physician Dr Robert Klitzmann (2008), who has himself 
faced serious illness, gives a fi rst-hand account of what happens when 
those charged with healing others unexpectedly fi nd themselves in 
the vulnerable role of patient. Taking on an experiential dimension 
of medicine, he interviewed doctors suffering from such diseases 
as HIV, Hodgkin’s lymphoma, breast cancer, bipolar disorder, and 
leukemia. Klitzmann captures masterfully what ‘sick’ doctors hide, 
not only from others but from themselves: their fears, hopes, practical 
strategies of survival in their jobs and families, and – most powerfully 
– their ‘unscientifi c’ approach to the world of the spirit. He describes 
how he personally felt weak and ashamed and began to appreciate, 
too, the embarrassment and stigma his patients felt. Doctors can be 
disadvantaged by the anxiety attached to mortality, but they can also 
grow and transform themselves when they know both sides of the 
medical equation. Th is rather comprehensive and deeply empathetic 
study of the wounded healer as patient, however, does not tell us how 
these transformative illness experiences can transcend the individual 
to infl uence systemic practises in healthcare. Klitzmann concludes 
that while doctors do not have to be ill to know how to treat illness in 
others, those who can be helped with their own suff ering may be more 
sensitive to the suff ering of their patients. Given that they work in the 
same medical care system, undergo similar socialisation, and share an 
ethical code, nurses are bound to face similar challenges when caught 
on the other side of the carer-patient divide. 

Some attention has been given to nurses as patients within the 
international nursing community, usually in the form of anecdotal 
research reports of nurses receiving nursing care (Williams 1998, Jones-
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Sande 2004). Williams (1998) qualitatively explored the experiences of 
female nurses as patients and how they viewed their bodies. Williams 
further explored power relations between the nurse-as-patient and the 
nurse providing care, revealing that the actions of nurses made nurse-
patients feel powerless. Goldner (2009) presents Harker, a practising 
nurse in Australia, describing how the experience of hospitalisation might 
impact nurses and their practise, and suggesting how this experience 
might be drawn upon to effect positive changes. These reports show that 
nurse-patients had positive gains, both personally and professionally, after 
going through an experience of being a hospitalised patient. These studies 
also show that after an illness experience in hospital, nurses evaluated 
nursing roles and practises with greater respect (Goldner 2009). 

Further literature review reveals that alongside criticism of the care 
delivered by incompetent nurses, some nurse-patients are better able to 
identify appropriate and skilful nursing care (Zeitz 1999:70). Williams 
(1998), however, found that the nurse-as-patient was often perceived 
as unpopular; their peers frequently stereotyped them as neurotic 
and potential troublemakers, and they were more prone to develop 
complications. Like doctors, nurses felt shame exposing their experiences 
of being both nurse and patient; they feared accusations of exhibitionism 
and of demeaning the nursing profession. However, while nurses often 
consider themselves to be competent and able to provide patients with 
the care they need, experiences as a patient have been demonstrated to 
make nurses reconsider this, as it emphasises to them how little they 
understand of what being a patient is actually like (Zeitz 1999). Stories 
of nurses as patients are one tale that is disregard consistently, since it has 
been argued that nurses generally continue to carry out medical orders 
and prioritise technological expertise over the work of caring (Zeitz 
1999; Williams 1998). Harker (2000) contends that we have much to 
learn from the best and worst of nurse care-giving practise, in particular 
from the stories of nurse-patients.  

Most of this work up to now is western oriented, and not much is 
known on the topic from developing countries where the disease and 
illness burden is higher and healthcare infrastructures often lacking. 
Further, what we do not yet hear in these stories are the experiences of 
nurses at the frontline of a highly stigmatised chronic disease with a 
complex treatment, who share the illness with the patients they care for. 
Finally, even the available accounts, aside from telling us that caregivers 
become better carers after an experience of illness or hospitalisation, fail 
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to elaborate on the nuances of how this experience can shift from the 
individual level to infl uence institutional dynamics.

Large-scale provision of lifetime ART in resource-poor settings (RPS) 
has been associated with resource problems and weak infrastructure 
within the healthcare system (Marchal, De Brouwere & Kegels 2005). 
Provision of ART in RPS is seen as unsustainable, marred with 
irregularities and inconsistencies and, therefore, rather messy. Reference 
is often made to uncoordinated actions, procurement irregularities, and 
distribution and monitoring inconsistencies at different levels, resulting 
in stock-outs (Ferrinho et al. 2004; Adamson et al. 2006). Literature 
on the situation of health workers in the HIV/AIDS epidemic, and its 
care and treatment, shows that many developing countries continue to 
decry a crisis in the state of the workforce due to HIV/AIDS (Fournier 
et al. 2007; LeBel 2008). In South Africa, health workers are dying in 
large numbers (Shisana 2004). Dieleman et al. (2007) found that in 
four regional ART providing hospitals in rural Uganda, health workers 
reported sometimes being frustrated, sad, or depressed. In the same 
study, Dieleman and others, reported that AIDS related deaths occurred 
often among medical care staff; as many as 20 reported over the fi ve 
years previous to the study. This is a huge number when compared to 
the number of years and resources it takes to train one professional 
medical care worker. In Ugandan hospitals, organisational responses to 
the impact of HIV/AIDS are implemented haphazardly, and none of 
the four regional referral hospitals in the Dieleman et al. (2007) study 
had written policies to prevent and mitigate the impact of HIV/AIDS 
or support HIV positive staff. 

Health workers in ART provision are overburdened and overworked 
(Tawfi k & Kinoti 2001; DFID 2003; Walusimbi & Okonsky 2004; 
Rowe, De Savigny, Lanata & Victora 2005; Chen & Hangvaravongchai 
2005; Jaffar et al. 2005; Dieleman et al. 2007). Other studies have shown 
that (working with) HIV/AIDS leads to increased or changed tasks, fear 
of infection at work, and increased emotional burdens and stress levels 
of health workers engaged in HIV/AIDS care and treatment (Tawfi k & 
Kinoti 2001; Chen & Hangvaravongchai 2005; Marchal et al. 2005; 
Dieleman 2007). Fournier et al. (2007) explored the experiences and 
perspectives of hospital based nurses in Kampala, Uganda, who care 
for HIV positive individuals and concluded that nurses faced many 
challenges in their daily care practise, including poverty, insuffi cient 
resources, fear of contagion, and lack of ongoing education. Nurses 
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also experienced moral distress due to the many challenges they faced 
during the care of their patients, which could result in ‘burnout’ and 
nurses quitting their jobs, which would exacerbate the acute shortage 
of nurses in Uganda, and in fact, many are already deserting the public 
healthcare system for the private sector or going abroad (Ross, Polsky 
& Sochalski 2005, WHO 2006b). However, the work, domestic issues, 
personal situations and experiences of those nurses continuing to serve 
in their posts have not been adequately studied (Dieleman 2007). With 
the scaling up of ARVs in resource-poor settings, my study found that 
nurses are now actually at the frontline of complex chronic HIV/AIDS 
treatment within the clinical context and, are in fact, at the forefront 
of improving general healthcare. I later show what this means for the 
nurses and their patients.

On the provider-patient relationship, a study in Uganda by Walusimbi 
et al. (2004) showed that nurses’ attitudes towards HIV/AIDS patients 
were generally negative. The New Vision, Uganda’s leading national 
newspaper, carried on the 8th December 2008 the headline “Nurses 
warned on mistreating patients”, in which the Director General of 
Health Services at the Ministry of Health admonished nurses working 
in government hospitals and public clinics. The same newspaper carried 
on the 12th January 2009 a call by the Regional Coordinator of the 
Nurses and Midwives Association in Uganda, Tony Walter Onena, 
with the headline “Nurses urged to treat patients well” under which 
he said “We receive many complaints about harassment by nurses and 
midwives. Some nurses are accused of stealing and selling drugs meant 
for treatment”.  But what my study reveals is that in chronic HIV/
AIDS care, nurses are at the forefront of carrying the burden of ART 
provision – some even carrying a double burden due to their HIV positive 
status. They go the extra mile, creatively designing care to better fi t their 
patients’ and their own needs. Why is this the case? 

The main fi nding is that care, as exhibited in the everyday care 
practises of these nurses, is not simply based on charity, commitment, 
and enthusiasm, but also on the experiences of sharing a common 
illness and its complexities. Having a powerful life-giving technology 
in their hands which they never had before (formerly the prerogative of 
doctors), sharing experiences of the illness and its complex treatment, 
and having an ambiguous identity and the desire to normalise it (even if 
temporarily given that AIDS has no cure), is what encourages them to go 
this extra mile and design care practises and technology. The ambiguity 
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of identity in which these nurses fi nd themselves (as both nurses and 
nurse-patients), something which they never seem to ultimately resolve, 
leads them to challenge the status quo within the medical hierarchy. 
This on one hand attracts sanction, while on the other results in new 
care practises. Moreover, while these nurses can be seen as challenging 
power relations (related to the technology itself and the hierarchy of 
medical care), they are also making practical innovations as I show in 
chapters 8 and 9.These practises and innovations are aimed at restoring a 
normal state of affairs, which reinforces social order within the medical 
care system while simultaneously sustaining ART care. 

Finally, examining the role of ordinary nurses in the provision of 
chronic treatment and care requires a narrative that puts these nurses in 
the role of protagonist, but which also uses different experiences from 
different contexts. Literature on hospital ethnography remains limited 
with the exception of Van der Geest & Finkler (2006) and Whyte, 
Whyte & Kyadondo (2010). But almost non-existent is ethnographic 
literature on health centre clinics (a level below hospitals), with the 
exception of Sciortino (1995). Since health centre clinics are the most 
commonly used sources of medical healthcare in resource-poor settings, 
I chose to concentrate on these. 

In this work, I present and compare ethnographic experiences from 
two contexts – a static public ART clinic (part of the level IV health 
centre) and a mobile NGO healthcare clinic – because these two settings 
have been in constant change about the meaning of care. Th ere are 
several kinds of care within HIV/AIDS care practise and each is unique. 
Contrasting the experiences of nurses in these two settings allows for a 
study of care in diverse settings where diff erent care moralities as well 
as diff erent levels of compassion are to be expected because the NGO 
clinic is Catholic-faith based while the public clinic is secular based. By 
contrasting two diff erent modes of care, I do not intend to adjudicate 
high grades in care virtue, but to point to some surprising historical 
shifts in care within the two settings. After all, alertness to comparison 
is the lifeblood of nuance, diff erentiation, and better care practises. Th is 
dissertation should thus be read as a comparative ethnographic text 
which tells the untold stories of actors in two diff erent care settings. 
Th is dissertation also gives a voice to the often forgotten HIV positive 
providers in HIV/AIDS treatment practise, as real, living, and interacting 
individuals with rather specifi c and, in a way, special experiences and 
responses to care. 
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Challenge of Focusing on HIV Positive Nurses
Th e question of nurses treating the disease they suff er from is a timely 
one but also rather diffi  cult. Th ey present a challenge because although 
HIV positive medical professionals are ubiquitous within the health 
system2, they are often hard to fi nd in social science studies of HIV/
AIDS treatment and care. Th ey have a ghostly, disassembled presence 
in the literature, appearing as typical healthcare providers or members 
of medical associations. Reassembling these ordinary nurses from an 
array of partial identities and abstractions was my fi rst challenge. I tried 
to overcome this with rigorous methodological refl ections on how I 
would practise ethnography and participant observation, which would 
include extended periods of rapport building, and rotating between 
the four roles of complete observer, complete participant (as a volunteer 
counsellor),  participant observer, and observer as a participant, within 
and outside the health facilities where I had taken on the role of volunteer 
counsellor. I also engaged in dialogical discussions with the nurses about 
the observations I made to ensure I represented them as best as I could.

Th e second challenge was to evaluate how HIV positive nurses behave 
in the drama of ART service provision construction and consolidation. 
On one hand they seem heroic: as single actors manoeuvring in the work 
environment through individual acts of avoidance, selective disclosure, 
or concealment; as a group adopting principles of operation unknown to 
other members of the workplace, winning the acclaim of their patients; 
or drawing from personal experiences to become the health system’s 
salvation. But on the other hand, in times of crisis, they may be called 
rebels; for instance, when they abandon the public health system and 
support civil society to demonstrate against drug stock-outs. Evaluating 
2 Although there are no current concrete figures available for the number of health 

workers who are HIV positive in Uganda, the figure of 10,000 was given by the 
Ministry of Health and Economic Planning in 2004 based on an epidemiological 
study by the Ministry of Health (NAM. 2005. Aidsmap: information on HIV/AIDS). 
There were 30,000 health workers in Uganda in 2004 according to the Ministry 
of Health records, and the largest intervention ever to provide free access to ART 
services for the 10,000 believed to be HIV positive was started in 2005 after President 
Museveni raised concerns at an ART conference in Kampala over the high numbers of 
professional health workers dying of AIDS related illnesses. However, no other formal 
detailed research is available on this issue www.aidsmap.com/en/news/2B975DAF-
4A42-4402-860A-46DDFF159489 (accessed June 2006 & May 2008). More detail 
on the magnitude of the problem is given in a study by Dieleman et al. 2007. I Believe 
that the Staff have Reduced their Closeness to the Patients: An Exploratory Study on 
the Impact of HIV/AIDS on Staff in Four Rural Hospitals in Uganda. BMC Health 
Services Research 7: 205.
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these competing perspectives required sustained ethnographic empirical 
analysis of the role play, role modelling, and role practises of these HIV 
positive nurses and their experiences of chronic disease care within 
diff erent environments. By so doing, I have been able to analytically 
describe and discuss how their diff erent experiences of the constraints 
they face become opportunities for sustaining chronic care. 

The Research Strategy:Finding My Way into the Field
My research had two main phases; namely, an initial phase of exploratory 
fieldwork (from July-December 2005) and a main phase (April 
2006-January 2009) both conducted in Masaka and Luweero  districts. 
I decline to name the clinics to keep the confi dentiality of the nurses. 
I was introduced to my fi rst research site, a health facility in Luweero 
district, on July 3rd 2005 by a priest friend of mine (Reverend Father 
Gabriel Mpamibwe) who often took his sick parishioners for care at 
this public health centre. He introduced me to the facility director to 
whom I gave my letter of introduction, obtained from the Ministry of 
Health AIDS Control Programme. I had often read fi eldwork accounts 
of non-medical researchers lamenting how diffi  cult it was to gain entry 
or acceptance into medical care settings and this made me nervous and 
cautious. However, going with a known and respected person from 
within the community facilitated my initial entry into the facility, and 
in addition, taking on the role of a volunteer counsellor in the second 
phase of my fi eldwork helped me to become even more accepted.

After I sought permission from the administration, I wanted to 
spend some time with the patients in the health facility without overtly 
associating or being overly identifi ed with the health workers. I wanted 
to fi rst obtain patients’ views and experiences of the kind of services and 
care they were receiving. I also wanted to watch both the patients and 
health workers go about their duties without them feeling the presence 
of a stranger observing them. Starting at the health facility also provided 
me entrance into the nearby community where some patients lived, which 
enabled me to get a general view of public perceptions of healthcare 
delivery at the health unit. Th us my research began with an exploratory 
situation analysis. I chose to act as a patient ‘buddy’ in the fi rst three 
weeks, going through the day’s queues on the long crowded benches like 
everyone else, always asking my way around the procedures, listening 
in, and enquiring about general issues. I made many friends because 
every week a new set of patients came in. Th is gave me an opportunity 
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to conveniently select my sample of patients based on my initial in-depth 
interactions with them. 

Realising their situation, I felt I had to give back; so, I decided 
to share with them knowledge I had acquired from a skills building 
workshop at the XVI International AIDS Conference in Toronto, 2006, 
on long-term survival skills. I provided information on how to improve 
their health while taking the drugs with whatever little resources they 
had, including an emphasis on nutrition, exercise, and mental health. 
Soon I was being invited by these clients to visit their homes and give 
practical demonstrations on food preparation and exercises. Th is I did 
for the next two months and received plenty of insights. I was able to 
ask more in-depth and personal questions about patients’ conditions 
and their perceptions of the ART related services they were receiving. 
Furthermore, it gave me an opportunity to interact with those who 
cared for them. But at this point I realised that I could easily fall into 
the ‘powerful knowledgeable researcher and vulnerable patient subjects’ 
trap; so, I withdrew for three months and encouraged them to teach one 
another what they had learnt. 

In October 2005, I set up my second fi eldwork site in Masaka district 
at an NGO based mobile HIV clinic. Here I was welcomed as a volunteer 
counsellor and naturally blended in, joining a different team every week 
for the long daily drives into the fi eld. Most of the nurses here were in 
their mid or late twenties; so, I fi tted in well and made many friends. 
Upon seeing a crucifi x and rosary around my neck, they immediately 
asked me to lead the morning worship on my fi rst day of work. I must 
say this won me the hearts of many as they commented afterwards 
that I knew how to touch them with my fervent prayers, and this made 
easier my researcher role. Nurses often willingly started conversations 
with me, asking me about the Netherlands, the drug freedom, the Red 
Light District, and HIV, which in turn gave me the opportunity to ask 
many related questions from their context. 

After two and a half months, I withdrew from the fi eld completely 
for a few weeks and tried to refl ect on what I had learnt so far. When I 
returned to my fi rst site in Luweero – the static public health centre – in 
May 2006, I joined the medical care workers as a volunteer counsellor. 
It worked well as everyone was eager to know where I had disappeared 
to all of a sudden. I took this opportunity to familiarise myself with the 
place and the setup of care. From this moment, I alternated working 



Introduction  25

between the two sites on a quarterly basis, but I permanently deployed 
a research assistant at each of these clinics who also worked there as 
volunteers. Th ey helped me keep track of major events while I was away 
and often notifi ed me to come when something important was going 
on during my 30 months of research. 

Work Operations within the Research Sites
The setting at the static public HIV clinic 
I shall not describe the operations of the larger public health centre, in 
Luweero; instead, I choose to describe specifi cally the operations of the 
HIV clinic situated within the static public health centre. One reason 
for this is that HIV/AIDS care is not run as an integrated service at 
this health centre; the HIV clinic, which began as a VCT research site, 
still stands alone in many respects. Th e other reason is that I want to 
emphasise the contrast with the mobile NGO clinic in terms of how 
each manifests itself in everyday life. 

Th e static HIV clinic is located at the very back of the health centre – 
which is situated right at the main highway – in between the mortuary 
and the toilets, directly behind the maternity ward. When I inquired 
about the location of the clinic, I was told by nurses and patients alike 
that from the clinic’s beginnings in 1998 many people feared to be seen 
entering it, as it stood right near the main entrance of the health centre. 
According to the nurses, there were several complaints from the patients 
who did dare attend the HIV clinic on behalf of those who wanted to but 
could not stand the embarrassment and shame of being seen by those in 
the trading centre, on the highway, at the main entrance of the health 
centre, and at the outpatient department. So in 2003 the health centre 
administration moved the HIV clinic from what has now become the 
offi  ce of the District Director of Health Services to the very back of the 
health centre. Nurses’ testimonies state that within a year of relocation, 
the numbers of patients visiting almost tripled. Another surprising eff ect, 
related by the head nurse, was that after the HIV clinic’s relocation, more 
personnel also wanted to participate professionally. She said that before 
the move, in 2001, “among other reasons, many nurses did not want to 
be seen in or associated with the clinic for fear of being suspected to be 
HIV positive themselves and people spreading rumours about them”.
Th e HIV clinic in this heath centre originated mainly as a satellite VCT 
research centre operated by the Joint Clinical Research Centre (JCRC). 
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JCRC was the fi rst big HIV/AIDS treatment organisation in Uganda 
where most clinical trials of ARVs were conducted (JCRC 2005). Th e 
ARV programme was introduced in the clinic in December 2002 by 
JCRC under the TREAT project, which was designed to test ART 
adherence in rural populations. ARVs were provided free for a minimal 
number of people, mainly children and widows, and to those who could 
pay to access branded ART. In 2004, when the government introduced 
free ART, the health centre opened another HIV clinic, supported by 
the Ministry of Health (MoH), within the same building, to provide 
free ARVs to everyone. Unlike the JCRC clinic which was run by 
professional doctors, counsellors, and clinicians, the new public HIV 
clinic was initially run by one doctor (who was always absent), nurses, 
nurse counsellors, and a clinical offi  cer (medical assistant). Th e doctor 
and clinicians gradually left and the nurses were thereafter in full control.
This HIV/AIDS clinic has two parallel but in some respects 
complementary ARV providers within the same space – the JCRC and 
MoH clinics – which occupy the same building, use the same patient 
waiting area, and sometimes share a dispensing window for OI treatment. 
JCRC uses the health facility as its outreach/satellite location and 
research centre, and has dispensed branded ARVs, including paediatric 
ARVs, since December 2002. The MoH clinic has no CD4 machine and 
so refers its clients to the JCRC. JCRC bleeds the patients (whether they 
are starting or continuing treatment), and takes blood for CD4 counts 
and viral load testing to Kampala. Results are given after two weeks, 
at a cost of 28,000 shillings (US$18) per patient per check. There are 
two access schemes for ARVs that JCRC uses at this health facility: 1) 
a non-payment scheme for widows, orphans (children below 16 years), 
and children below 12 years; and 2) a payment scheme for all other 
categories of people that are either able to pay – especially for second 
and third line ARVs (which are not yet offered at the MoH side) – or are 
unable to wait in the long queues. JCRC maintains a minimal patient 
load and uses the data for research (JCRC 2005).

Th e existence of multiple providers at the same health unit is seen as 
a blessing because in one way they complement one another. However, 
on the other hand, it is a hindrance to accessing ART because when 
you come to the health unit you are not a patient but a client of either 
JCRC or the MoH. As JCRC personnel only operate on Mondays, and 
sometimes come late in the afternoon, patients sometimes go without 
services or must endure long waiting times. Administratively, the 
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existence of multiple providers in the same space is also problematic in 
the sense that the nurses no longer off er a service to patients but to a 
provider, i.e. JCRC or MOH. For instance, patients were called clients, 
and by being a ‘client’ their access to services was limited. Often I 
heard nurses make such comments as “Th ese are our clients, those are 
clients of JCRC”, which meant in practise that this person would not 
be attended to if their ART provider was not available or if one provider 
ran out of drugs.  

The HIV clinic seems quite detached from the main health 
centre. Most patients come directly from outside to the clinic, and 
the outpatient department (OPD) of the health centre runs almost 
completely independently of the HIV clinic; for example, they cannot 
order an HIV test for a general patient or even refer them to the HIV 
clinic, they can only advise them about the services available and the 
patient must make the choice. However, clients from the HIV clinic 
who have a serious condition requiring immediate close attention and 
monitoring can be admitted directly from the HIV clinic to the general 
ward, alongside those admitted from the OPD and surgical cases. The 
same doctor attends to all patients.

The health centre has one doctor who only goes to the HIV clinic 
(which runs four days a week) to ‘help out’ if he has time, which often he 
does not because he also doubles as director to the health sub-district and 
is the administrator for the health centre. Thus he has to attend meetings 
and workshops, do all the surgeries, as well as attend to critical cases 
at the health centre and important issues at the Ministry of Health in 
Kampala. The services at the HIV clinic are run by  nurses who received 
initial training in ART provision for three weeks in 2004. These nurses 
have had no time to update their knowledge since then. All the nurses 
in the HIV clinic also have general and ward duties on a daily basis 
within the overall health centre. They rotate between wards for general 
patient care, stores management, maternity, theatre, the HIV clinic, 
and the OPD. I often heard them complain about their busy schedule, 
desire for the day to end so that they could rest, while others dreaded 
the night shifts at the wards. Comparatively, the general complaints of 
work overload were greater by nurses in the HIV clinic than in any other 
department, who often described it as ‘heavy’.

The changes associated with ART scale-up as a health sector reform 
at the public health facility left the already strained facility with fewer 
resources and insuffi cient capacity to relieve health burdens. For instance, 
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the emphasis on numbers (two days a week are dedicated to VCT and 
especially to recruiting new clients, while one day a week is given to 
treatment of opportunistic infections and ART clients) has decreased 
the motivation of health professionals, increased their workload, and 
decreased their job contentment. These nurses had no time to themselves 
in the sense that their work was very demanding, it had increased in load, 
yet at the time of research there was a freeze on new staff recruitment 
due to limited resources. As a result, nurses felt that their professionalism 
was being negatively affected, particularly due to the disproportionate 
emphasis on putting pills in a greater number of people’s mouths, while 
other faculties of the human being – both of the nurses and the clients 
– were largely being ignored. 

Networking and Partnering in ART Delivery
A multilevel perspective on ART delivery reveals that while the local 
district council has taken on the role of lobbying and advocacy for 
communities to take on ART, there is no direct feedback loop to the 
health centres. The District Task Force on HIV/AIDS includes district 
council members and two representatives of PLWA. Much as they speak 
about their involvement in shaping the perceptions of local communities 
by being a link between providers and users of ART, there are no specifi c 
programmes from the council to meet this objective. The reason given is 
that there are no funds allocated to this objective, and so no activities can 
as yet be undertaken. For instance, according to the doctor in charge of 
health centre management, within the health centre and the HIV clinic: 

‘The way things are, the referral system is inadequate and 
uncoordinated, every partner helping us out like Plan International have 
their own referral system and so does Volunteer Efforts for Development 
Concerns (VEDCO), Red Cross, African Medical and Research 
Foundation(AMREF). We have to come up with a system to integrate 
all these efforts with ours.’

Further, there is currently no detailed programme linking the 
councillors at district level, the providers, and the end users of ART, and 
monitoring HIV/AIDS activities in the health district is problematic (as 
stated by the district representative to the health centre management 
committee). Moreover, there is the problem of drug stock-outs, especially 
for prophylaxis and OI treatment. With government health services the 
drugs are never enough (not even 50% satisfaction at clinic level) and 
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according to a clinical offi cer (also called a medical assistant) there are 
frequent reports that they expire in store.

Figure 1: Waste! National Medical Stores management offi cer Thomas Anywar 
(R) shows the state minister for health and general duties Richard Nduhura (C) 
expired boxes of ARV drugs in 2007. Photo by Joseph Kiggundu

The Setting at the Mobile NGO HIV Clinic
It was from harrowing beginnings that the mobile NGO care programme 
emerged in Masaka. The organisation started through individual acts, 
as some medical personnel accompanied terminally ill AIDS patients 
back to their homes to wait for their fate. They provided support in the 
form of company, listening to and consoling them, and giving material 
support such as sugar, soap, food, and some pain relievers as needed. 
Among the pioneers was a nurse then working in the hospital surgical 
ward, another nurse in charge of primary healthcare, and an Irish nursing 
sister working as a trainer in community based healthcare, who initiated 
the programme. 
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Below is part of an account provided by the founder-sister Ursula 
about the beginnings of the programme.

I had no transport, so I used to ‘borrow’ the old hospital Suzuki 
at the weekends or in the evenings to take those dying of AIDS to 
their homes. Often it was a dead body that I carried. I remember 
a man dying in the medical ward and his wife being so poor 
that she was going to leave the body to be buried in the hospital 
burial ground. I found her and her two small children in the 
compound that evening crying quietly. She did not even have 
the money to get herself home. I borrowed the Suzuki, went 
to the mortuary where the man’s body had lain all day, and 
put him in the back of the car. Th at was a long drive and not a 
pleasant one. We turned off  at Lyantonde and headed inside and 
eventually up a mountain until the road ended. Th ere were few 
houses around but eventually someone appeared and I helped 
him carry the body the rest of the way to their small hut. Th at 
was over 20 years ago, but that has inspired and moved me to 
fi nd staff  and volunteers so that together we could do something 
in an organised way for the many that were like this family.

Getting nurses to work with me was a challenge. Who in their 
right mind wanted to leave in our little Suzuki at 7am and not 
arrive home till 8 or 9pm, having only boiled eggs and bread 
to eat all day (there were not even sodas in those days!)? Who 
wanted to visit, touch, and care for people with this awful disease, 
when there was such a stigma attached to it then? Who wanted 
each day to only meet people who were so very ill, in pain and 
dying; asking us to take their soon-to-be-orphaned children and 
to care for them? Who would even think of teaching how HIV 
was transmitted, as to talk about such intimate details meant 
that you were looking for sex! But I prayed, begged, pushed, 
seduced, and eventually some nurses did join me and they were 
wonderfully courageous women. For this work, they suff ered 
so much stigma from many of their companions. Th en came 
the volunteers and catechists, an even greater group of people, 
who were mostly men in those early years. Many joined because 
they themselves or a relative had been treated by us and had 
recovered. Th ey named themselves community workers and 
they are perhaps the real success story of our mobile programme.

A nurse working in the hospital surgical ward who was among those 
persuaded to join the mobile clinic recounts her story.

With a very small budget support given to us by the hospital, 
we had an overall goal of mitigating the psychosocial and 
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economic consequences of HIV/AIDS in the community; we 
were committed to serve. We visited individual clients in their 
homes to give them medical and psychosocial support. But the 
patient numbers eventually grew too big to such levels that 
it was no longer feasible to visit individual patients in their 
homes. In consultation with the patients, meeting centres which 
were convenient to the patients were chosen. Th ese included 
churchyards, schools, under trees, or residences of one of the 
clients within a given community. We then started visiting the 
clients at their respective centres every two weeks and only the 
bed-ridden or those requiring specialised care were visited in 
their homes. As we visited patients and watched many die, the 
number of orphans left on their own was increasing. Th e age of 
orphans heading families at this stage ranged between six and 13 
years. Many continued to drop out of school and hunger was the 
talk of the day for these children. A call to give these children a 
brighter future was the birth of the Orphan Programme in our 
mobile programme in June 1989. With help from volunteers in 
Ireland, the programme constructed houses, supplied food, soap, 
beddings, drugs, and took many to school. In January 1990 up 
to 50 orphans were registered and by the end of the year we had 
up to 500! A tragedy fell in the mobile in 1989 when Wilson 
(RIP) our Suzuki driver died in a road accident that happened 
coming from visiting a patient on Mutukula road. Wilson died 
after just talking about unity and togetherness while working 
in the programme. I believe his spirit of togetherness is what is 
still with us in the programme today.

Now the programme has two teams (the home care and orphans 
programme) which continues to grow big and work very hard 
from Mondays to Mondays. Many Sundays were days set aside to 
talk about AIDS in churches and at village meetings. Th e initial 
stage of the programme was not easy due to wrong information/
rumours that the team wanted to kill off  all those with AIDS 
by giving them drugs. In many places stones were thrown at us 
and many ran away on seeing the car we used to travel in. But 
later on we were welcomed and before we knew, the number had 
increased to more than we could cope with. Th e orphan team 
did a lot of visiting schools making sure that the orphans being 
sponsored were doing well in school and also to listen to their 
other problems. Th e programme also did a lot to support most 
of the schools fi nancially. Th e orphans being supported now 
are up to 15,000. Today, I still see and perceive the team spirit 
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that was there from the beginning, for the mobile programme 
was founded in love. Many of the people who were there in the 
beginning are still in the programme continuing to serve. 

Finally, here is part of an account by the nurse in charge of primary 
healthcare on her work at the start of the programme.

At that time it was not easy, one found herself being involved in 
HIV/AIDS treatment, support, and prevention due to the great 
needs of those who were confused about what to do. Th e situation 
was so tense due to the extremely large number of people who 
were dying of the unknown cause and the stigma. Since the 
cause of this disease had not yet been established, people had 
diff erent vague opinions as to the deadly disease. Some people 
attributed the disease to witchcraft, to people who were alleged 
to be involved in smuggling goods on Lake Victoria shores from 
Tanzania. Others alleged that it was a punishment from God 
due to the facts that promiscuity and other sins were so rampant, 
while others had the view that the virus was technologically 
transferred from the monkey to the laboratories, then to human 
beings. Some thought that AIDS was spread by women who had 
relations with dogs.

The NGO Mobile Care Programme Today
In the mobile programme three teams go out daily to different places 
for both individual home visits and centre based care activities, which 
are carried out in a total of 121 outreach centres (not health facilities). 
Community workers (CWs) and expert clients mobilise and counsel 
people in general to come to the centres for healthcare services and 
they screen and report those clients who require home visits. Each team 
visits about 4-7 centres daily. An average of 160 patients is seen daily by 
each of the three teams, and each centre is visited every fortnight. At 
the offi ce there is a specialised offi ce for ARVs and records of patients 
on ART, as well as another section for general home/centre based care. 
Other teams from this organisation that go out daily are the team for 
specialised counselling training, the team for orphan care and support, 
the TB tracers who ride motorcycles to their clients, and sometimes a 
specialised team for palliative care. Below I concentrate on the activities 
of the home/centre based care section.

The activities of the three home/centre based teams include: diagnosis; 
prescription and dispensing of medical treatment for opportunistic 
infections; initiation and refi lls of free ART; prescription and provision 
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of palliative care to the terminally and critically ill, especially those 
with cancer. Others include treatment education (ARV adherence 
counselling); bleeding patients and providing pre and post-test voluntary 
counselling; collecting and taking blood samples to the mission hospital 
for screening, and picking up the results; formation, facilitation, and 
monitoring of self-help groups; behaviour change programmes. Home 
visits, and provision of social and material support to the needy; training 
of expert clients to assist in the delivery of services; holding open days 
for PLWHA to foster greater and more meaningful interaction and 
involvement between nurses and community workers; and advocacy 
programmes are also done by the three teams. 

Over 40,000 individual AIDS clients (62% women) have been treated 
since 1987. Currently over 4,100 clients are registered in four districts 
including Masaka, Sembabule, Rakai and Kalangala. Th ey all receive 
basic follow-up care with daily septrin prophylaxis provided every two 
weeks. Th ere were 1,230 recorded persons in need of ART by December 
2007; 840 people were receiving it, among whom 613 were provided 
with ART at home. All clients who seek home or centre base care are 
counselled and tested for HIV. Th is programme collaborates with a 
mission hospital for HIV testing. Blood samples are drawn during home 
and centre visits and are taken to the hospital; results are given back 
to the clients after two weeks with post-test counselling. In July 2005 
the NGO, in partnership with the Ministry of Health, Uganda Cares, 
and the Medical Research Council (MRC), began providing free ART 
services to clients presenting with severe opportunistic infections or very 
low CD4 counts. Th is aimed to improve the quality of life of people 
who had lost hope and was also meant to meet the national strategy 
for increasing accessibility to ARVs. Th e organisation has since grown 
to become the second largest provider of HIV/AIDS treatment in four 
districts in central Uganda. Th e success of the programme is deeply 
centred on community based provision of care, ART and other drugs; 
all these are brought close to the people (see picture below).
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Figure 2:  Practical considerations! Seated by the roadside a mobile nurse braves 
the day’s heat of the sun and turns one of the wooden mobile pharmacy boxes 
into a chair, as she counts and dispenses off septrin prophylaxis from another box 
to a patient on ART while at another mobile clinic centre, another nurse seated 
under a mango tree, counsels and makes a prescription to another patient.

Palliative care was introduced as a component of home based care in 2000 
to improve the quality of life of many PLWHA and cancer patients (and 
their families) who were facing problems associated with life threatening 
illness. Th is was done through prevention and relief of suff ering by early 
identifi cation, assessment and treatment of pain. Previously, many used to 
suff er from pain related to the severe symptoms of HIV/AIDS and cancer. 
Today, palliative care is a source of hope to many of the programme’s 
clients, as well as those referred from other healthcare institutions. Since 
2000 over 832 clients have been provided with palliative care.  Th ey are 
followed at their homes with provision of oral morphine, codeine, and 
chemotherapy treatment, depending on their condition, to ensure good 
pain control. Th e conditions commonly seen include karposis sarcoma, 
pain related to cryptococcal meningitis and post herpetic neuralgia, and 
breast cancer. Other, non-HIV-related conditions include cancer of the 
prostate, oesophagus, and other sarcomas. Many of these cancers are 
identifi ed in advanced stages, thus require adequate pain palliation and 
expensive intervention such as chemotherapy.

Nurses said that provision of ART care is very stressful, and they 
work as a team to support one another through sharing their pains and 
diffi  cult times. Recognition by the organisation has also boosted the 
staff  to carry on with the stressful work.
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One of the things that motivate us are words like “thank you” 
from our bosses and also when we see our clients happy even 
with their problems after good pain control. (FGD with NGO 
nurses December 2007) 

Th e programme has ensured ongoing technical support through ongoing 
updates in the literature, and sponsoring staff  to attend national and 
international conferences to improve their knowledge of HIV/AIDS and 
palliative care. Palliative care requires a multidisciplinary approach, so 
the NGO networks with Hospice Uganda to ensure holistic care for its 
patients.

Material and social support is provided according to patients’ needs to 
the extent possible. Community workers and the programme ambulance 
drivers help in the distribution of material support while the nurses 
review and treat clients. Community workers and expert clients trained 
and involved in HIV/AIDS care are given bicycles to help in the follow-
up of clients during home visits. Broad-based counselling services are 
provided to sensitise all targeted groups about trauma and the need for 
counselling; nurses train school teachers and community facilitators 
in basic counselling skills to help traumatised children in and out of 
school, and educating them. In an eff ort to empower and emancipate 
the poorest of the poor and uplift their common voice, a self-help group 
(SHG) was introduced in 2004 as a pilot project to cater for the needs of 
poor women. In 2007, 42 SHGs had been formed benefi ting 585 women 
with knowledge and small projects and 2,340 children getting school 
fees. In 2006 another project was initiated targeting grandmothers who 
experience multiple suff erings as a result of the HIV/AIDS pandemic, 
such as grief, isolation, trauma, and the burden of caring for many 
grandchildren and orphans within an environment characterised by 
extreme poverty. 

Th e NGO also runs a broad-based specialised counselling programme; 
a training strategy aimed at off ering basic counselling skills in all areas 
of social life, which will increase the number of providers and strengthen 
the quality of services. Th is training is usually off ered to the mobile 
programme nurses, sister NGOs that request it, community workers 
and volunteers, school teachers, youth (peer facilitators), and local and 
religious leaders. It also aims to help clients understand their situation, 
learn how to deal with their problems, to live positively and make 
appropriate decisions, receive the right information, increase creativity 
and solidarity among benefi ciaries, and create greater resilience among 
orphans and other vulnerable children. Th is programme has been key 
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in establishing a shared responsibility between the organisation and the 
community at large, as well as creating a spirit of volunteering among 
community members. Th e NGO is in the process of establishing a 
counselling training centre where the nurses will be trained for fi ve to 
six days every year.

Reflection on Methods of Fieldwork
Giddens (1984) points out that recognising the refl exive nature of human 
conduct involves the researcher’s participation in daily experiences of 
the research subjects. As a social researcher, I continually refl ected 
upon the ways in which my own social values (e.g. religion, education, 
marital status) could aff ect the data I was gathering and the picture of 
social reality I was producing. For instance, I entered the HIV clinics 
as a volunteer counsellor, but as I describe in a later chapter, I often had 
to mediate between being a researcher and a volunteer counsellor when 
situations became sensitive, especially during my interactions with the 
HIV positive nurses. In addition, the fact that I was married with a son 
made me less ‘strange’ and gave me easier access to the backstage lives 
of the nurses, as we easily engaged in conversations about child rearing, 
marital issues, religion, etcetera. 

As pointed out by Davidson & Layder (1994:53), “there is a danger of 
refl exivity leading to a form of relativism, that we are asking researchers 
to be so hypersensitive to their own role in constructing the data that they 
would lack all confi dence in their fi ndings”. To overcome the problem of 
hypersensitivity I triangulated my fi ndings through the use of multiple 
data sources and techniques of data gathering and comparison, which 
increased the validity of my overall fi ndings and interpretations. When 
I fi nally brought together the information gathered, I was able to discern 
the prevailing patterns of caring within the HIV clinics, which I describe 
from Chapter Three onwards. 

In their infl uential study on narrative dimensions, Ochs & Capps 
provide a point of departure for the focus in narrative research in terms 
of a “default narrative of personal experience” (2001:20), towards what 
Bamberg refers to as ‘small stories’: “the ones we tell in passing, in our 
everyday encounters with one another” and which he considers “the 
‘real’ stories of our lived lives” (Bamberg 2006a). As the term reveals, 
this long neglected narrative type is short (Spreckels 2008) and therefore 
sometimes not even recognised as a ‘story’, especially if viewed through 
“an analytical lens, which only looks out for fully-fl edged stories” 
(Georgakopoulou 2006:130). What makes them so diffi  cult to detect 
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is that ‘small stories’ are deeply embedded in the interactional context; 
they are pieces of talk in interaction. Spreckels (2008) writes that ‘small 
stories’ usually concern everyday issues, thus stand in sharp contrast 
to the Labovian ‘life-threatening narratives’ (Labov 1972) or those 
obtained through narrative interviews in more formal research contexts. 
‘Small stories’ can be placed at the far end of the continuum of narrative 
dimensions put forth by Ochs & Capps (2001:23); they are often told by 
multiple, active co-tellers, are moderately ‘tellable’, relatively embedded 
in the surrounding care practise and activity, are often of nonlinear, 
temporal and causal organisation, and may have a rather uncertain, fl uid 
moral stance. Th ese characteristics put ‘small stories’ in sharp contrast to 
the well-investigated canonical life story, and yet it can be argued that 
they reveal just as much about a narrator’s identity. Further, they are an 
everyday phenomenon, and thus play a central role in life, whereas ‘big 
stories’, elicited in interview situations, are “very rare” and “somewhat 
artifi cial phenomena” (Bamberg 2006a:9). It is, moreover, the everyday 
conversational narrative which we use as a site for working through who 
we are, and thus a very useful tool with which to investigate the narrator’s 
sense of self (Spreckels 2008). 

In my analysis I use narratives of both the small and large kind, 
because I believe they are mutually embedded. While ‘small stories’ 
tend to be everyday life talk, they are often refl ective of the larger 
story, and in a sense they reinforce one another given the situation, 
context, and circumstances in which the storyteller and researcher fi nd 
themselves. For instance, if a researcher is able to build good rapport 
with a respondent, have a longer duration in the fi eld, or use a mix of 
methods, they will be more likely to hear stories with deeper nuances, 
and encounter the retelling of stories, than when a shorter fi eldwork time 
or a single research method is used. By studying the retellings, I was 
able to understand how embedded stories play a role in the construction 
of larger ones, and how larger stories are sometimes employed by and 
lived through small everyday stories, for instance through dramatisation, 
elaboration, resolutions, co-construction of past events, thematisation, 
or demonstration of relevance by storytellers. Th ese are key elements in 
identity construction in the way that they help understand how people 
present themselves in diff erent situations. Th is was very important in 
my study, especially given the sensitive nature of the research topic.

My research methodology involved keeping a fi eld diary where I wrote 
all I had observed during the day. I had long informal conversations in the 
evenings with the nurses as they prepared to close up the clinic, and many 
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times I would off er to escort them home, which was always welcomed. 
I followed people outside the clinic space – something which, in a way, 
reinforced the morality of a good care provider – to other special areas 
like their homes, to restaurants for lunch, while shopping in the market, 
during outreach visits to their friends, and even staying in their homes. 
All of this gave me a closer and clearer understanding of a diff erent kind 
of morality which relates to individuals’ daily life experiences of care 
outside the clinic. Th is also helped me to refl ect on another realm of 
the explanation of why nurses do what they do; it opened up the fi eld 
of individual psychology as another form of experience and explanation 
to personal encounters and actions (see Sandelowski 2000). 

Initially I rented a place in Luweero where both patients and nurses 
used to come and visit me over the weekends; though on other occasions 
I was hosted by patients and nurses alike in their homes. I requested that 
the nurses write down for me their experiences while I was at my second 
site, and upon my return we would discuss at length what transpired. 
During the times I was hosted, I began with participating in their daily 
routines, which included waking up at six o’clock in the morning and 
going to the garden or fetching water, while the young children headed 
for school. We would return after one or two hours to prepare breakfast 
and then head to the clinic. From digging, to carrying two 20-litrejerry 
cans of water every day and sometimes bunches of fi rewood, to cleaning 
the compound, child minding, and cooking, etc., to the onlookers and 
family members I became an extraordinary sight given my educational 
level (as they associate a high educational level with lesser involvement 
in such tasks). One might wonder why I engaged in these often tedious 
daily routines, from which anyone would long to escape. I did so precisely 
because they are a rich source of information about individuals and their 
cultural milieu, and a good area to engage in for the kind of ethnographic 
research I was conducting. Daily routines are very useful for they are 
the foundation upon which social relationships and ultimately cultural 
meanings are constructed. By engaging in their daily lives, I was able 
to fi nd out how infl uences beyond the immediate clinical context shape 
various individual experiences and practises.

Methodologically, participant observation became key because it 
allows for a more complex understanding of life concerns, such as relations 
of caring. Th is includes observation of the symbolic representations of 
things, for example through metaphorical expressions, as well as subtle 
means of communication such as bodily gestures and facial expressions. 
Such things are not quantifi able but are qualitative experiences of 
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everyday life which the nurses have learnt to attend to. Th ey cannot be 
studied by statistical sampling or applying a questionnaire. As a matter 
of fact, being a female who had learnt to attend to the same experiences – 
such as facial expressions and emotions as forms of caring – as the ‘natives’ 
I was trying to study, gave me an advantage in this area compared to if I 
were a male researcher trying to understand similar phenomena. Such an 
awareness of living in a common world established what Ingold (1993, 
in Barth 2000:5) calls a “foundational level of sociality…that constitutes 
the relational baseline on which all attempts at verbal communication 
would subsequently build”. In addition to such enhanced sociality, 
Barth highlights that immersion in joint action during fi eldwork also 
establishes some of the pre-conceptual, experiential bases that the natives 
use to construct their cognitive categories and pathways of thought 
and reason, which for both the researcher and the natives goes through 
perception and embodied experience towards the construction of similar, 
increasingly shared conceptual categories. Th us writes Barth (Ibid.:5), 
“enhanced sociality and pre-conceptual sharing” is the full harvest of a 
serious practise of participant observation. 

Taking down the life histories and experiences of these nurses 
illuminated the picture of how they managed their lives both in and 
outside of their workplace, but it also allowed me to capture and 
understand the transformations they have gone through and how 
they have coped with changes, as well as how they have sustained the 
continuities. But because in social interactions people often portray 
the images of themselves that they want their audience to perceive 
(Goffman 1990), this poses methodological challenges. Observations, 
unstructured interviews, frequent informal conversations, and focus 
group discussions were handy techniques as they helped me to cross-
check the verbal expressions (governable aspects) of my informants by 
using the impressions they gave (ungovernable aspects), thus enabling 
me to penetrate the backstage. In particular, I had to create intimate 
trust with a limited number of respondents for this to happen. To my 
advantage was the fact that the cultural gap between my study population 
and myself as researcher was not so great, which gave me a relatively 
easier base for predicting the given actions of my audience, and reading 
their reactions and the signifi cance of their performances. 

From this context, I wondered about the purposes of people’s 
directions and actions. I attended the clinical meetings at the public 
facility, the morning worship, and the fortnight offi ce day and monthly 
meetings at the mobile clinic. I also used to attend the group counselling 
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sessions for patients as well as the post-test club meetings and drama 
rehearsals. Thus I developed a communicative relationship with the 
medical and non-medical caregivers as well as patients, with whom I 
interacted even after the close of clinical working hours. During my 
research, I undertook to treat meanings and values as problematic 
variables that needed to be discovered and explored from a wider 
confi guration. This made me an inquisitive inquirer, but also helped 
me not to take so many things for granted.

Thus in the text I use descriptions by respondents to enter into the 
realm of the meanings of people’s experiences of giving and receiving 
ART care, which I employ to interpret their actions and language. 
Most of my interviews and formal conversations with the nurses were 
in English since some were not fl uent in the local language, Luganda. 
However, interviews and informal conversations with clients were 
conducted in Luganda, a language in which my respondents and I were 
fl uent. 

A practical consideration in my methodology has been to concentrate 
on operations within HIV clinics specifi cally, not entire health centres. 
What I emphasise in examination of the practises in these clinics is the 
learning of new lessons over the collection of a multitude of examples, 
and by doing so I hope to inspire a shift in conceptions. 

Introduction to the Study Participants
In the fi rst phase, I used purposive sample selection and interviewed 33 
out of 51 ART providers at both sites. Of these, one was a doctor, three 
were clinical offi cers (medical assistant), and 29 nurses. They all had to 
be directly involved in ART service provision within the health centres 
of my study. One clinician and 19 nurses, seven of whom were HIV 
positive and using ARVs, agreed to continue into the second and main 
phase of my study. There were no nursing aides in the clinics where I 
worked. Thus 10 out of 18 nurses from the NGO clinic and 10 of 15 
clinical staff from the public clinic participated in the second phase of the 
study. The age range of the professional ART providers in the study was 
24-50 years and their education level ranged from certifi cate, diploma 
to degree level. Though it may appear that there are but few cases, I 
was able to gather very rich material from which there is much to learn.

Among the seven HIV positive nurses on ART were two men and 
fi ve women. Two HIV positive nurses (one male and one female) 
worked with the NGO mobile clinic, while fi ve nurses (one male and 
four females) worked with the static public clinic. Three of them were 
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widowed, one was separated, two were single, while one was married. 
Among the other nurses in the study, four were married while nine were 
single. Although I talked generally to nurses about their families, most 
of these nurses stayed away from their families, living alone in rented 
single rooms near their workplace, and commuted back to various parts 
of the country to meet them whenever necessary. This was one of the 
reasons why I did not involve myself in their family lives when it came 
to disclosure (Ndebele Mfutso-Bengo & Masiye 2008) and stigma issues 
as I could not get a fi rst-hand experience and account with and from 
these families. The other reason is that I was dealing with a sensitive 
issue, and as such I respected their concerns and so cautiously balanced 
my role of inquisitive anthropologist researcher with the realities of 
their everyday lives through respectfully and politely letting them guide 
me. Through this I also learnt another way of doing research; that is, 
gathering information without necessarily asking questions but simply 
listening to their everyday talk and the concerns they expressed. This 
helped a lot to ease relations and calm tense moments especially where 
sensitive issues were being discussed.

Th e nurses at the public HIV clinic had undergone a three-week 
initial training in ART care, including dispensing drugs and counselling. 
Th e nurses reported attending only one refresher course on ART care 
between 2004 and 2008. However, those at the mobile  clinic underwent 
three months training in ART care and had opportunity to attend 
refresher courses on the subject. Th ey also received a quarterly magazine 
on advances in medical care, and attended some seminars on ART. In 
the event of a major ART conference, one or more of the nurses would 
attend and write a report for general circulation, as well as make a verbal 
report during the offi  ce meetings held every fortnight.

The patient perspectives were also important in my study design, to 
augment the provider experiences. During the exploratory phase of my 
study, I purposively selected and interviewed 50 patients (25 males and 25 
females), 35 of whom had been on ART for more than six months while 
15 were going through the process of being initiated on ART. Among 
the 35 patients were eight expert clients whom I continued within the 
second phase of my research. Here I sought their views and experiences 
of ART care delivery generally, and also as new entrants in the clinic 
space. In December 2005 I participated in the expert patients training 
workshop that ran for one week in Masaka district and brought together 
over 60 patients from different care arrangements. 
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Figure 3: Figure: HIV positive people who were already on ART being trained 
to become expert patients (see part III). It was at this workshop that I identifi ed 
the eight expert clients (four males and 4 females) coming from the sites included 
in this study. 

Several months later an evaluation workshop was run with 20 of the 
original 60 expert clients, which I also took part in. At both workshops I 
held group discussions with the expert clients. I use the views expressed 
in these workshops to augment those of the expert clients that I refer to 
specifi cally later. Another source of information were the six interactive 
group discussions I conducted in the communities where the expert 
clients lived, as well as informal discussions held with the families of 
ART clients who agreed to my home visits. All these sources diversifi ed 
and helped to validate the data presented here.

A general limitation of studies on HIV/AIDS as a stigmatised disease 
is that there is a tendency to conduct research with relatively powerful 
people, or those who have come to terms with the disease. In a way 
they are an empowered group, and this leaves a gap because we do not 
know much about the groups which have not come to terms with their 
experience of illness. In this study, I tried to overcome this limitation by 
going through an extended period of rapport building with HIV positive 
nurses who had not shared their status at the workplace, and they opened 
up to me and were able to add new insights to the study. I obtained 
verbal consent from each of the study participants for their participation 
in the in-depth study, and I discussed with them and let them review 
and approve the manuscripts written for this dissertation. I felt at times 
the language they used was too strong and tended to tone it down in 
the script. Such would sometimes draw criticism and we had back and 
forth discussions to agree on proper terms and sometimes wording of 
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their small stories and comments in the dissertation. Generally, I got 
such comments as;

I am excited –you see I can hear myself speak in your book – it’s 
our book - ours! (HIV positive nurse at public clinic, January 
2009) 

It is good you have not changed my story as I told it to you, I 
hope that those who read this book can learn from my experience 
(HIV positive nurse at NGO-run clinic, February 2009)

The twist in my study focus came during the initial exploratory research 
as a result of my interaction with two HIV positive health providers 
who had also disclosed their status in their workplace. They provided 
new insights in the sense that during our informal conversations and 
discussions they often referred to HAART care in a way that linked all 
its aspects, from provision, use, and work, to social life in general. This 
sounded a bell to me, as I had never heard other providers make such 
vivid connections. Typical conversational topics related to workload and 
inadequate utilities; I soon realised that much as I was determined to 
study the impact of scaling up HAART, my observations would never 
go beyond the usual rhetoric of burden and challenges that dominate 
current literature (WHO 2004; Green & Marum 2004; Orochi-Orach 
2005; Amolo-Okero, Aceng, Madraa, Namagala & Serutoke 2006; 
UNAIDS 2007a). I believed there would be something more to learn 
from HIV positive medical care providers in the way they experience and 
provide care, and my judgment proved right. With the insights provided, 
I decided to add a new dimension to my study where I simply focused on 
in-depth studies of HIV positive nurses, following them over a period of 
two and a half years in two different care arrangements. With the focus 
on HIV positive medical care providers, I have been able to put a twist 
in the typical story of burden dominating care due to ART scale-up 
in resource-poor settings. This work provides insights indicating that 
beyond the burden related to care delivery there are people giving but 
also experiencing, requiring, and desiring care in many interesting ways, 
since they are able to turn the constraints they face in care delivery into 
opportunities that result in sustained chronic ART delivery.

Theoretically, it was interesting to study nurses in ART provision as 
they have had less professional training but are able to man and deliver 
what has been widely portrayed as a highly complex therapy in high-
resourced settings and requiring the high professional skills of medical 
doctors. Nurses providing ART offer a practical example of how global 



44 Going the Extra Mile

technologies and ideas, when exported into different contexts, are 
reworked at the local level and thus experienced differently. 

A further reason why HIV positive nurses provide an excellent focus 
is that they are a group of key players whose voices are hardly heard in 
the HIV/AIDS care practise in resource-poor settings, yet they are in 
a sense the gatekeepers to quality control and access to ART. These 
nurses were confronted with the reality of a chronic disease with a new 
complex treatment, as well as the reality of not just being carers for 
patients of this chronic disease but also being patients themselves. In 
addition, their individual experiences mediated existing structures in 
interesting ways, and sometimes led to very profound changes within 
the clinical care system. 

What Follows
In this dissertation I show how external mechanisms of care are 
adapted, and internally generated mechanisms of care seek to address 
and infl uence the negative pressures exerted by them. Here I seek to 
contribute to theoretical repertoires that view care not as a static process 
but one that is ongoing and relational. This work also underlines the 
point that patients and carers are not necessarily mutually exclusive 
categories. 

In the fi rst chapter I outline the main argument and use existing 
literature to uncover the issues I intend to examine. Arguing that care 
is relational and is infl uenced by power and shared experiences of illness 
and treatment, I introduce the nurses as playing a pivotal role in ART 
provision in Uganda and I emphasise learning from their practises, 
experiences, and sharing as key aspects to care in addition to their 
compassion and commitment to care. But what is the context behind 
these diff erent values in care? A concise history of how nursing as a 
profession was diff used from Britain onto the Ugandan scene from the 
colonial days, and how it has evolved and developed to date is given in 
chapter 2 where I also pay special attention to a history of nursing within 
the HIV/AIDS era prior to and shortly after ARVs became available. 
But what does it mean to be a nurse at the frontline of HIV/AIDS/
ART care today? Chapter 3 elaborates on this question while seeking 
to provide context for subsequent chapters and a framework within 
which nurses’ practises and options can be understood. Outlining the 
mode of operation at the two clinics as a way of contextualising the 
structural issues in the nurses’ particular work contexts, I spell out the 
treatment related challenges faced by nurses in ART provision. Th is I 
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do by describing the actual place, space, and everyday conditions and 
activities within the HIV clinics where also the HIV positive nurses work. 

But what does it mean being an HIV positive nurse, working in these 
HIV clinics and treating the disease you suffer from? This question 
is elaborated in chapter 4 where I explore the HIV positive nurses’ 
relations with HIV/AIDS/ARVs, their patients, and their healers, and 
in chapter 5 where I focus on the subjective experiences of the HIV 
positive nurses with ART side effects. In their relations with the ARVs, 
I show that against the biomedical dialogue and practise of hope, life, 
and adherence to ARVs, nurses treating the disease they suffer from 
experience an embodied confl ict between what they have to preach daily 
about ARVs to their patients and their everyday bodily reality of using 
ARVs. They fi nd themselves in ambiguous situations which make them 
live with the shame of not only being able to show or practise what they 
preach to their patients, but they also bear the guilt of not being able to 
comply with expected standards. So how do these nurses deal with the 
ambiguities that arise in their experiences and relations with ARVs and 
those that arise in their relations with others? 

In chapter 6, I show that these nurses try to negotiate the ambiguities 
in their relations. As a result of their experiences as users and providers of 
ART, the HIV positive nurses placed their personal and work experiences 
within the context of their connections with others. By negotiating 
ambiguity through creation of safe spaces (being secretive), for the nurses 
in the Open Up group, the benefi ts went beyond the relief of sharing 
with and unburdening to others their secret and experience of being 
HIV positive, using ART and caring for HIV positive patients. Such 
benefi ts included more concern with the quality of care they gave to 
their patients, redeeming of spoilt identities, circumventing stigma and 
learning new lessons in caring on the one hand. On the other hand, at 
the same time, these nurses have to deal with a new category of caregivers 
(expert clients) within the clinic space who are also HIV positive and on 
ART. In chapter 7, therefore, I further demonstrate that being on the 
frontline of ART care not only creates challenges related to treatment 
itself, but that there are also emerging relational issues at care provider 
level. Here I show that these emerging relations are characterised by 
complementarity, contest and tensions. For instance, by contrasting 
the care relations and subjectivity of the expert clients and the nurses, I 
present how expert patients, in contrast to the HIV positive nurses, do 
not experience stigma; rather, they are empowered by their HIV status 
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but at the same time they threaten the position of nurses. So how do 
the HIV positive nurses attempt to create a balance between all the 
ambiguities with treatment and in their social relations?

In Chapter 8 and 9 I present concrete examples of how these nurses 
treating the disease they suff er from defy odds, they go the extra mile 
by appropriating their dual role and adopting relations and practises 
that enable them to exploit their dual identity to their advantage and 
that of their patients. In chapter 8, I specifi cally discuss the therapeutic 
options and practises that the nurses treating the disease they suff ered 
from turned to, so as to deal with the undesired side eff ects of ARVs 
and to fi ght unintentional disclosure by their bodies while exploring 
the relations of care-giving that emerge. While in chapter 9 I show how 
these nurses exploit their patient identity to challenge power relations 
at diff erent levels and adopt new practical options in the healthcare 
system though not without sanctions. I show that by co-constructing 
care through becoming designers of care practises and technology as well 
as turning advocate, these rather secretive HIV positive nurses in a way 
tend towards openness, and in some way this can be said to challenge 
but at the same time to reinforce the disclosure and openness that is 
advocated for by the global HIV/AIDS treatment paradigm.

Bringing the building blocks of the argument together in Chapter 
10, I show that exploring the interface between the nurse as a caregiver 
in everyday ART practise and as a patient with everyday experiences 
of chronic HIV/AIDS/ART leads us to learn of new ambiguities and 
contradictions nurses face and brings across caring as a relational and 
shared experience in the everyday practises of these nurses. In this 
chapter, I also summarise the key points, highlight what we learn from 
the practises and experiences of nurses in ART care – in particular those 
who are HIV positive – and refl ect on the theoretical implications of 
the fi ndings for medical anthropology. 




