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Going the Extra Mile

An Ethnography of Care-giving and 
Care Designing Among Nurses in Uganda

Margaret Kyakuwa

Th is campaign poster (January 2011-2016) depicts Ugandan President Yoweri 
Museveni in nursing gear touring Mulago hospital where he went to launch 
his manifesto among health workers with a promise to improve their welfare 
during his next term in offi  ce (Photo credit: presidential campaign team- 
2010-2011). We await to see the outcomes.
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Part One
Introduction

In Part One, I give a general background to the study, what I examine 
in this dissertation, including an outline of my analytical framework, 
ref lections on existing literature, and a ref lection on fieldwork 
methodology. 
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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 



Introduction  13

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).
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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 
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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 
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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, 



28 Going the Extra Mile

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 



40 Going the Extra Mile

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 
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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 



46 Going the Extra Mile

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. 



Part Two
Background and Context

In this part, I contextualise and describe the everyday work experiences 
of nurses as front line ART care providers, I begin with an overview of 
the historical background to provide a framework within which nurses’ 
activities and options can be understood. I then highlight the challenges 
related to ART provision, with emphasis on the relational aspects of 
ART care. 
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2
Nursing in Uganda: 

Its diff usion and development 

Anthropology needs to discover history… to search the causes of the present 
in the past. Only in this way [can] we come to comprehend the forces that 

impel societies and cultures here and now.  (Wolf 1982:ix)

‘Every woman is a born nurse!’ So goes a local saying in Uganda. But 
what is nursing, and what are the forces that have infl uenced and 
continue to shape present-day nursing care and practise in Uganda? 
Nursing in Uganda was intimately linked to British colonial rule during 
the late nineteenth and early twentieth century (Holden 1991), and as 
a profession is relatively new, only traceable to the late 1890s. My aim 
in the fi rst part of this chapter is to historically contextualise current 
nursing practise in Uganda, tracing when and how nursing as a profession 
reached the former British protectorate, and with what outcomes. 

In the second half of this chapter, I talk about nursing in times of 
ART. I show how nurses are trained (and have been historically shaped) to 
have a certain ethic of care, namely compassion. In current circumstances 
where they are overburdened by the HIV epidemic and their pivotal 
role in it, still they provide care. Th ey even create innovations in care, 
such as in social support and adherence, as well as working with expert 
patients. My hope is to give the reader an understanding of the forces and 
processes that have and continue to shape present -day nursing practise 
in ART specifi cally, as well as to provide a context for the discussion in 
the subsequent chapters.

In trying to search for a single defi nition of ‘nursing’, Leininger 
(1970:29) specifi cally observes that there is no defi nitive or unanimous 
statement upon which members of the nursing profession can agree. 
In her research in Indonesia, Sciortino (1995) notes that the borderline 
between nursing and medicine seems ill-defi ned, and nursing occupies 
an ambiguous position between the care and cure domains. Th e goal of 
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nursing is to restore, maintain, and advance the health of individuals, 
groups, or entire communities. Th e factsheet (2007) of the College of 
Nurses of Ontario (CNO) defi nes nursing more comprehensively as a 
science and an art. Th e science is the application of nursing knowledge 
and the technical aspects of practise. Th e art is the establishment of a 
caring relationship through which nurses apply their knowledge, skills, 
and judgment in a compassionate manner. Both focus on the whole 
person, not just a particular health problem. In other words, nursing is a 
caring profession whose major focus is the facilitation of optimal health. 
Th e American Nursing Association defi nes nursing as the protection, 
promotion, and optimisation of health and abilities, prevention of illness 
and injury, alleviation of suff ering through the diagnosis and treatment 
of human response, and advocacy in the care of individuals, families, 
communities, and populations (American Nursing Association 2003). 

Gordon (1998) sums up the theories about nursing that developed 
over its fi rst fi ve decades as a set of propositions, defi nitions, and concepts 
that present a systematic view of the phenomena of human beings, 
human surroundings, health/disease, and nursing. Th e discipline of 
nursing is in a process of rapid transition (Th e van Maanen, H. 1990). 
Nurses have many diff erent roles – clinical practitioner, administrator, 
teacher, researcher – in many diff erent settings, including hospitals, long-
term care facilities, clients’ homes, clinics, industries, and classrooms, 
to name just a few. Th ey care for individuals at all stages of life and in 
all states of health, from normal functioning to crisis. Nursing roles are 
often referred to as competencies and skills performed in response to 
the current and anticipated health needs of the client (CNO 2007). All 
these defi nitions do not give a concise conceptualisation of the present 
reality in Uganda, where due to new chronic diseases – HIV/AIDS in 
particular – many nurses have become both nurse and client/patient 
simultaneously. But what did nursing practise entail in colonial times?

How British Nurses Found their Way into British 
Colonies
Holden (1991:67) has argued that the occupation of nursing is fi rst and 
foremost a typically western product. Th e tradition for women to nurse 
overseas as part of an organised group had an important precedent in the 
Crimea, under the direction of Florence Nightingale, where women of 
diff erent social classes and backgrounds are said to have worked together, 
contributing to the war eff ort and practising a form of female heroism 
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sanctioned by both church and state (Dickson 1990). Sciortino (1995) 
discusses in great detail the origin and history of nursing in the west. 

Essentially, by the second part of the nineteenth century, it had 
become clear that doctors alone could not cope with the illnesses and 
frequent deaths experienced by many Europeans living and working 
overseas in the British colonies. Moreover, colonial medical services 
were constantly overburdened and under-resourced, thus were frequently 
forced to concentrate on curative services with quick results rather than 
time-intensive preventive measures. All this prompted the establishment 
of the Colonial Nursing Association (CNA) in 1895, founded by a 
coterie of friends in London connected with the Colonial Offi  ce (CO), to 
recruit and send nurses from England to attend to British and European 
expatriates living in what they regarded as ‘primitive’ colonial habitats 
(CNA archives 1954). Th e CNA operated at arms’ length from the CO 
and was self-funded from voluntary contributions. Th e fi rst English nurse 
to be selected by the CNA sailed for Mauritius early in 1896, and for the 
next seventy years the association eff ectively operated as a recruitment 
agency for the CO. In 1919, the name was changed to Overseas Nursing 
Association (ONA), which in turn sent some 8,400 trained nurses to 
the colonies throughout the years of its operation, until its closure in 
1966 (Dickson 1990). 

A Description of the Expatriate Nurse
Th at nurses sent out to the colonies should be ‘ladies’ who aimed to 
replicate their sense of propriety abroad was accepted without question 
by the CNA. What was meant by lady was clear: middle class nurses were 
expected to be religious, modest, gentle, patient, compassionate, and self-
sacrifi cing, always placing the needs of other members of their families 
ahead of their own needs or wishes (Helmstadter 2001). In an open 
letter circulated to the nurses and their friends and families, the CNA 
(hereafter referred to as ONA) stated that a nurse who is a “pleasant, 
capable woman, with some tact, and of good private reputation” was 
considered “invaluable” (CNA archives 1909). Th e ONA’s image of the 
ideal nurse was, therefore, dependent upon recruits coming from a very 
specifi c target population, as their behaviour was to be emblematic not 
only for the ONA but for Britain. 

Holden (1991) points out that class divisions and social mores of 
British life were even more rigidly enforced in the colonial situation 
than at home because of the need to maintain distance from, and ideas 
of superiority to, the native races. A letter to the ONA from the offi  ce 
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of the Under-Secretary of State in the CO advises that nurses for the 
colonial hospital in Lagos, Nigeria, should not be chosen from the 
domestic servant class because they would be less able than nurses of 
higher social standing to resist the temptations (especially sexual related 
ones) to which they would be exposed in a colony (open letter to nurses 
1909). A letter concerning recruitment for Malawi rejects a certain Mrs 
Clark on grounds that her papers show that she is not a lady (CNAA 
1954a). A nurse’s behaviour not only refl ected the authority of the 
colonising power, but, at the same time, could easily undermine it. In 
an open letter to nurses, the ONA strongly instructed its recruits thus: 

A nurse’s success is her own, but her failure is not her failure 
only, and no nurse should leave England without realising this, 
and having a distinct standard of right and wrong on which she 
means to base her life. (CNAA 1909). 

Th e distinct standard of right and wrong applied to her behaviour, 
her uniform, and her social and work habits. She was expected to be 
obedient to her medical offi  cers and uncritically accept her place in the 
hierarchy (Ibid). Th e ONA called for moderation in social activities, 
which were clearly of secondary importance in the life of a lady nurse. 
It was advised that a lady should not be too knowledgeable, worldly, or 
independent; her actions and behaviour would be criticised “more than 
in England”, especially by those “whom she thinks, in all innocence, 
are greatly admiring both her savoir faire and knowledge of the world”. 
(Holden 1991)

Nurses were expected to be symbols of order, discipline, and morality. 
In fact, a 1903 letter on the levity of conduct of some nurses overseas 
stressed that nurses should devote themselves to duty and on no account 
put pleasure fi rst (Holden 1991). For this reason, they were to wear 
uniforms at all times to remind them that their primary duty was to 
attend to the sick and that they were not to be invited to card parties at 
the club or to bachelors’ entertainments. 

The Expatriate Nurse in the Colonial State in the 
Early 20th Century
Life for nurses among the expatriate and indigenous colonial community 
provided accommodation, reasonable pay, pension for those who 
stayed long enough, and a sense of contributing to the imperial 
project of bringing western healthcare to the expatriate communities 
they served (Colonial Nursing Association Archives 1954a). Some 
nurses were driven to work abroad by the desire for adventure and a 
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newfound independence. But invariably their experiences tested their 
resourcefulness, resilience, as well as their physical and emotional resolve. 
Rafferty (2005) describes how the highly regulated and scrutinised order 
of their lives as representatives of the empire meant that any breach of 
the codes of conduct were met with stern criticism at best, and at worst 
termination of their position as an ONA nurse. 

They held a signifi cant position – as the fi rst women to serve in the 
colonial service (albeit not as fully-fl edged offi cers with full pension 
rights) – however, they also adopted a range of attitudes to colonial 
life, from loyal complicity to active resistance and rejection of their 
‘imperial mission’. Rafferty (Ibid.) argues that there is little evidence 
that these nurses actually were the standard bearers of universal ethics; 
some nurses did display cultural sensitivity in their roles. The historical 
evidence shows that these nurses were multilayered subjects operating 
with complex motives in pursuit of multiple agendas. They defy any 
simple classifi cation into stereotyped categories of nurse, woman, 
spinster, colonial offi cer, or expatriate, as is often portrayed by some 
western writers. There was no uniform way of exporting a British ‘model’ 
of nursing, if indeed such a model existed (Rafferty 2005).

The Changing Roles of the Expatriate Nurse
The twentieth century saw an increased sense of responsibility for 
native health, as well as acknowledgement of the economic importance 
of maintaining a healthy working population in the colonies. Holden 
(1991) describes how the early recruitment of nurses for the colonies 
coincided with the realisation that there was a growing need to train 
native personnel to assist with healthcare work. In this task, many nurses 
saw themselves as “women pioneers... blazing civilisation’s trail in the 
far corners of the world” (Rafferty 2005). The challenge of working 
in the colonies gave them the opportunity to test themselves: however 
well equipped a nurse may be with technical knowledge and experience, 
many other qualities – superlative ingenuity, serenity in the face of 
incredible diffi culties, and untold perseverance – were necessary for 
success (Rafferty 2005). Gertrude Merriman’s account of working in 
Uganda in 1927 illustrates well her pioneering spirit. She was sent to the 
Government Hospital and worked for two years before she succumbed 
to illness and was forced to resign her post. She contested the assertion 
that her health was unable to cope with the tropical climate, and, having 
survived a severe attack of malaria, argued the case for keeping her 
position (Rafferty 2005).
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During the last 13 months I was in Uganda I was in charge of 
the Native Hospital in Jinja. When I went to Jinja I found that 
the Native Orderlies were untrained with the exception of two. 
Th e interior of the wards were like ill kept stables in appearance; 
men and women were being nursed together, and there was no 
discipline whatever. Patients died as a result of lack of attention. 
I was told that I would be responsible for the cleanliness, and 
discipline of the Hospital, also for all equipment of the Hospital, 
and clothing of patients, orderlies, nurses, also for the teaching 
of the latter... Th e linen was needing renewing, and I had one 
Native boy to help to keep the linen for 104 beds in repair, 
also coats for the native male nurses, and to make the usual 
bandages etc. We also opened a women’s ward, and altogether 
it was a very busy place. Th e African nurse had to be taught to 
read the patients’ prescriptions, and symbols etc. All this took 
time, apart from trying to teach them how to nurse. ... I quite 
enjoyed teaching them; and I saw much progress, but one must 
not relax for one minute; the trouble was, one had no suffi  cient 
time to spend on one branch of the Hospital; also the young 
Medical men, fresh from the London Schools, found it diffi  cult 
to be always improvising, and so were always complaining they 
had nothing to work with. ... I am not complaining, and I loved 
it all (Raff erty 2005).

It was expected that the decorum and demeanour of the nurse, as well 
as her class and status, would convey her capacity to exert authority 
over the natives. For the CO, the nurse acted as a conduit into the local 
population and a means of winning their confi dence. For instance, 
some nurses mentioned that the need to learn languages was motivated 
less by a desire to interact with their indigenous patients and nursing 
counterparts than by the necessity to communicate orders to ward staff  
and teach them British nursing practise. In 1928, Nurse Gracie Holmes 
wrote from Uganda about her role as a teacher in a busy ‘Native Hospital’:

...we are on the go all the time, added to that myself and one 
other sister give instruction classes each morning for 1 hr to the 
Native Orderleys [sic!]. Th ese are a series of Lectures on Practical 
Nursing, 36 lectures in all and are quite good and we hope to 
teach the Orderleys Nursing on a very diff erent scale to what has 
been done up to the present. Th is is the Native Training School 
& from here the Orderlys are draughted from all over “Uganda” 
so that we have to keep our wits about us and endeavour to make 
them learn (Letter of Gracie Holmes to the Secretary 1928). 
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On the Road to Professional Nursing in Uganda 
It was not until the 1930s that the tone of CO policy began to change. 
Mainly spurred on by the threat of independence, a more conciliatory, 
development oriented, and enlightened self-interested approach had to 
be adopted (Raff erty 2005). During this time, colonial policy in East 
Africa in particular recommended that education become a priority as 
a means to promote the economic advancement of the country.

As in the political sphere so in the social, it should be the aim to 
train the natives themselves to take on an ever increasing part, 
not only in the work of the educational, medical, administrative 
and other services alike, by fi lling in such services any posts 
for which individuals may increasingly become qualifi ed, but 
also in the local direction of these services through the native 
councils (Welch 1941).

The councils referred to here were the professional registration bodies 
responsible for the regulation of training standards, and the vehicle for 
reciprocal recognition of qualifi cations between Britain and its colonies. 
But the CO only began to pay serious attention to nursing on the eve 
of World War II. It was then that it recognised the benefi ts for Britain. 

From the mid-1930s, the ONA’s role evolved into providing nurse 
training for indigenous populations in the colonies, with the aim of 
creating a workforce capable of contributing to the British colony health 
service. Systematic nurse training in Uganda began in the 1940s. Formal 
girl child education at the time was not a priority for many Ugandans 
and this contributed signifi cantly to the diffi  culty of fi nding the ‘right 
type of girl’ for training. Holden (1991:73) illustrates how one sister, 
when describing her work at Mulago – which was and still is the main 
government hospital – in the 1940s, says she felt she should be raising 
standards but that girls were of low educational background and knew 
no English and were barely literate in Luganda. She sought the help of a 
male charge nurse who translated into Luganda as she taught in English, 
and with whom she worked to translate a textbook into Luganda, while 
at the same time eff orts were made to rewrite syllabuses to suit local 
conditions.

Eff orts to exert control over the nurses, for instance by regulating 
female sexuality, were evident in the professionalisation of nursing in 
Uganda. Such control was typically emphasised by government and 
church mission organisations through, for instance, single-sex hostels 
for nurses in training; implicit in this was the idea of separation (Welch 
1941). Th is separation was not only for the sexes but also meant separating 
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nurses from their family backgrounds which were strongly associated 
within discipline, loose sexual morals, traditional medicine, and 
superstition. However, such eff orts at separation often led to frustration 
and disappointment among British nurses as many girls, including those 
they considered their best students, fell pregnant; this meant instant 
dismissal. Education for African nurses involved the provision of a new 
culture incorporating a ‘moral universe’ in which control of leisure, 
encouragement of decent recreation such as swimming, tennis, and 
knitting, and teaching the nursing students of ‘European ways’, played a 
signifi cant role. Th e expatriate British nursing sisters noted that though 
the discipline was strict, they believed it was approved by the local people, 
as even the daughters of senior chiefs and princesses came to the sisters 
for training. Nursing matrons took the issue of uniforms seriously and 
these were designed according to nursing hierarchy in diff erent colours. 
Welch (1941) notes that with time, nursing as a whole became a socially 
acceptable profession for women, and over the years provided them 
with status and prestige and identifi ed them with ‘modernisation’ and 
‘westernisation’. 

Some of the early preoccupations found in the development of nursing 
in Britain – such as the concern with class, selection of the right type of 
woman, emphasis on uniform as a symbol of control and order, ideas 
of separation, and the control of sexuality – were further emphasised 
and developed during the later colonial period by the British nursing 
sisters working in Uganda. It is important to note that commitment to 
the essential values, and the determined eff orts by many British nurses, 
actually provided the foundation for what has become a key career for 
Ugandan and African women generally for many decades now.

But does this mean that the young women recruited to nurse 
training programmes in Uganda were a perfect fi t with the British/
western cultural paradigm? Holden (1991:76) illustrates that while the 
transference of western-style nursing to Africa involved the construction 
of an organisation which attempted as much as possible to replicate 
that of the home culture of the colonialists, there was an ever-present 
awareness among British nursing sisters that this was a task beset by 
many diffi  culties; for instance, the low education among recruits, and 
high pregnancy and dropout rates despite the rather strict control on 
sexual morality. Even though they are considered independent career 
women, nurses today still shoulder a lot of criticism directed at the 
provision of health services in Uganda, including charges of corruption 
and sexual immorality.
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Nursing in Post-colonial Uganda 
In the 1950s a new fully equipped nurse training school was opened 
in Kampala with well equipped nurses’ hostels and higher educational 
qualifi cations for entry. Th is period also saw a rapid expansion of medical 
services in Uganda, with the opening up in 1962 of a highly equipped 
new fl agship national referral teaching hospital in Mulago. In addition, 
the fi rst Nurses and Midwives Council was formed in 1956, and until 
1967 it maintained a reciprocal relationship with the general Nursing 
Council of Britain. All this saw nursing gradually evolve into a career. 
Th e local nurses trained by British expatriates in the colonial days have 
since helped to train subsequent generations of locals, such that by the 
1990s Mulago Hospital was staff ed almost entirely by Ugandan nurses. 
By 2007, there were 28 nurse training schools spread across the country, 
including the faith based, private, and government funded. 

From the early 1970s, however, Uganda experienced a severe 
economic crisis and political turmoil under the reign of General Idi 
Amin, which resulted in a serious breakdown in medical care provision 
in the country. The political crisis continued into the mid-1980s, and 
the structural adjustment policies of the International Monetary Fund 
(IMF) and World Bank under the reign of President Yoweri Museveni, 
aimed at reviving the country in the mid-1980s after the civil war, did 
not favour the health sector either. Instead, they led to the restructuring 
of the country’s entire social and economic system, with conditions of 
massive national budgetary cuts for the health sector and other social 
services, downsizing of the civil service, retrenchment, and premature 
retirement (Kajula, Kintu, Barugahare, Neema. 2004). 

As a result of structural adjustment, Uganda saw the gradual collapse 
of the health sector through the decentralisation and privatisation of 
healthcare services (Kajula et al. 2004). Today, Government health 
facilities at all levels lack the necessary resources, equipment and staff  
to fulfi l health policy goals. For instance, the Uganda Health Sector 
Strategic Plan 2000/01-2004/05 mentioned a mere 75% fulfi lment of 
the minimum staffi  ng norms as a key objective (MoH 2000-2006), but 
at the end of this period, only a level of 68% human resource coverage 
had been reached (MoH 2006: 51). In addition, Holden (1991) notes, 
for example, that at the time of her visit to Mulago national referral 
hospital in 1985, there was no proper water supply, soap, disinfectant, 
or bed linen, and drains and latrines were blocked. Healthcare was 
institutionally decentralised through the creation of lower-level health 
facilities in line with the political divisions of the country, meant as a 
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way of bringing services closer to the people. Th e system is structured 
as follows: below the regional referral hospital is a hospital at the district 
level; below this a health centre IV at county level; a health centre III at 
sub-county level; a health centre II at parish level; and a health centre 
I at village level. However, in the 1980s there were not enough doctors 
to man all these centres and so nurses increasingly took on more roles. 
For instance, they were offi  cially put in charge at the administrative 
level from health centre III down. Th ese include the primary healthcare 
centres which serve the majority of the rural population in Uganda. 

The prestige of nurses was raised as they acquired managerial 
roles assigned to them by government. But in the absence of medical 
specialists, the government in addition assigned nurses a diagnosis 
and treatment role, generally considered the exclusive symbols of the 
physician’s power. Nurses were therefore compelled to deviate from the 
western model of nursing in which they had been trained. Th is role shift 
is emphasised further in the HIV/AIDS care practise, and as this study 
reveals, for even in the HIV/AIDS clinics at the level of health centre 
IV, nurses do most of the work formerly done by physicians.

Concurrently with decentralisation, the liberalisation of healthcare 
saw the proliferation of private healthcare practise among nurses and 
doctors. Nurses opened and ran drug shops throughout the country, 
especially in rural areas, to compensate for the limited and hard-to -reach 
health centres and make healthcare more accessible. Nurses became key 
players in the lives of rural populations especially, as they increasingly 
took on more of a curative than a caring role, and were respected as 
recognised gatekeepers for medical care. In case of illness, people often 
consult with the nurse at the drug shop, and if the medicines there fail 
to cure them, they continue to the health centre or hospital. However, 
as Martin (2009) notes, there is a highly critical public dialogue about 
malpractice in the healthcare system common among users, in the media 
and in politico-administrative circles. Th ere is an outcry from the public 
about the poor services they receive in government health facilities, and 
in local communities health workers are held personally responsible for 
the malfunctioning of the healthcare system. Although health workers 
are often grouped together in this respect, the number and visibility of 
nurses make them particularly vulnerable to this criticism, and accounts 
of their corruption, negligence and rudeness abound (2009: 6).

At the maternity ward of the public health centre where I worked, 
expectant mothers are given a list of the things they have to bring for 
delivery including gloves for the midwife, the plastic delivery sheet, a 
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giving set in case of transfusion, fuel for the generator in case they fail to 
have a normal delivery; all this is in addition to the hospital admission 
and delivery fees. Th is list of items is checked before admission to 
the labour ward. Th e commercialisation of healthcare and the fact 
that nurses are generally seen as lacking empathy has led to claims of 
reduced quality of care, with those people who can aff ord it opting to 
go to private hospitals, while others resort to traditional healers where 
they can receive care on credit and with more empathy. “We simply 
have to be strict with patients; otherwise, they take us for granted or 
even they don’t pay”, noted a nurse at the public clinic. Martin notes 
that being a nurse in Uganda today is diffi  cult and demanding because 
one must perform in a highly resource-defi cient setting and is exposed 
to severe public criticism. In addition, nurses must come to terms with 
the contradictions between professional ideals and everyday practise. 
(Martin 2009:6). So it can be said that ambivalence and contradictions 
in care are not just a result of the juxtaposition of a western, colonial 
style of nursing with traditional systems; it also results from more recent 
trends in socio-economic reform, and how nurses have tried to adapt 
in the face of adversity created by these reforms as well as HIV/AIDS. 

Th e crisis situation in the health and economic sectors in Uganda was 
only to become worse when in 1982 the fi rst cases of HIV and AIDS 
(Serwadda et al 1985) were diagnosed. Th e epidemic spread rapidly 
throughout the country, fuelled by the liberation war that ended in 
1986 and the civil war that continued until the late 2000s. Th ough the 
epidemic was spread predominantly through heterosexual relations, the 
medical and nursing sector were especially vulnerable given the high 
risks involved in caring for those infected with insuffi  cient supplies, 
including basic items such as gloves. It goes without saying that the 
health sector has lost many of its highly qualifi ed personnel to HIV, both 
nurses and doctors. For instance, it was estimated that of the national 
health workforce of 30,000 in 2004, 10,000 – including doctors, nurses 
(enrolled and registered), and midwives – were infected with HIV/AIDS 
(MoH 2005b); and the total national health workforce as of July 2008 
declined to only 29,000 serving 30 million Ugandans (MoH 2008). Th is 
decline, despite increased output of professionally trained healthcare 
personnel at over ten diff erent universities in Uganda, is blamed on 
the high ‘brain drain’ to other countries, as health workers emigrate 
in search of better working conditions, and on the impact of HIV/
AIDS, meaning that of all healthcare professionals trained in Uganda 
almost 50% are not practising there (Th e New Vision 12 January 2008). 
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So, whereas Martin (2009) has emphasised the interface between the 
nurse as a person and the profession of nursing in Uganda, my point 
of emphasis here shall be the interface between the nurse as a caregiver 
(referring to performance of the nursing role) and as a patient (referring 
to the experience of disease/illness and care) in everyday practise.

The Socialisation of Nurses Today 
How was the model of British nursing translated into the many and 
varied outposts of the British Empire? How were the rituals, routines, 
and norms associated with practise invented and reinvented in the 
process? Iliff e (1998) gives a detailed historical perspective of medical 
practise in East Africa, where he describes conventional acute medical 
care as involving a monologue relationship between the professional 
health worker and the patient. Here the patient takes on a ‘sick role’ 
and the professional health worker is the ‘expert’ who has to make the 
right diagnosis and prescribe treatment. Th e patient often has no say 
in his treatment, and is rarely given an account of the diagnosis. Much 
information is withheld from the patient or his attendant in the name 
of medical ethics and protecting patient confi dentiality. In conventional 
terms, medical practise is generally concerned with treatment of disease 
in the body and not the totality of the person (body, mind, and soul). 
Th e professional health worker is seen as the key to wellness, and his 
words are fi nal and must be taken seriously if one is to regain health. 
Doctors retain the right to all manner of clinical care and the right to 
treatment information and procedural issues. Given this, what qualities 
are expected of the nurse today? 

At the national level, nurses are expected to be inspired by the ideal 
of caring and humanitarianism. Th ey are trained to be professional 
(Martin 2009), precise, objective, strict, disciplined, and work according 
to medical care standards (Uganda Nursing Care Policy 2003). Nurses 
are socialised and expected to be gatekeepers to the healthcare system, 
negotiating the relationship between patient and doctor. In all senses, 
they are supposed to keep these categories clear. Th ey are also taught to 
stick to their role as healthcare providers. Nurses from the public clinic 
stressed the importance of keeping these boundaries clear:

You can’t cultivate a close relationship with patients otherwise 
you compromise your ethical medical code of conduct, you must 
act professionally and keep your distance. (FGD with nurses in 
public clinic, 19 06, 2008) 
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In ART care, they are also supposed to ensure adherence to – in other 
words compliance with – medical regimes. Thus boundaries and 
maintaining a professional distance are seen as important, for in order 
to ensure that objectives and routines are accomplished, nurses have to 
discipline patients. 

In their training, nurses’ moral behaviour is theoretically grounded in 
a commitment to care and to the patient (Georges & Grypdonck 2002). 
Nurses are not only responsible for protecting vulnerable patients but 
also vulnerable social values – such as not abandoning the sick – all of 
which gives them power and authority in their role. Th e question that 
arises is what happens to these values when a nurse becomes a patient 
of the chronic disease she/he treats? When and how do they maintain 
professional distance? Are nurses as patients and carers challenged by 
the very ethic of adherence and disclosure that they try to promote to 
their patients; and if so, how do they deal with this? I return to these 
questions when I discuss the everyday living and working experiences 
of HIV positive nurses within ART clinic practise. 

Motivations to Become a Nurse Today and to Work 
in a Resource-poor Setting
In the following section, I show that nurses’ retrospective accounts 
demonstrate how their expectations of the work before and during 
training varied from those they held once in practise, and again once they 
became HIV positive. Most signifi cantly, their view of caring changed 
(see Chapter 4 on HIV positive nurses). In the two settings where I 
worked, generally the personnel involved in ART care consisted of 
enrolled nurses (regular nurses with certifi cate level training), registered 
nurses (diploma and degree holders), midwives (both diploma and degree 
holders), and expert clients (also called lay care providers – HIV positive 
patients on ART who receive two weeks’ training, and as recent entrants 
in the clinic space are helping to reduce nurses’ workloads). Here I shall 
concentrate only on nurses and discuss expert clients’ motivations later. 

Th e majority of nursing personnel are female. Th is can be fi rst of 
all attributed to the historical fact that families’ initial preference for 
higher education is for boys, while girls are sent to lower-cost education 
generally leading to secretarial work, tailoring, catering, and nursing, 
the latter of which is provided in boarding schools heavily subsidised by 
the government. Secondly, nursing was typically considered a low-status 
profession. However, the upgrading of nursing to a degree level in the late 
1990s, and the government’s policy of affi  rmative action whereby girls 
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entering university were given an extra 1.5 point to compete favourably 
with boys, attracted even more to nursing, and raised it to a profession 
suitable for all social classes. Th irdly, the government’s policy initiated in 
2005 to cut down spending on social science courses in favour of ‘hard’ 
science has seen more girls (and boys) enrol in degree nursing courses. 
Fourthly, the drive by western countries since 2003 to recruit nurses 
from abroad, with promises of better remuneration and citizenship, 
has been a major factor for many in choosing a nursing career. In fact, 
today nursing is the most competitive science degree course for entry 
to Makerere University’s medical school (Academic Registrar records 
2008, Institute of Public Health report 2005). 

Economic considerations are a key motivation at the individual level 
for many nurses joining the profession. Parents of nursing students have 
to pay relatively minimal school fees, and there is a ready market for 
these nurses when they fi nish school, meaning that they can immediately 
start to earn a living. Another motivation is the proliferation of HIV/
AIDS related NGOs throughout the country, which need nurses to run 
their VCT and ART programmes and off er better remuneration than 
the government. Th e NGOs and, of course, the privatised healthcare 
sector take up a sizeable number of nurses and provide an inspiration 
for many to join the profession. Interviews with some young nurses 
revealed that they also hoped to become managers and charge nurses of 
lower health centres, made possible by the government’s decentralisation 
policy of the mid-1990s which off ered experienced registered nurses and 
midwives the chance to apply for managerial positions in community 
health centres III, II, and I. All this means that nurses can have better 
earnings and more prestige and authority. 

When I asked nurses to give one reason why they chose to join the 
profession, fi ve out of 20 said they were fascinated by the way their 
mothers or aunties used to treat patients; they wanted to do the same 
since it gave them great satisfaction. Four other nurses said  they were 
fascinated by the nurses in their smart uniforms. Apropos of this, it 
is interesting to note, however, that while it is a rule for nurses at the 
public clinic to wear their uniforms, nurses at the NGO mobile clinic 
do not wear uniforms at all; instead they dress casually in ordinary 
clothes at all times. Only six nurses gave as a reason for joining the 
profession the government’s ideal of the desire to care and improve the 
general population’s health. Fourteen expressed that in the beginning 
of their training, they knew too little about what the content of formal 
nursing was. 
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By the end of their training, however, more than half of the nurses had 
changed their reasons for being in the profession. Th ose who preferred 
to stay in the public sector were of the view that though the salary is 
poor compared to the private sector, you are assured of a permanent 
job and a pension on retirement, which makes the future more secure. 
Further, they said the public workplace atmosphere is more relaxed, you 
can work at your own pace, and with less supervision and disciplinary 
measures you can easily navigate the rules and do what you like. Of the 
things nurses said they disliked about working in the public sector, one 
was the fact that they can be transferred to anywhere in the country 
without consultation; although often there is some room for lobbying 
and negotiation if you know the right people and have good reasons, 
mostly related to family. Th e second complaint was related to the often 
late salary payment; and that when it does come many nurses are already 
in debt if they have no supplementary income. Th is would explain why 
the majority of nurses at the public clinic revealed having a supplementary 
source of income: a chicken or milk project, a kiosk in town, a family 
farm project, a private clinic, a restaurant, or they belonged to a women’s 
credit group or women’s nigina (gift circle). 

After completion of their training, many nurses stated that economic 
considerations became more paramount. Some hoped to join the public 
sector fi rst “to make a CV” for themselves – meaning to gain experience 
– and then move on to the NGO or private sector or go abroad to make 
money. Th e government was not seen as a place to earn well in order 
to live comfortably; you would not be able, for example, to meet your 
own and your family’s basic needs, pay your children’s fees in a good 
school, or even save and buy land, build a house for your children, or 
aff ord a small car. Th e NGO nurses especially argued that although they 
wished to earn more given the workload they had – and at the time of 
the research they were lobbying for a salary increase – their salary was 
fairly good in that it allowed them to be part of the local middle class, 
which added to the respect aff orded them by those around them. Th e 
NGO and public nurses alike appreciated the fact that they worked in 
a rural area, which meant that life was cheaper. Th ese rather practical 
considerations generally motivated nurses to remain and work in rural 
areas which, in terms of medical practise necessities, were resource-poor 
settings. What is interesting is that at the national level, the overall 
expectation about a nursing career is that it should be inspired by strong 
caring and humanitarian ideals, while these other compelling practical 
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considerations and stimuli for joining are not taken into account. 
(Academic registrar records 2008).

Generally, both public and private nurses felt motivated by the fact 
that they were autonomous. Half of all nurses mentioned that they 
enjoyed being in control, rather than being the servants of doctors 
who just follow orders. Th e NGO nurses especially had easier access to 
resources, which allowed them room to be enterprising and creative. 
Th is fact will become clearer when I discuss the HIV positive nurses’ 
experiences. About working in the HIV clinic, the nurses generally felt 
that here they were able to exercise their caring role towards patients and 
society more than anywhere else, which gave them great satisfaction. 
It also meant being able to help not only those infected but also those 
aff ected by HIV – which they themselves were – providing all the more 
reason to care in a humanitarian way. But as I shall show later, these 
caring ideals often shifted depending on the prevailing circumstances, 
especially for those who were HIV positive. Working at the HIV clinic 
also meant working with sick people as well as those who have regained 
their health and look normal, and meant coordinating more people 
than in any other disease or setting. Especially in the NGO, the nurses 
felt that more than simply following the working of the clinic and the 
organisation at large, they were able to participate in building a new 
society through the variety of services they off ered, as shown in the next 
chapter. For any policy maker in the Ministry of Health, these answers 
seem to fall wonderfully in line with the agenda stipulated in the national 
HIV/AIDS ARV communication strategy of 2007-2011. But as I show 
in the following chapters, these answers often do not resonate with what 
actually happens in daily practise.

Nursing in the Era Of HIV/AIDS: The Impact on 
Human Resources for Health
Beyond the impact of the colonial era on nursing in Uganda, of the 
many factors that have shaped healthcare in general and nursing practise 
in particular over the years, HIV/AIDS is a special case, having an 
unprecedented impact not only on people but also on systems of care 
and treatment. As the focus of this research, I elucidate on the impact 
HIV/AIDS has had in terms of shaping new trends in nursing practise 
in post-independence Uganda. Th ere have been few specifi c studies on 
the impact of HIV/AIDS on nurses and nursing in Uganda; therefore, 
in my overview below I also refer to sources on general health, and 
accordingly enrich the text with accounts by my respondents. 
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According to the WHO, human resources for health are the 
men and women who make healthcare happen. Th ey include nurses 
and midwives, pharmacists, physicians, dentists, and other health 
professionals. Th ey also include auxiliary healthcare workers, community 
health workers, practitioners of traditional medicine, technicians, and 
other paraprofessional personnel (http://www.who.int/whosis/health_
personnel/health_personnel.cfm accessed 10.11.07). Th ey are important 
because the existence and quality of services to promote health, prevent 
illness, cure, and rehabilitate, depend on the knowledge, skills, and 
motivation of human resources for health. 

Going back to the late 1980s and the 1990s, the general picture in 
many hospitals in Uganda was one where most of the hospital beds were 
occupied by people with HIV related illnesses. Moreover, on average, 
HIV positive patients stayed in hospital four times longer than other 
patients, which meant more work for nurses (Palitza 2006). According 
to a UNAIDS report (2009), the number of people living with HIV 
worldwide continued to grow in 2008, reaching an estimated 33.4 
million. Th e total number of people living with the virus in 2008 was 
more than 20% higher than the number in 2000, and the prevalence 
was roughly threefold higher than in 1990. Of these, about 24.9 million 
are in Sub-Saharan Africa and 42.9% are estimated to be women. 

Uganda is currently reported to have a high HIV prevalence of around 
6.4%, compared to an average 2% found elsewhere in the Sub-Saharan 
region (Government of Uganda, 2010). HIV/AIDS is thus a signifi cant 
phenomenon in the history of Uganda, although prevalence has been 
in decline: from 30% between 1982-1992– a decade characterised by 
the rapid spread of HIV– it fell to an average of 15% between 1992-
2002 (Serwadda et al 1985; Stoneburner  & Low-Beer 2004, All Africa 
2007), and then to an average of 6.4% between 2003-2009, a period in 
which ART use became increasingly widespread.. As of December 2008, 
approximately four million people in low and middle income countries 
were receiving ART, a 10-fold increase over fi ve years (UNAIDS 2009). 

In August 2008, Dr Kihumuro Apuuli, the director general of the 
Uganda AIDS Commission (UAC), released current statistics stating 
that out of a population of 30 million, approximately two million 
were living with HIV, almost close to half of whom required access 
to ART. Th e report found that only 125,000 people, of whom 13,000 
were children, had access to the life- prolonging drugs and despite an 
aggressive campaign by the government and NGOs to increase access, 
HIV treatment was being outpaced by the rising number of infections 
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(Uganda AIDS Commission 2008). In 2006 it was predicted that 
patients aff ected by HIV/AIDS would soon account for 60-70% of 
hospital expenditure in Uganda and South Africa (Palitza 2006). 

In 2000, Uganda was regarded as a model for Africa in the fi ght 
against HIV/AIDS due to strong government leadership, broad-based 
partnerships, and eff ective public education campaigns, all of which 
contributed to a decline in prevalence in most population groups. 
However, debate over the best strategy to tackle the epidemic – which 
pits pro-abstinence and faithfulness supporters against those in favour of 
condom use – and growing complacency, is putting the country’s gains at 
risk (UAC 2008; Bunnell et al. 2008). Today, even with more availability 
of ART, hospitals in Uganda are still struggling to cope, especially with 
a shortage of beds. Th is shortage results in people being admitted only 
in the later stages of illness, reducing their chances of recovery. It is 
estimated that over 70% of hospital beds in medical wards are occupied 
by patients suff ering from HIV/AIDS related diseases (Dieleman et al. 
2007). All this aff ects the morale of the nursing staff  especially, who 
feel that they do their best only to watch patients die because of late 
admissions. As the epidemic worsens, more complex cases of HIV/AIDS 
are likely to arise, taking up more nursing time and further reducing 
the standard of care provided (Palitza 2006). 

PLWHA in Uganda not only face diffi  culties related to treatment 
and management of the disease; they also have to deal with HIV/AIDS 
related stigma and discrimination. Th is is visible at all levels of society, 
from families and local communities to health centres and government. 
President Museveni himself supported the policy of dismissing or not 
promoting members of the armed forces who test HIV positive, and in 
2001 he suggested that a rival presidential candidate was unsuitable for 
offi  ce because he was allegedly infected with the virus. Discrimination 
has also been reported in the private sector, including mandatory HIV 
testing for new employees. As well as hurting those aff ected, such 
attitudes are a major hindrance to prevention and treatment eff orts 
(Tumushabe 2006). A study conducted in four major ART providing 
hospitals in Uganda by Dieleman et al. (2007) found that HIV positive 
health staff  remained in hiding, and most staff  did not want to get tested 
as they feared stigmatisation and, as a result, being isolated and gossiped 
about by their colleagues and patients. HIV positive staff  either continued 
working until they were too ill, or did not seek help at all. 

Th e staff  themselves fear stigma. Th e other staff  are not so 
sympathetic. No. Th ere was a midwife who died last year, she 
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was being abused by another midwife. Th ey were on duty and 
they got some quarrel over a patient and one of them told the 
other that ‘you are sick and tomorrow you are going to die’ and I 
was there. And that is the thing that is making staff  fear to test. 
(Public clinic ART nurse provider, March 2006)

Th e same study showed that organisational responses to the impact of 
HIV/AIDS were implemented haphazardly, and furthermore, none of 
the hospitals had written policies to prevent and mitigate the impact of 
HIV/AIDS or support HIV positive staff  (Dieleman et al. 2007). Areas 
that were not explicitly addressed in any of the hospitals were stigma, 
HIV counselling and testing among staff , supporting HIV positive staff , 
availability and use of post-exposure prophylaxis (PEP), and emotional 
support. As opposed to the private sector (Private Sector Alliance on 
HIV/AIDS 2004) in Uganda, there were no workplace policies in the 
public health sector. Lack of organisational support is also shown in other 
African countries, such as Zambia (KIT/CHAZ 2005). Th e Uganda 
Joint Clinical Research Centre (JCRC) is an exception as health workers 
here were prioritised and were among the fi rst people to receive free 
ARVs (JCRC 2003). However, the picture is not rosy for the patients 
and health providers in general in the sense that healthcare providers 
are becoming oversubscribed, with many being forced to turn away 
people seeking ARV treatment. Th is is because of the global economic 
crisis, fl at funding and switching interests of donors. For instance Dr. 
Fiona Kalinda, a clinical manager at JCRC in Kampala had this to say:

“Th e dilemma here is that we made a promise to patients. If they 
came here for HIV care, we said if you qualify for treatment, you 
will get treatment but now, we have to tell them to go elsewhere” 
(The New Vision, 12th January 2009).

While HIV/AIDS is causing an increased demand for health services, 
large numbers of healthcare providers are being directly aff ected by 
the epidemic. Like the general population, nurses and other healthcare 
workers may become infected with HIV as a result of their personal 
sexual behaviour (Shisana 2004). However, they face significant 
additional occupational risks from handling non-sterile injecting 
equipment or through accidental exposure to infected body fl uids, 
especially blood or serum. Moreover, the severity of occupational 
risk varies between diff erent cadres of health workers. For instance, a 
study in a South African hospital investigated the potential for HIV 
transmission occurring as a result of sharp instrument injuries. Of 100 
on-duty injuries reported over a two-year period, 41% occurred among 
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nurses, 38% among cleaners, and 6% among administrators. A study in 
one region of Zambia found that 40% of midwives were HIV positive 
(UNAIDS 2006). On investigating HIV/AIDS prevalence among South 
African health workers in 2002, Shisana (2004) found that in a sample 
of 721 health workers an estimated 15.7% employed in the public and 
private health facilities located in four provinces were living with HIV/
AIDS. Among younger health workers in South Africa the risk was 
much higher: those aged between 18–35 years had an estimated HIV 
prevalence of 20%. Botswana lost 17% of its healthcare workforce due 
to AIDS between 1999 and 2005. 

Th e Uganda sero-behavioural survey of 2005 put the number of HIV 
positive professional healthcare workers in public service at 10,000 out of 
approximately 30,000 (MoH 2005b), the majority of whom were nurses. 
With roughly one third of healthcare providers in the public sector HIV 
positive, this presents signifi cant diffi  culties, particularly given the time 
it takes to train one professional healthcare worker. Th e numbers in the 
private sector are not known. Although there are no current concrete 
fi gures available for the total number of public and privately employed 
professional healthcare workers who are HIV positive in Uganda, the 
following quotes from health managers in my research study sites refl ect 
the current debilitating atmosphere of morbidity and mortality among 
health sector personnel.

Th ere are many health personnel here dying from AIDS but 
there is high stigma among health workers – it’s a shame many 
of our staff  are suff ering and even dying in stigma. (Public health 
facility administrator January 10, 2007)
We have lost quite a number of our staff to HIV… There is no 
fast-tracking for staff, no staff clinic. (Clinical manager 10th 
December 2007)

Healthcare workers are scarce in Uganda today, not only due to a growing 
population but more so due to an increased disease burden (Rowe et al 
2005). Th e doctor-patient ratio is 1:18,700, while the nurse-patient ratio 
is 1:4,300 (MoH 2000-2006). Such a serious shortage of health workers 
has negatively infl uenced access to and quality of care. For instance, 
Dieleman et al. (2007) found that 64% of health workers in four 
hospitals answered as being responsible for between fi ve and 10 diff erent 
tasks related to HIV/AIDS, the most common being health education, 
counselling, STI treatment, and caring for HIV/AIDS patients on the 
ward. Only 50% reported being trained for all their HIV/AIDS tasks.
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Poor pay, the temptation to migrate to richer countries after training, 
and excessive workloads are factors that have also played a signifi cant role 
in the nurse staff  shortage (Th e New Vision 12 January 2008). Although 
the recent increase in the provision of ARVs has brought hope to many in 
Africa, it has also put increased strain on healthcare workers, especially 
nurses to whom most of the work in HIV/AIDS care has been assigned. 
Currently, much of the literature focuses on the need to motivate 
(Dieleman, Cuong, Anh, & Martineau, 2003) staff  and encourage 
retention (Rowe et al. 2005); however, hardly anything is known about 
the working conditions and burdens of existing staff . Findings from my 
research show that ART has notably improved nurses’ power, for they are 
using sophisticated technologies which normally remain in the hands of 
doctors. Moreover, the medicines work – a fact which is evident in the 
remarkable return to life for very ill patients – which creates new hope 
not only for patients but also for nurses themselves. 

Nursing Care, HIV/AIDS, and Pre-ART Treatment
The nurses in my study vividly described for me the HIV/AIDS 
situation in the 1980s and 1990s. During this time they recalled how 
many were experiencing low work morale, infl uenced largely by the 
numerous indiscriminate deaths which they were confronted with every 
moment they were on the wards. Nurses reasoned that though they were 
trained with the ethic of saving life, the deadly epidemic defi ed medical 
knowledge at the time and indiscriminately led to the demise of people 
everywhere, irrespective of class, profession, age, or gender. 

Caring became very much coupled with helplessness, sadness, 
torment, and grief at the same time. Th e incurable nature of the 
disease and the rate at which it killed people left us wondering 
about the very essence of care in our profession. We had to cope 
with large numbers of deaths. (FGD with nurses at a public 
health facility, 15 December 2007)

In our medical training we were taught to care and save lives, but 
then because of AIDS especially in the 1990s and early 2000s 
we spent most of our time packing up corpses – it was such a 
demoralising scene at the time. (FGD with nurses at a public 
health facility, 15 December 2007) 

We lost so many people very dear to us, both colleagues, friends, 
and family… We all knew several people in our family let alone 
our surroundings and our patients who had HIV/AIDS and 
were for sure dying anytime and we were helpless. (FGD with 
nurses at the NGO mobile health facility, 28 December 2007)
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Emotionally it was very diffi  cult not to be aff ected, it was 
tormenting and saddening having to face death so often 
everyday… It was a hopeless situation… we felt rather helpless 
in this respect and it was more painful just looking at all these 
lives ebbing away. We were called all the time to attend funerals 
of our patients. (FGD with nurses at the NGO mobile health 
facility 28th Dec 2007)

Th e nurses from the public and NGO healthcare centres all shared similar 
sentiments of the pre-ART era. Th eir statements speak volumes of the 
desperation at the time. As one nurse aptly put it, “We felt we were at 
the frontline and losing a battle to a mysterious enemy whom we had 
no known tactic with which to bring him down”.

Nursing Care in the Era of ART
What is unique about Uganda in terms of HIV/AIDS is the fact that 
there are so many donors and actors in ART care (Wasswa 2008). During 
the period 1998-2003, before free ARVs were widely available, many 
clinical trials on ARVs as HIV treatment were underway in Uganda. 
During the times when some health workers, especially in public health 
facilities, felt helpless, their colleagues in research-based private settings 
such as the JCRC had access to free ART. Here the medical staff  were 
given priority if they accepted to test and were found HIV positive and 
with a low immune system, but their patients – with the exception of 
those enrolled in trials – had to pay for the costly ARVs themselves.

When the many ARV clinical trials of the late 1990s in Uganda and 
elsewhere proved successful, a new hope began to be felt among nurses 
and other healthcare professionals, heightened by the government’s 
commitment to roll out ARVs in 2004. Th e initial consignment of drugs 
was funded by the World Bank, with future drugs to be paid for by a 
Global Fund grant of US$70 million, and large grants from America’s 
PEPFAR initiative (Wasswa 2008). Healthcare professionals welcomed 
the programme. Th e nurses often accounted for this enthusiasm in 
relation to the previous trauma of having to cope with large numbers 
of deaths in the absence of eff ective treatment; now with ARVs, an HIV 
positive diagnosis is no longer an automatic death sentence. 

Th e results of the clinical trials as well as the initial phase of the roll 
out were drummed up by government politicians, the MoH, and the 
media, which created even more enthusiasm among health workers and 
the general population. Six months after the roll-out, at the public clinic 
where I worked clinicians and nurses could be heard congratulating and 
complementing clients who had started making great improvements.
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When we opened the VCT centre in 1998, all we were seeing 
were very ill moody faces. Th e mood of this waiting room often 
used to be quiet, a silence fi lled with sad sunken faces… HIV/
AIDS was all too visible. But within only six months of ART in 
2005, the whole atmosphere has changed suddenly, people come 
in here with a smile on their face, boasting to you how they were 
improving terrifi cally, and by looking at them and comparing 
with their pre-ARV state, you cannot help but congratulate 
them. (FGD with nurses at a public health facility 15/12/2007)

Th ese days there is loud laughter in the waiting room and we 
sometimes have to control the clients like school kids, telling 
them simply to keep quiet or the noise is too much as they 
chatter and laugh away. (FGD with nurses at a public health 
facility15/12/2007)

Initially, when asked about the impact of the roll-out on the healthcare 
system, none of the healthcare workers off ered anything negative. Th ey 
were only concerned that the roll-out should continue quickly to all 
levels so that more people could be helped, and the health facility could 
start to register fewer deaths and sick people (at the time these healthcare 
workers were serving people from many districts outside of their offi  cial 
catchment area).

Much as they were heavily overworked and underrecognised, my 
data suggest that the nurses directly involved in the provision of ART 
were highly committed. Th is level of commitment often went far beyond 
the call of duty and appeared to involve a level of motivation refl ective 
of intense personal investment in the ART programme. Th e nurses 
attributed this motivation to the fact that they themselves were nursing 
family members or close personal friends with HIV/AIDS. Another 
reason given for their commitment and motivation were their close 
bonds with the communities where they worked.

We simply just go the extra mile because some of us we belong to 
this community. Th ese clients could as well be our close family 
or friends and who knows, it could be me. (FGD with nurses at 
a public health facility 18/12/2007)

Although nurses acknowledged their vulnerability to HIV infection, it 
did not seem to be a very important issue in their discussions amongst 
themselves about their work with HIV positive clients; discussing 
themselves seemed to be too sensitive. Th e realisation of vulnerability, 
however, partially contributed to their investment in providing proper 
care and extending compassion towards patients. 
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A religious dialogue was also used by nurses to convey feelings 
regarding ART provision and the HIV/AIDS epidemic in general. In 
the public health facility, though it was not very pronounced, there 
were undertones of a common religious dialogue when I talked to 
individual healthcare workers. In the private mobile facility, however, 
it was mandatory that the nurses start the day together with prayer. 
Th e same went for all their outreaches, where clients were often asked 
to take the lead. In both facilities, however, listening in to the nurse-
patient consultations, God was always invoked and religious metaphors 
employed to give hope and encouragement to the clients (see also Leydon, 
Boulton, Moynihan, Jones, Mossman, Boudioni, 2000):

God is on your side, that is why we have these tablets for you… 
But God helps those who help themselves; so, help yourself by 
taking all your drugs. (Nurse counsellor to a client)

Th e fi ndings here suggest that the association of biomedicine with 
Christianity has been strengthened by ART’s life-giving potential. For 
instance, among the clinical administration in both the NGO and 
public ART centres, there was a preference to recruit nurses who had 
been trained at faith based nurse training institutions because, they 
argued, such nurses were proven to be more compassionate because of 
the Christian ethic of ‘service above self ’ and ‘doing unto others as you 
would want them to do to you’. Th ey were also seen to be more resilient 
to the prevailing conditions within the health centres due to the strict 
discipline during training. Christianity was seen as an asset, a source 
of commitment to caring, a value recognised by all facility managers.

Using ART to treat HIV/AIDS patients needs a lot of patience 
and a lot of compassion. But the degree of emphasis on such 
issues is only found among faith founded nursing schools where 
these are further specially taught as part of the Christian ethic of 
caring… So for this purpose we are increasingly more interested 
in people from this background to handle our HIV/AIDS 
patients. (In-depth interview with a health facility administrator 
29/12/2007)

Th is experience in ART care tried to break the acute care, task oriented 
approach within which care providers previously functioned, as well as 
combating the frustration of the pre-ART era. Among other reasons, 
it is also clear from this study that the enthusiasm and hope raised by 
the ART programme is related to healthcare workers’ ability to now 
provide treatment other than palliative care; to prolong life rather than 
constantly packing corpses. 
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A Global Public Health Approach: What it Means to 
Give or Use ART
When ARVs were imported into resource-poor settings as a global 
medical technology, they were not just pills but rather a package of things. 
Th is package included drugs, machines, protocols, care models, a new 
curriculum, and new need for (re)training. New concepts were introduced 
such as positive living and testimonials, disclosure and confi dentiality, 
stigma, treatment support/buddies, adherence counselling, and 
comprehensive care (including treatment and information, psychological/
emotional support, socio-economic/welfare support, human rights, and 
legal support). Further, there was a renegotiation of the patient-health 
provider relationship (to become partners in care), which meant involving 
patients in treatment decisions, following the GIPA (Greater Involvement 
of People living with HIV/AIDS) principle in issues that aff ect their 
well-being, including programme planning and implementation), and 
ongoing patient monitoring. In the package were also requirements 
for collaboration, coordination, and monitoring across diff erent levels 
(national, district, private/public, community). Th is holistic approach 
to total care is unique to HIV/AIDS, and locally nurses in particular, 
as front liners in HIV/AIDS care, have been confronted with these new 
realities for which they were ill prepared. 

HIV/AIDS is an exceptional disease and special policy measures 
are required. Th e policy on ARV treatment is also exceptional in the 
sense that it is subject to vertical programming and supply, restricted 
access, adherence, control, and extreme monitoring and surveillance 
(MoH 2003-2006, MoH 2007-2011). For example, unlike most 
pharmaceuticals, which are usually obtained through drug shops and 
pharmacies, ARVs are (supposed to be) provided only by health workers 
direct to the patient (however, in contradiction to policy, some patients 
do obtain ARVs and septrin from diff erent sources). Th ough while HIV/
AIDS clinics provide ARVs to PLWHA, many do not provide medicines 
for opportunistic infections, necessitating visits to diff erent providers. 

With ART, the chronic care model has replaced the acute model. It 
requires the professional health worker to dialogue with the patient about 
their medical treatment and care, as well as ongoing counselling and 
treatment of opportunistic infections, and at least a monthly face-to-face 
interaction between the client and professional health worker. All of this 
increases the workload of nurses. While ART has transformed AIDS 
from a deadly disease into a chronic one, total adherence is required and 
defaulting on the drug is medically unacceptable. In ART, adherence 
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is of utmost importance (Weidle, Wamai, Solberg, Liechty, Sendagala, 
Were, Mermin, Buchacz, Behumbiize, Ransom, & Bunnell 2006). 
Poor adherence may lead to medication failure, viral mutations, and 
development of drug resistance, while future treatment options become 
limited because of cross resistance. Th e risk of transmission of resistant 
strains also makes adherence a public health concern. Complicating this 
picture, research and daily practise have shown that strict adherence is 
diffi  cult to achieve for many HIV positive patients because it requires 
them to behave in a way that cannot easily be incorporated into daily 
life (Bamberg, Fina, & Schiff rin 2007).

Th us ART as presently available is highly eff ective but complex to 
manage. It necessitates lifelong treatment with at least three ARV drugs 
(triple combination therapy)3. Breakthrough drug resistance, followed 
by rising viral loads and clinical failure is relatively common even with 
high levels of adherence. Th is entails ongoing clinical and laboratory 
monitoring and access to second-line regimens. Side eff ects of drugs, 
especially in the early stages of treatment, occur relatively frequently, 
some of which are suffi  ciently dangerous to require modifi cations to 
treatment (Coetzee (a), Boulle, Hildebrand, Asselman, Van Cutsem & 
Goemaere 2004). Currently, the issues seen as central to the success of 
ART include maintaining adherence, improving survival, increasing 
HIV testing, enrolling people into follow-up systems of care, and 
ensuring that ARVs do not pass their expiry dates while still on the 
pharmacy shelf. However, there are many challenges to and idiosyncrasies 
in care provision. For instance, large -scale voluntary counselling and 
testing (VCT) by individuals may only occur if providers are perceived 
as trustworthy and empathetic (WHO 2008a). Further, in some 
programmes, much of the success of ARVs may be attributable not 
to the work of the health workers but to community based activities 
involving patient advocacy groups, NGOs, or lay counsellors (Uganda 
Cares report 2004). Nonetheless, ensuring lifelong treatment, accessible 
and well functioning health facilities, good management of referral 
systems, partnership with non-state actors, monitoring and evaluation, 
and removal of the many barriers to entering and remaining in care, 
all imply a high level of systems and managerial capacity which makes 
ART more complex than many other healthcare interventions.
3 Uganda’s first line ART regimen, as defined by the National ART Policy, consists of 

zidovudine (AZT) or stavudine (d4T) + lamivudine (3TC) + nevirapine (NVP) or 
efavirenz (EFV). The standard second-line regimen is zidovudine (AZT) + didanosine 
(ddI) + lopinavir/ritonavir (LPV/r). There is no standard third line treatment. As of 
October 2007, the first and second-line options were under review because of the 
changing nature of HIV and the emergence of new ARVs.
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Unlike any other disease so far, the exceptional nature of HIV/
AIDS has prompted debate about the nature of its treatment, but also 
the challenges (Farmer, Léandre, Mukherjee, Gupta, Tarter, & Yong-
Kim, 2001; Mermin, Were, Ekwaru, Moore, Downing, Behumbiize, 
Lule, Coutinho, Tappero, & Bunnell, 2008). ART has been dubbed a 
complex therapy for a number of reasons (Amolo-Okero et al. 2006). Its 
complexity lies not only in the pharmaco-kinetics of the drug (Weidle et 
al. 2006) but also its administration. It is a combination therapy which, 
once initiated, one must take for life (Barnett & Whitehead 2002). 
Initiation also requires thorough preparation of the patient, including a 
prior HIV test and continued follow-up care. All of this is the work of the 
nurses. ARVs are thus medicines with strict rules (Mermin et al. 2008), 
and they are embedded in programmes in a way that is unlike most other 
medications. However, the requirements of diff erent programmes vary, 
and the nature and extent of the role of clients diff er; some are expert 
clients/patients, others are ‘ordinary’ clients, and most programmes only 
accept people when they meet certain criteria (for example, in Africa 
initiation on ARVs requires a CD4 count below 350, while in the USA 
initiation occurs when the CD4 count falls below 500).

HIV/AIDS treatment can be compared to a social trial because 
programmes create conditions for people and demand that they commit 
themselves (for example, to obtain free ART). ARVs are a political 
commodity; sensitivity and care are always needed. Control is also 
exercised through strict monitoring and regulation of drugs, including 
the prescription of ARVs in small amounts to last for limited periods 
(Wendo 2003), which from the provider point of view ties people to 
the treatment source (since they must frequently return for refi lls), but 
which is experienced by patients as a restriction. Flexibility is at the 
discretion of the health worker. Initiation onto ARVs begins with a trial 
on septrin as a way of checking adherence (Wendo 2005). In practise, 
there may also be de facto treatment supporters among family, friends, 
and neighbours. I later explore the bio-social relations with ARVs when 
nurses are also users.

According to the national guidelines for implementation of ART 
(MoH 2003, MoH 2005a), a patient is required to bring along a 
treatment supporter to whom they have disclosed their HIV status, 
who will help with adherence. Th en nurses, in consultation with the 
patient, must draw up an individual treatment plan before patients are 
initiated onto therapy by a medical doctor after thorough assessment 
(WHO 2005). However, at both my study sites all this work was done 
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by nurses. Nurses in the public ART clinic received only three weeks 
of training prior to taking up their new roles. ART knowledge changes 
all the time and the majority of these nurses have no opportunities to 
update their knowledge as often as they should. Moreover, despite their 
very busy schedule at the HIV clinic, the public clinic nurses also have 
to attend to patients on the general wards and OPD. For the NGO 
nurses, though they do receive more training prior to taking up the 
post, and have better access to up-to-date information, they work in the 
fi eld throughout the week and often do not return to the offi  ces until 
late in the evening.

Nurses Working With Expert Patients
For a long time, HIV treatment approaches remained highly dependent 
on scarce and expensive highly skilled medical professionals, who are in 
short supply in resource-poor settings. With the need to put more people 
on treatment, a call was made for the implementation of alternative, 
lower-cost human resource models for delivery of HIV prevention, 
treatment, care, and support, including the deployment of auxiliary 
and community workers, and engaging PLWHA in service delivery as a 
matter of urgency (UNAIDS 2006). Th is move was also a response to the 
GIPA principle. But cultural innovations in Uganda in the era of HIV/
AIDS are striking. For instance, the use of patients in HIV/AIDS care 
was fi rst introduced prior to ART by Th e AIDS Support Organisation 
(TASO), who instituted an internal policy favouring recruitment 
of HIV positive counsellors (Kaleeba, Kalibala, Kaseje, Ssebbanja, 
Anderson, Van Praag, Tembo, & Katabira 1997). Reports indicate that 
though these counsellors suff ered burnout from seeing their own bleak 
future in the people they worked with (TASO Annual Report 2007), 
nonetheless it provided a model for lay care provider (popularly called 
expert patients) involvement in the clinic space (Kaleeba, et al. 1997). 
TASO had begun to indigenise biomedicine in a revolutionary way by 
showing that patients can also be carers. When free ART became widely 
available in 2004, another NGO, Uganda Cares, took TASO’s model a 
step further to actually train patients as lay providers and advocates of 
ART in order to facilitate better ART uptake, give adherence support, 
and reduce the workloads of ART providers. 

In Uganda’s overall treatment campaign, fi nding appropriate models 
for the delivery of ART services to maximise benefi t for those in need 
remains a big challenge (Jaff ar et al. 2005; McCannon, Berwick & 
Massoud 2007). When the government scaled up ART, initiative was 
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necessary given the signifi cant reorganisation of health service delivery 
required to meet the high demand for treatment. In order to minimise 
the burden of care, medical care workers at the NGO and public health 
centre introduced lay providers called ‘expert patients/clients’ within the 
traditional hierarchy of the clinical space (Uganda Cares report 2004, 
health centres annual report 2005). Th rough this new care arrangement, 
PLWHA using HAART were given a chance to participate in the delivery 
of chronic HIV/AIDS clinical care. 

However, while there is a policy requirement for PLWHA to be 
involved in every area that concerns their health (MoH 2005c), there 
is currently no policy institutionalising, operationalising, or regulating 
at clinic level the involvement and/or participation of lay providers in 
the clinic. Nevertheless, expert clients have become a mediating factor 
between patients and nurses in HIV/AIDS care, and much literature 
on patient identifi cation attests to the fact that patients tend to identify 
more easily with fellow patients in care (Kober & Van Damme 2006). 
Th ere is also the issue of carer identifi cation with patients; for instance, 
a young mother nurse will identify easily with young mother patients. It 
goes without saying that this has had a profound impact on the practise 
of nursing within the clinical context, especially in terms of power and 
care relations between nurses and patients, as I show later. 

Additionally, Uganda’s communication strategy for ART (2005-2010) 
notes that the introduction of ARVs came with more accompanying 
challenges for healthcare providers who are also users, citing self-
initiation on ARVs, and inconsistent use or misuse of therapy as key 
challenges which have negatively aff ected ARVs’ effi  cacy (MoH 2005a). 
Th e causes of inappropriate use or misuse include inadequate information 
on ART, failure by health workers to adhere to treatment protocols, 
fear of being seen taking drugs daily, inadequate support from partners 
and family, cost of drugs, side eff ects, the long distances to travel to 
accredited ART centres, and the belief that all HIV positive persons 
should be on ARVs. 

Nursing Care and HIV/AIDS Treatment: Some 
Contextual Issues
Despite the therapeutic and operations related complexities of ART, 
by the end of 2005 the Ugandan government had rapidly scaled up to 
167 centres countrywide, starting with regional referral hospitals, then 
district hospitals, and then to lower-level health centres IV and III (JCRC 
2005). Th is rapid scale-up was also in response to the global WHO 3x5 
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initiative, where Uganda targeted to treat at least 60,000 PLWHA by 
the end of 2005, 50% of those who were in need at that time. Although 
the initial drugs roll-out was fairly slow, within two years 41% of the 
50% of those in need were receiving treatment (WHO 2006, WHO 
2008b); increasing to 56% in 2006. At this time, emphasis was put on 
provision of infrastructural capacity (including laboratory and clinical 
equipment, storage facilities, and provision of drugs) – the hardware of 
health service delivery – and broadened coverage (UAC 2005; UNADS 
2007). More than anything else, the continued disease burden led to 
the 3x5 initiative which placed much emphasis on meeting targets by 
initiating as many patients as possible on ART but it never considered 
keeping patients on treatment. Th is created more work for nurses as the 
key personnel manning clinics in lower-level health facilities. Workload 
also increased given that the demand for ART was so high yet few people 
were trained in its provision. 

According to Africa Science News report (2008), in Uganda the 
number of people on treatment rose to 132,000 (including 8,690 
children) – less than half of those currently in need estimated at 300,000 
people – by July 2008 with around 1,000 new patients initiated on 
ARVs per month. An estimated 61,000 people died from AIDS in 
2008 (Government of Uganda, 2010). However, there were less than 
550 nurses specially trained in HIV/AIDS ART care countrywide, 
in both the public and NGO sectors (MoH 2008). Th us this rate of 
1,000 per month may slow as the national programme faces problems 
getting the drugs to those in need, including delays in procurement 
and distribution, poor storage and weak quality control, stockouts, 
and a chronic lack of staff  (African Science News 2008). For instance, 
Dr Elizabeth Madraa, formerly manager of Uganda’s AIDS Control 
Programme, reported that “the management of the whole supply chain 
is very weak and problematic… We are now moving slowly as a result 
of the stockouts because if we spread out rapidly and ran out of drugs, 
it would be disastrous” (WHO 2008b). Currently, the limited provision 
of support and care services to PLWHA remains the weakest link in 
the national response to the HIV/AIDS epidemic in Uganda, and this 
is without mentioning the lack of proper care and support services to 
healthcare workers as PLWHA or as implementers of the government 
ART programme (UNAIDS 2007c). For the most part, the provision 
of such comprehensive services has been left to the NGO sector, mainly 
TASO, Uganda Cares, AIDS Integrated Model (AIM), and Masaka 
AIDS and Home Care programme, but their capacity is limited.
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Meanwhile, in 2005, the momentum of the ART scale-up in Uganda 
was put in jeopardy following the suspension of funds from one of the 
country’s key donors. Up to 95% of ART provision in Uganda is donor 
funded and largely by PEPFAR. In August 2005 the Global Fund to 
Fight AIDS, Tuberculosis, and Malaria suspended the disbursal of 
grants after fi nancial irregularities were discovered especially in ART 
support activities (Global Fund Press Release 2005). It was found that 
management of grants was generally poor, and that signifi cant sums of 
money had been diverted to activities unrelated to HIV/AIDS (Bass 
2006). Th e national ART support programme is likely to suff er further 
setbacks given weak monitoring and regulatory institutions, aside from 
having to dance to the tune of donors. Th e mismanagement of global 
funds raised many concerns, especially from nurse and patient activists, 
highlighting all the more the question of trust and sustainability of care 
support and access to these life-prolonging drugs. 

Another contextual issue is the drug stock-outs, which are a growing 
problem in the delivery of ART in Uganda. From fi eld visits conducted 
in October 2007 as part of the annual countrywide monitoring of the 
ART programme, the National Health Assembly and Joint Review 
Commission found that the entire country had in the recent past 
experienced shortages of ART drugs. Researchers found that stock-outs 
had occurred in most districts at one time or another, and that upcountry 
ART centres in particular had become accustomed to intermittent drug 
supplies. People on ART went without drugs in the districts of Katakwi, 
Pallisa, Luwero, Soroti, Hoima, and Mityana for up to four months. In 
Moroto, people who were on efavirenz were given cotrimoxazole instead 
for up to four months, even though the latter has never been prescribed 
for HIV. Often the blame for such irregularities is heaped upon nurses 
by patients. 

According to the MoH’s report on the supervision of the ARV supply 
chain management for the third quarter of 2007, in the district of Nebbi 
drug shortages meant that some infants went without drugs for several 
days. At some centres, patients were switched back from second-line 
to fi rst line treatment, even though fi rst line therapy had previously 
failed. Between April and September 2007, for example, only two out 
of a sample of seven centres in eastern Uganda did not experience drug 
stock-outs. Th e rest did not have the drugs they needed for between 15 
to 60 days (MoH 2007). But what are the causes of these problems, and 
what has been the impact on nursing care and practise? In Uganda, the 
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National Medical Stores (NMS) is the body responsible for procurement 
and delivery of essential drugs, including ARVs. But the supply line for 
ARVs is not the same as for other essential drugs. On March 6, 2008, 
the government owned New Vision newspaper reported that the Minister 
of Health Dr Steven Mallinga had interdicted three offi  cials and fi ve 
drivers implicated in the theft of ARVs from the NMS. Th e interdiction 
followed an internal investigation “after persistent press reports of drug 
thefts”, Mallinga said. Th e audit recommended that two offi  cials be 
suspended pending further investigations, while one offi  cial and the fi ve 
drivers were to be handed over to the police for prosecution. 

Th e minister had previously stated in Parliament that 50% of the 
drugs distributed to the districts was being stolen; the Anti-Corruption 
Coalition (ACC) put the fi gure at 75%. “Essential medicine is supposed 
to be free of charge in Uganda”, the group said in a leafl et as part of its 
sensitisation campaign. “Unfortunately, essential medicine is most often 
not available in the public health facilities due to mismanagement and 
corruption. Up to 75% of the medicine distributed to the health centres 
is leaked”. On December 12, 2007 Th e New Vision had broken the 
story of a scam involving a network of personnel within NMS in which 
drugs worth hundreds of millions of shillings were stolen. Mallinga said 
the ministry was concerned given that the NMS is the main supplier 
of bulk medicines to all public health facilities (Mugisa & Nabusoba 
2007). Expiring stocks is another major problem, and because of this 
thousands of Ugandans die of HIV/AIDS related conditions annually. 
Former NMS General Manager Robert Rutagi was suspended in 2007 
for mismanagement that led to the expiry of ARV packs worth 936 
million shillings – about 450,000 US dollars.

Even if the strategies to combat these thefts were not very clear and 
all the parties involved were not identifi ed, these reports went a long 
way to clear the heavy blame that was earlier put on nurses, accused 
of hoarding or siphoning ARVs and selling them outside the public 
clinic. Instead, it became a joint campaign between nurses and patients 
advocating for access to drugs, as far up as the Ministry of Health as I 
show in chapter 9. Th is saw very profound changes in the meaning and 
practise of nursing, as nurses challenged the existing hierarchical power 
relations within the professional medical care establishment, not only 
as nurses but as patients too. 

In this chapter I have shown how nursing as a profession came about 
in Uganda. Nurses have been trained – and the nursing profession has 
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been historically shaped – to have a certain ethic of care. Nurses in 
Uganda play a pivotal role in HIV/AIDS care, yet they are overburdened 
by the epidemic, having to contend with many structural and contextual 
issues. It is within such a complex framework that some nurses live as 
both carers and as patients. But despite all the challenges both in the 
context and in the operationalisation of the nurses’ caring role, they 
even create innovations in care (related to social support and adherence) 
and work with expert clients. Where does the nurses’ resilience come 
from? How have they confronted these realities as carers and suff erers, 
and what have been the outcomes? Since nurses have taken on doctors’ 
functions, what does it mean to be treated by a nurse and not a doctor? 
Finally, how does being HIV positive produce a diff erent nurse, and what 
can we learn from the everyday experiences and care-giving practises of 
these nurses? Th ese are issues I expand on and to which I dedicate the 
remaining part of this dissertation.
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3
Th e Everyday Treatment 

Challenges for Nurses in ART 
Programmes

“…if you swallow your ARVs as prescribed, your condition will improve 
– Aha! Th ere is much more to this”. (FGD with nurses in public clinic)

In the preceding chapter, I have shown that nurses are trained to have 
a certain ethic and I suggested that they are committed, compassionate 
care providers. To provide the reader with a general picture of the research 
settings, I describe below the everyday working conditions and activities 
within the NGO and public HIV/AIDS clinics. In their everyday 
practise, nurses are confronted with many challenges in providing ART. 
Th rough an exploration of the practises and relations of care, I show 
how nurses confront these challenges and (partly) overcome them. ART 
does not simply provide a magic bullet; it is not always true that when 
you swallow your drugs as prescribed, your condition automatically 
improves. Opportunistic infections (OIs) and side eff ects must be dealt 
with, and these are challenging tasks, which sometimes raise ethical 
dilemmas in care. In addition, nurses were also faced with unavailable 
or unaff ordable treatments. 

ART protocols have clearly defi ned tasks for nurses and medical 
doctors; however, in the clinics in this study, doctors were largely absent. 
Both sites formerly had at least one doctor to initiate and review patients 
on ART. However, at the mobile clinic the doctor left at the beginning 
of the ART programme and was not replaced, while the public clinic 
doctor was so taken up by managerial and administrative tasks, as well 
as theatre and ward operations, that he was no longer available for the 
ART. Th e nurses at both clinics did not necessarily receive specialised 
training save for the original three weeks training and apprenticeship 
prior to working with ART; so, they were generally ill-prepared for the 
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new tasks they had to take on in the absence of medical doctors. Th e 
analysis in this chapter is meant to provide a framework within which 
nurses’ activities and decisions in such a challenging situation can be 
understood. 

An Ordinary Day at the Public HIV Clinic 
It is 5:00am on a Monday morning and patients are already trickling 
in and queuing at the clinic’s entrance, awaiting its opening at 8:00am. 
In the distance church bells can be heard, while the Imam takes to his 
microphone calling believers to morning prayers. By 6:30am a large 
group has gathered, comprising children, women, and men, young and 
old. Some wear traditional clothes (gomesi for women and kanzu for 
men) and some western style attire (trousers, t-shirts, shirts, blouses, 
and skirts). Th ey murmur away in semi-audible voices to one another, 
waiting in the now long queue. Some can be seen snacking on their 
packed breakfast. Among them are mothers holding their little children 
tightly, patting them to sleep or feeding them. All these people have 
come early so that they may be dealt with as quickly as possible. Some 
come from surrounding villages but others come from faraway districts. 
Some spend a night in town with a friend or relative so as to beat the 
line and be able to take the fi rst and only bus back to their homes before 
noon. Th ose who come to the clinic by 9:00am will probably not leave 
before 6:00pm or even later. Many women come early so that they may 
be being able to return to work in their gardens, while others hope to 
go to work afterwards. Some men said: 

Th e day you don’t work then you have nothing to eat, yet the 
drugs make you hungry… You won’t tell your employer or the 
stomach that you were at the clinic the whole day waiting for 
my drugs… so that we must come early so we can go back and 
work for what to eat. (FGD with males on ART at the public 
clinic, 10th June 2006) 

Some of those in the queue are visibly ill and weak, while many are 
strong and healthy-looking. Almost all have come to collect their ARVs, 
but some will be admitted onto the wards. Inside the clinic, by 8:00am 
the expert clients are registering patients and assigning them numbers; 
occasional scuffl  es break out about who came before whom as some come 
late and try to jump or buy their way into the queue. Meanwhile, in the 
pharmacy the nurses are getting their fi les and registers ready, unpacking 
the medicines from boxes and cupboards, and assembling them on one 
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table. In the laboratory, the technician switches on his machines, cleans 
his microscope and dusty glasses, unpacks and arranges his swabs, 
needles, and syringes, awaiting the fi rst patient to bleed and screen for 
HIV, malaria, or other infections. In the records room, the fi rst patients 
crowd by the window to have their fi les located by the records assistant 
among the many piles on the shelves. 

After registration, each patient picks their fi le from the records store 
and proceeds to the second expert client who fi lls in their number, name, 
weight, height, village, date of last visit, purpose of visit, and whom 
they will see. Th e expert client assesses the condition of the patient 
and rushes emergency cases to the nurses or calls in the clinical offi  cer 
(medical assistant) or doctor at the request of the head nurse if need 
be. In the waiting room, another expert client is trying to catch the 
attention of the waiting patients to recap on the previous visit’s lessons, 
and ask about any questions they might have. At the same time he tries 
to solicit information about whether patients know anyone who is too 
ill to attend the clinic or who passed away; if the deceased person lives 
nearby, arrangements are made for others to go for the burial. Often 
the expert client makes announcements for health and political related 
meetings, as well as income generating opportunities in diff erent places. 
He also reminds the patients of the two hundred shillings to be paid per 
visit for porridge served as a late breakfast or early lunch to those who 
want it. A patient asks a technical question on adherence. Th e expert 
client attempts to answer, but the patients seem more confused and 
unconvinced; so, the nurse is called in to explain. 

In the corridors the nurses ask one another how the weekend was and 
share any major events that may have happened. Inside the consultation 
rooms, the nurses slowly take their place. Two nurses typically share one 
room so there is no privacy. Once a patient’s number has been called out, 
the patient proceeds along the corridor to the consultation room where 
the nurse awaits. Nurses act as counsellors, and diagnose and prescribe 
at the same time; then, if no laboratory tests are required, they send 
patients to the pharmacy. In cases of malaria or other suspected OIs, 
the patient is sent to the lab where they join another queue waiting to 
see the technician for screening. From the lab, patients go back to the 
waiting area to await their results, and then join the queue again to see 
the nurse again for a prescription. 

At about 11:00am, a woman collapses on the bench in the waiting 
room and nurses rush in to attend to the emergency. A form is 
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immediately written for her admission as she looks dehydrated and 
anaemic. Th e expert clients help carry her to the ward where more tests 
will be done. She requires the attention of the doctor but he has been 
away for a week now attending a workshop on decentralising health 
policy initiatives to lower-level health centres. She is put on a drip in 
the ward where she later regains consciousness, but she is on her own 
and will have to spend at least a few more days here. One nurse and an 
expert client accept responsibility for her admission and care, and make 
an eff ort to contact her relatives to bring in support.

It is a small clinic and by now many patients holding large fi les are 
fl owing in and out from diff erent rooms while others wait in the corridor. 
It is a chaotic atmosphere. Newcomers are often confused about where 
to go next and there is constant consultation and chatting among the 
patients in the waiting room. It is quite busy but the nurses seem to 
be at ease with the situation, getting on with their job as fast as they 
can so that all patients are gone by 5:00pm, allowing them time for 
administration and paperwork. Th e nurses often have to interrupt their 
work to seek the head nurse, report missing drugs, or request for more 
supplies. Th e head nurse is also the health centre drug stores keeper, 
manager, and chief pharmacist; so, she is often up and about attending 
to concerns from other units. 

Inside a Consultation Room at the Public Clinic
Below is a typical interaction inside the consulting room, which doubles 
also as a counselling room. I observed that nurses predominantly asked 
very straight questions and sought only straight answers.

Nurse:  How are you?
Patient:  I am fi ne.
Nurse:  Th en what brings you here today?
Patient:  I have constant headache for two weeks now.
Nurse:  Is that all?
Patient:  Oh, diarrhoea for three days and my ARVs are out.
Nurse:  What did you eat?
Patient:  Usual food but I throw it up often.
Nurse:  I see. Show me your tongue; let’s see those eyes (nurse glances at 

them). Okay. No problem. But go drink a lot of water. Your eyes 
show lack of water in the body.

Patient:  I am unable to drink water because I throw it up. Can I instead 
drink tea?
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Nurse:  You can also consider if you want to be admitted here and put on 
a drip.

Patient:  No, no. I will drink water. 

During most of the conversation, the nurse was perusing the fi le with very 
limited eye contact with the patient. Finding a free page, she scribbled 
in a prescription for the symptoms mentioned. And without explaining 
whether the patient’s request of replacing drinking plain water with tea 
was a better option or not, the nurse instead threateningly suggested 
the hospitalisation option. Weighing in the costs of being hospitalised, 
the frightened-looking patient quickly bowed to the power play in this 
situation and obliged to the nurse’s water proposal. 

Th e tongue is usually checked for oral thrush, but very often no proper 
examination is done. Th ose who are thoroughly examined usually have 
visible signs or complain of a serious physical ailment. I also observed 
that nurses were generally more involved in clinical evaluation or fi lling 
in adherence charts than in actual counselling. Th e nurse above dismissed 
the patient, handing over the fi le for him to take to the dispensing 
window, and called for her next patient. More complex cases, such as 
those of drug resistance, were sent to the clinical offi  cer, and if he could 
not handle them, they then had to wait for the doctor’s often unknown 
next appearance.

 Patients have been socialised into the norm of seeing the health 
professional – whether a counsellor or nurse – and only talking about 
their current medical condition rather than their general well-being. 
Further, because of the long waiting times, many are already exhausted 
and hungry, or feel more sick than when they came in. Th ey are often 
in a rush to leave, to go home and rest or return to their businesses, 
because a day without work means a day without food. More seriously, 
it may also mean not swallowing drugs. 

When I know I have no money to buy food to eat, I give myself 
a holiday off  the ARVs because they make me too hungry. (Male 
ART patient at NGO clinic, November 2007) 

I can’t swallow these AIDS drugs when I am already on an empty 
stomach. Th ey make me hungrier and very sick. (Female ART 
patient at public clinic, July 2007)

Many patients are bitter about the long wait – six hours on average 
– seeing it as time wasted, while others have concerns about the long 
journey back home. Many times I heard patients cursing nurses for 
slow service.
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We come too early and then we wait for long. By the time you 
get to the nurse you are tired and hungry and the nurse too is 
tired and slow. So we simply tell them what they ask for. (FGD 
with patients in public clinic, August 2007)

I asked the nurses whether they felt satisfied with the nature of 
consultations and counselling that they have with the patients.

We have very limited time with the patients because we have all 
these paperwork tasks to accomplish at the same time… We wish 
to do better but patients are also too many and time is limited… 
[I] am not sure if what we do is really counselling anymore. 
(FGD with nurses at public clinic, August 2007)

Th e statement above shows that nurses were aware that the nature of the 
service they provide sometimes leaves a lot to be desired. Th ey expressed 
a desire to do better, but were constrained in many ways including time, 
the volume of patients, and serious shortages of drugs and equipment. In 
addition, they are required to complete extensive paperwork, for example, 
there are separate registers for OI prescriptions and dispensing, for ART 
prescriptions and dispensing, a tally sheet for the number of pills given 
out, an adherence register; all these have to be completed by the nurses 
at the close of the clinic day.

Inside the Pharmacy at the Public Clinic
In the pharmacy at least two nurses sit to receive patients, review their 
fi les, and check new prescriptions (made by nurses in another room). 
Th ey do a physical pill count of missed doses for the patient adherence 
register, do a tally and fi ll in the drugs register, and read and record the 
treatment prescribed in the ARV and OI record books. Th ey then store 
away the fi les in the box underneath the table (as shown in the picture 
below), sort the medicines, and direct patients on how to swallow them. 
Sometimes they check whether their instructions have been understood, 
but often no pharmacy counselling is given.
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Figure 4: Inside the dispensing room at the public clinic several registers await 
completion by the nurse before and after giving drugs to the patient.

Th roughout, patients watch and wait patiently in a queue by the 
dispensing window, with no privacy or confi dentiality, as shown in the 
picture below.

Figure 5: ART clients are waiting patiently in a queue at the dispensing window 
for their turn to get drugs, while those who were able to pay 200 shillings on 
their previous visit enjoy a cup of porridge.

When given their drugs, patients are told to fold their papers ready to 
receive them as the clinic only provides packaging for newcomers. Strict 
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standards are required for the storage of ARVs before and after they are 
dispensed, but at this public clinic the leaking roof above the boxes of 
ARVs certainly does not meet these requirements.

Figure 6: A leaking roof in the pharmacy/dispensing room at the public clinic 
above boxes of ARV drugs.  Will these drugs survive the rain?

I often heard nurses at the dispensing window telling patients that 
there were insuffi  cient supplies of cotrimoxazole prophylaxis and other 
OI drugs, or that they were simply unavailable. In such cases nurses 
improvised, sometimes by rationing the available drugs.

Nurse: We have very few septrins available today. I am giving you a dose 
for one week and a prescription to buy septrin for the rest of the 
month. 

Patient:  But I have no money
Nurse:  Come back here next week hoping we shall have some more septrin. 
Patient:  Please help me because I come from so far, I have no transport to 

bring me back so soon.
Nurse:  Th en for this other drug, it is not in our stock; you will have to 

buy it.
Patient:  But I told you my pockets are empty, I am simply pleading that 

you help me.
Nurse:  Let’s see if we have something else (nurse checks the shelf ). Okay 

now… I am changing it to give you its alternative but make sure 
you swallow all the tablets so that the problem does not recur. 

Patient:  Th ank you nurse, you are so kind.
Who should receive the full required dose of cotrimoxazole was 
often an issue for the nurses’ discretion. All in all nurses tried to be 
compassionate, attempting wherever possible to satisfy patients’ needs 
within their means. Often prescriptions would be changed at the 
pharmacy without consulting the original prescriber or reviewing the 
severity of the condition for which it was made. Further, drug rationing 
was commonplace, even for septrin prophylaxis, with patients being 
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given quarter or half doses and told to buy the rest from drug shops. 
Most patients did not buy the medicines, especially if they felt better 
after the fi rst few days of treatment, or because they simply could not 
aff ord them. Incomplete adherence such as this was not clearly recorded 
in the fi les since there was no follow-up on this issue at subsequent clinic 
visits. A troubling consequence of this is that it can act as a catalyst 
enabling bacteria to build up resistance, likely to lead to outbreaks of 
drug resistant diseases (Melrose 1983). 

Later in the day
It is 3:00pm and the nurses have not yet had their lunch. Nurses often 
work through their lunch to beat the large queues and fi nish before dark. 
As the lunch girl brings in the food, some excuse themselves saying that 
they will eat later or will not eat until they are done, while others deal 
with their current patient quickly and close the door behind them to 
take off  a few minutes to eat. 

By now nurses and patients alike look exhausted, but all patients must 
be seen. Nurses push on to see everyone who attends the clinic out of 
concern that patients will otherwise blame them for missed dosages. Th e 
close of an average day is around 5:30pm, when nurses lock themselves 
up and begin to work on tally sheets and packing the medicine tins back 
onto shelves, organising and storing away fi les, and recording referrals 
and admissions. Th ere is usually a general excitement that the day is over. 
Th e nurses exchange congratulations, share extraordinary events of the 
day, or discuss the health or fate of specifi c patients. Th ose due to serve 
night duty on the wards and outpatient department (OPD) rush home 
to change so that they can be back by 6:30pm to begin work again. 
Others retire home to prepare for the following day, either at the VCT 
clinic or the OPD.

Routine ART guidelines presume a standard picture of service 
delivery where care is systematised for each client following a treatment 
fl ow chart: patients are initiated on ART by a doctor, reviewed by a 
doctor, and receive ongoing counselling at each visit. But the above 
description points to a rather diff erent picture, where functioning and 
procedures in the HIV clinic take place in a somewhat ad hoc fashion. 
Nurses perform a diagnostic and prescriptive role for ARVs and their side 
eff ects, as well as for OIs, a role which was formerly the sole prerogative 
of physicians according to international and national ART guidelines. 
I return to this point later in Part III.
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An Ordinary Day at the NGO Mobile Clinic
It is 7:30am and nurses and general staff  start trickling in through the 
main gate at the NGO offi  ces. As they come through the reception, each 
log their reporting time in the duty book while exchanging greetings, 
before disappearing down the corridors. Th e NGO administrative staff  
take their positions in their offi  ces and start preparing their schedules. 
Th e head nurse makes a list for the week of new teams and the locations 
they will visit each day. Th e nurses rush to the head nurse’s offi  ce to 
see with whom and to which stations they have been assigned, and 
some nurses complain about specifi c members of their team being 
less hardworking, which means a late return in the evening. Th e team 
leaders proceed to the transport manager’s offi  ce to see which vehicle 
and driver they have been assigned. Each vehicle is given a fuel credit 
card to be presented at the fuelling station by the driver as they leave for 
the fi eld. Here team leaders may complain about being given a much 
older ambulance as opposed to a new one, or a less cooperative driver, 
issues which they are sometimes able to negotiate. Meanwhile, some 
team members are busy preparing, checking, and picking up the drug 
boxes that were refi lled the previous day by the nurses in the offi  ce, 
while others pick up their lunch pack from the kitchen maid, who by 
now also has tea ready for the offi  ce staff . Th is pack often comprises of 
a fl ask of tea, cups, sugar, spoons, boiled eggs, and sometimes bananas. 
On the way to their destinations the nurses will buy more things for 
lunch such as bananas, sambusas, chapatti, and water, sometimes from 
their monthly lunch allowance.

Th e team leaders from the previous day are busy completing and 
handing in medicine tally sheets to the head nurse, as well as accounting 
for fi nances spent on patients such as food or transport and housing costs. 
Th e team leaders for this day are picking up and cross-checking patient 
cards and fi les for the stations to be visited, after which they collect 
empty tally sheets. By now it is 8:15am and a drum sounds, signalling 
that all staff  should converge in the reception area for fi fteen minutes 
of communal morning prayers. Every day there is a prayer leader, a 
song leader, and someone to give a short refl ection for the day. Fifteen 
minutes are also reserved for the communication or sharing of necessary 
information that cannot wait until the fortnightly general meeting. By 
8:45am the teams depart for the fi eld, and those remaining at the offi  ce 
take up their places to begin work. Th ey will have a tea break at 10:00am 
and be served lunch at 1:00pm.
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For some teams the journey to their fi rst outreach centre will take 
30 minutes, while for others it will take two hours. At the fi rst outreach 
centre for group one, clients are already gathered, undergoing routine 
group counselling facilitated by expert clients. Questions are aired, and 
they share their experiences of various illness, or economic, childcare, 
and marital issues. Clients’ individual needs are also identifi ed. Some 
questions are referred to the nurses on arrival. Th e fi rst thing the nurse 
asks is if they started with prayer; this is often the case, but if not, 
someone is chosen to lead. One nurse then answers questions, as well 
as passing on greetings and discussing new communications from the 
NGO. 

The community workers organise places for the nurses to sit 
withindividual patients while the expert clients pass on patient cards 
and fi les. Th e nurses unpack the boxes of necessary equipment and the 
mobile pharmacy (usually a large wooden box) where medicines are 
stored. In another smaller box, sharps (needles, syringes, etc.), gloves, 
and all required papers are stored. Mats, grass, and benches are used for 
sitting on in shady areas, usually under the trees. Soon the fi rst clients 
are called and the nurses begin their work. From the fi rst nurse – who 
diagnoses OIs, renews ARV prescriptions, and does counselling – they 
proceed straight to the pharmacy where two nurses dispense the drugs, 
one for OIs, the other ARVs, roles that they alternate in each centre. 
In the meantime, another nurse records which clients were visited by 
which community workers in the past two weeks, and the community 
workers sign up for the upcoming period. 

The ambulance driver gets a list of who needs what from the 
community workers and distributes goods such as soap, sugar, rice, 
blankets, mattresses, mosquito nets, etc. Based on the accounts of the 
patients and community workers, the nurses screen for and register 
patients who have special needs. For example, some have poor or no 
housing but have land where a house can be constructed; they are 
referred to the driver who fi lls in a form which is forwarded to Habitat 
International, a collaborating partner. Habitat then inspects clients’ 
premises and proposed housing site before constructing a house for them. 
Other special needs include those with complex medical problems, who 
are referred to the mission hospital and are assisted with transport costs 
if necessary; those requiring small housing rental assistance; those who 
have nothing to sleep on; others who are referred to the orphan care 
section of the organisation; those in need of CD4 counts, who are referred 
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to the government hospital; those with food problems, who are given a 
small contribution to buy food; and the list continues. Often the nurses 
end up digging into their pockets to help clients as many are in need.

After receiving their drugs, the patients leave for their homes, and 
when all have been seen the nurses pack up their boxes again and store 
collected blood samples in a cold box for preservation. Th ey say their 
goodbyes to the community workers and expert patients and then it is 
time to move on to the next centre, or home visits for the very ill. Th at 
is the routine throughout the day, only interrupted at about 3:00pm 
or 4:00pm when they pause to enjoy their packed lunch. On the way 
along the village roads, nurses sometimes stop to buy cheap bunches of 
bananas, passion fruits, dried silver fi sh, or pineapples for their homes. 
Depending on the distance between centres, the number of visits they 
have scheduled, the patient load, and their speed of work, the nurses often 
do not return to the offi  ces until after everyone else has left. On average, 
the earliest team returns to the offi  ce by 6:30pm, but some do not get 
back until 8:00pm or even 9:00pm. Some nurses will be dropped off  
along the way, especially if it is late. Th e driver is always the last person 
to leave as he has to take the blood samples to the mission hospital with 
the group leader and return the vehicle to the offi  ce before going home.

Nurses diagnosing and treating patients with HIV/AIDS
Here I start to deal with the issue of nurses at the frontline of HIV/AIDS 
care and treatment, examining the challenges they face and how these 
aff ect practise. Nurses are not only presented with powerful drugs – ARVs 
– that can save lives; they are also confronted with the messiness of OIs 
and side eff ects, and the task of diagnosis and treatment, something for 
which they are untrained. 

Th e standard diagnosis for HIV is made through testing carried out 
on all those who come to the HIV clinic, after pre-test counselling. 
Th is usually includes a series of routine questions such as “Why do you 
want to take an HIV test?” and “What will you do if you fi nd out you 
are HIV positive?” (a question that often sends chills down patients’ 
spines and brings on silent refl ection). Nurses monitor patients who test 
positive through post-test counselling. If they are still in good health, 
patients are asked to come for a confi rmatory test three months later, 
but if already sick they are started immediately on septrin prophylaxis 
and asked to return after two weeks. Th ey are also treated for OIs. Th ose 
who present with full-blown AIDS are immediately asked to take a CD4 
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count test and are enrolled on a month-long preparation before starting 
ARVs. Nurses are vigilant to identify and treat TB before initiating 
patients on ARVs. 
I found that the overall rate of HIV counselling by health professionals 
to newly diagnosed and established HIV positive patients was low. Newly 
diagnosed patients were more likely to be counselled than established 
patients, one of the main reasons being that they are potential ART 
initiates.

When we do counselling we take more time with those who have 
tested positive. Post-test counselling is hardly given to those who 
test negative because we simply don’t have the time, our workload 
is too much… Th ose who are positive, we give a little more time 
to them because they are coming into the [ART] programme  
anytime. (Nurse at public clinic,10th December 2007 )

But we work under an invisible kind of pressure that government 
wants as many people on ART as there are people suff ering from 
HIV and so we give no adequate time to patients because of 
the patient load. (Nurse at public clinic,10th December 2007 )

We wish to do better for our patients but we are few and are 
constrained by the government’s demands for more numbers on 
treatment. (Nurse at public clinic,10th December 2007 )

We have to treat them the way we do simply because of limited 
time. When they don’t receive treatment, they go out there and 
tarnish our name that we are denying them life-giving therapy. 
So you make haste to see as many as there are for the day and 
make sure you don’t send them away without treatment. I 
don’t want to take the blame for their non-adherence or drug 
resistance. (clinical offi  cer (medical assistant) at public clinic,11th 
December 2007 )

Th e glorifi cation of numbers – driven by the government’s aim to have 
“as many people on ART as there are people suff ering from HIV” (see 
above) – undermines the expertise and knowledge of health professionals. 
By stressing increasing numbers, nurses at the public clinic are forced 
to live up to managerial and bureaucratic standards; and as a result of 
the increasing demands – real and perceived – they can only off er sub-
optimal care. But patients and nurses alike change the rules of the game 
to suit their conditions. For instance, patients choose to come and line up 
at 5:00am, while nurses choose who will receive one-on-one counselling 
(usually those beginning ART) or ongoing counselling. Choices are often 
based on the number of missed doses by self -report, or because someone 
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defaulted on treatment for a signifi cant period, so ongoing counselling 
in a sense becomes a way of chastising ART defaulters.

Below I will concentrate on how nurses make medical diagnoses for 
those starting or already on ART who present with persistent OIs or side 
eff ects. ART in both clinics is in principle prescribed after a patient’s CD4 
count has fallen below 200; according to standard guidelines, if a patient 
is not diagnosed with TB, the fi rst line regime of combination ARVs 
(including nevirapine, zidovudine, and eff evernor) and daily septrin are 
automatically prescribed. Some patients, however, are initiated on ART 
following clinical staging (symptomatic diagnosis) after an HIV test is 
done, and not based on a CD4 count. If a patient presents with possible 
OIs, these too will be diagnosed and treated by the nurse. Unlike in 
the NGO clinic where nurses on average spend more time listening and 
talking with patients, at the public clinic little eff ort is made to know 
the patients’ background or clinical history, for example duration of 
the OI and previous treatment. Th is was surprising since it is common 
knowledge that most people self-medicate with pills from drug shops or 
traditional medicine, and although this is discouraged after commencing 
ARVs, patients may not completely abandon it (Katerere & Ellof. 2006). 

On several occasions in both clinics I observed nurses doing a physical 
examination of patients including oral, belly, skin, ear, throat, chest, body 
temperature, and blood pressure checks, depending on the complaint. 
Nurses sometimes ordered laboratory tests on serum, sputum, and urine, 
including tests for TB, malaria, urinary tract infections, CD4 and viral 
load counts, and liver and kidney functioning. In both clinics, when 
a laboratory test was requested for patients, nurses made an eff ort to 
communicate the diagnosis to the patients. But many times such tests 
had more symbolic rather than medical value, for in ordering them 
nurses gained a power that was ordinarily the preserve of doctors or 
medical clinicians, and made them gatekeepers to a referral network for 
higher levels of care. For these nurses the ordering of tests did come out 
of a desperate desire to care for helpless and near dying patients, but it 
was also a way of demonstrating that they knew what they were doing. 
It helped calm patients’ fears about not being able to see a doctor, and 
built their trust in the nurse to give them proper treatment. 

Many of us you see here today came here when everyone had lost 
hope in us and even we ourselves had lost that hope. For me I was 
about to die because I was so ill and had so many ailments but 
you see what these nurses have done for me is unimaginable… 
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I am back to normal. Th ey know how to treat complex cases 
like mine like any doctor would do in this case. For instance, 
my legs and face no longer swell, my pressure is back to normal, 
my diabetes is almost no more, my then failing kidneys are back 
in shape, my wounded intestines are healed. And all in just a 
space of seven months and I am back on the road. So how can I 
not trust the nurses’ assessments? Th ey are very professional… 
Th ey know the right tests and treatment to give. (FGD with 
male patients at public clinic, August 2007) 

Th e nurses have done a great job treating me… same as a doctor 
would have done. But they even have more time for us than a 
doctor would. Th ey are friendly with us but a doctor is often 
unfriendly and you would normally fear him. (FGD with female 
patients at public clinic, August 2007)

Many patients were happy with the rate of improvement in their health 
– attesting to the effi  cacy of the drugs prescribed – but also with the 
attitude of the nurses and the professionalism with which they were 
handled. Th is underscored the importance of nurses’ behaviour as a 
complement to the drugs: they had to be compassionate and friendly, 
order the right tests, and prescribe the right treatment. It also affi  rmed 
– consciously or unconsciously, to their patients and to themselves – 
nurses’ ability to fi ll the gap of the absent doctor, since in a sense they 
could do all they believed a doctor could do for patients (Sciortino 
1995). Patients’ approval of their perceived competence gave the nurses 
some kind of power and confi dence in their work, especially as patients 
often came back to thank them and testifi ed to their friends about their 
recovery. But as I show below, the nurses also acknowledged their own 
struggles and inabilities, in particular with treatment of often recurring 
OIs and side eff ects. 

Nurses Managing OIs and Side Effects
We love caring for our patients but sometimes the cases of OI 
and ART side eff ects are too complex for us and for our kind of 
knowledge. (FGD with nurses at mobile clinic – 2nd July 2008) 

We usually feel sad when one of our patients who was doing 
just fi ne suddenly is down or gone because of something we are 
unable to treat, or that we missed to see or something a patient 
complained about and we mistook it for something else and/
or we did not give it the right treatment. (FGD with nurses at 
public clinic – 14th July 2006)
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We need to take more training in OI diagnosis and treatment. 
We need to learn more about disease and drug classifi cations. 
Often our drug lists don’t have the best drugs for the situations 
that present in our patients. Referral for HIV/AIDS patients is 
often problematic because the OI and ARV drugs in the HIV 
clinics and in hospitals for AIDS treatment tend to be the same 
and beyond that anything else prescribed, the patients have to 
buy and they often may not aff ord the prohibitive costs, for 
instance for second and third line ARVs. (FGD with nurses at 
public clinic – November 2008)

Because of our limited knowledge on OIs, sometimes you may 
refer a patient when they are already too weak or you may refer 
them in time and they simply do not go because they have no 
means and so they keep coming back to you and sometimes you 
have to keep giving what you have. (FGD with nurses in mobile 
clinic – May 2007)

In general, nurses in both clinics did not properly diagnose or treat OIs. 
Th ey felt uncertain and burdened by the task, particularly as the time 
they have for each patient is often too limited to conduct a thorough 
examination. Th ere is, however, more to nurses’ minimal attention to 
patient history. Particularly at the public clinic, nurses would often 
assume that OIs do not require a physical assessment; listening to the 
patient’s complaint was enough. Th ey also argued that since patients 
attended the clinic regularly, they would become known over time, doing 
away with the necessity of a thorough history. Furthermore, given that 
the underlying cause of illness was known to be HIV, nurses often felt 
that there was nothing much more to be done beyond acknowledging 
the patient’s symptoms and addressing them with standard treatments. 
Nurses were aware of the potential for complex OIs, including liver and 
kidney dysfunction, protruding tongue, Karposi’s sarcoma, and other 
forms of cancer, but felt that they required a higher level of knowledge 
which they generally lacked. However, this limited attention left complex 
OIs misdiagnosed or under-diagnosed, and/or treated too simplistically, 
which in some cases proved fatal. 

For the majority of patients presenting with OIs or side eff ects, no 
laboratory tests are done. Instead, nurses generally diagnose and treat 
patients according to the symptoms they present with, using popular 
disease classifi cations. To illustrate this point I use the example of four 
popular symptoms, musuja (roughly translated as fever or malaria), 
ekifuba or ekikololo (roughly translated as chest or chest pain or fl u or 
cough), and akakololo (roughly translated as severe/chronic cough or TB). 
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Musuja / kifuba /ekikololo/akakololo are, according to popular culture, 
not just symptoms but diseases in their own right, in contradiction to 
the biomedical model in which they are simply symptoms associated 
with many diseases. When people mention musuja/kifuba/ekikololo/
akakololo, they are naming an illness which requires a certain treatment. 
Nurses often wrote musuja/kifuba/ekikololo/akakololo on patients’ 
medical history fi les, and neither clustered the symptoms to identify 
an ailment nor classifi ed the disease in biomedical terms. Th e same 
nurse would then prescribe medicines. For instance, paracetamol is 
prescribed as a painkiller for headache or to lower fever, and because 
of the high prevalence of malaria, if a patient has a high fever but no 
cough, antimalarials such as metakelfi n or coartem are often prescribed. 
Nurses rarely consider the fact that the fever could be the result of kidney 
dysfunction or intestinal infestation, requiring specifi c treatment.

When patients do undergo laboratory tests and are positive for 
specifi c OIs, they usually receive a standardised treatment along MoH 
guidelines. But the severity of some cases is beyond the scope of these 
guidelines. Patients often present with multiple complex OIs, and nurses 
are not sure which combination of drugs would be best, nor are they 
knowledgeable about drug interactions. At both clinics, oral drugs are 
preferred and top the prescription lists. When injections are required, 
patients are often given the medicines and asked to fi nd a nurse in their 
home area to administer them so that they will not have to return to 
the clinic for treatment. 

Unlike at the NGO clinic where nurses had a variety of drugs to 
prescribe for almost any illness, there was a chronic lack of drugs for OIs 
at the public clinic. Drug shortages at health centres run by nurses are, 
in fact, routine. But however bad and hopeless the situation, nurses did 
not give up on their patients. Th ey tried hard to confront these obstacles, 
as can be seen in the interaction below, where nurses in the public clinic 
shared their ideas about a particular patient.
Nurse 1:  I have this case of… she keeps complaining of her tummy and has 

been vomiting for too long now. I prescribed several tests including 
cancer tests but they were all negative. I sent her to the hospital 
but she says the drugs there did not help either and she called me 
last night asking me what to do.

Nurse 2: Ah, that poor woman, she is in such pain, she came here even last 
week with the same problem and I simply managed her pain.

Nurse 3:  You mean… oh no! She was here today too and she presented 
the same problem. She is in great pain and is very frustrated. She 
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won’t go anywhere else, she says she is done and besides, she is 
penniless. 

Nurse 1: How did you help her this time?
Nurse 3: When I looked at her history card, all the drug options we have 

are fi nished and even higher doses have not worked. I tried to 
send her back to the hospital but she adamantly refused to go 
back saying the drugs given there made her worse. I put her on 
pain management for now. But in her presence I phoned my 
neighbour who is a herbalist and described her condition to ask if 
he has anything that can help her. He said he has something she 
could try and he was sure it will help her. She was happy. So now 
at least she has hope. I will pick it for her and drop it at her home 
tomorrow because she is too weak to come here again tomorrow. 

Nurse 2:  Oh, how I really hope it works and thanks to you.
Nurse 1: Please God intervene for her this time, she needs to get better.
Nurse 3: Surely, she does!

Having failed with the referral for biomedical care, a nurse takes it 
upon herself to go beyond biomedical borders to consult a herbalist on 
behalf of a patient, something very unusual in western oriented ART. 
Th e conversation has vividly expressed emotional undertones, which 
show that the nurses are not detached from the pain of their patient but 
share in it empathetically. 

When confronted with the messiness of OIs, relations of care become 
reshaped and new forms of care practise are produced. For instance, a 
biomedical nurse consults a herbalist on behalf of a patient from within 
the highly western biomedical setting of the HIV clinic, where strict 
medical ethics apply. We also see the same nurse going the extra mile to 
pick up and drop off  the herbs at the patient’s home. Th is too is not usual 
in general biomedical practise. What was not clear was how she would 
instruct the patient to take the herbal remedy; either in conjunction with 
the painkillers she had just prescribed, or as a replacement. Many of the 
complications that can arise    nurses believed in both biomedical and 
traditional systems, they were often hesitant to comment on the topic.

At other times, nurses at the public clinic did refer complex cases 
to the doctor, but the referral was often made only after exhausting 
the treatment options available to or known by the nurses. Due to the 
doctor’s busy schedule and constant absence, patients often returned 
frustrated. In such situations, in the spirit of not wanting to give up on 
their patients, nurses would continue changing and trying treatments, 
albeit for the wrong ailment. In this way, a patient’s exact illness may 
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remain misdiagnosed or will not be diagnosed early enough, and their 
condition could worsen. Th us, even when a patient is referred to see a 
doctor, it may be too late for them to survive, or sometimes they simply 
do not go – for fi nancial reasons or because they had previous negative 
experiences. 

I would not be quick to label this as negligence on the part of nurses, 
for the simple reason that nurses have by necessity had to take on new 
diagnostic and curative tasks for a complex disease formerly managed 
entirely by doctors, and for which they have received inadequate training. 
Nurses at the public clinic often expressed concern that they were taking 
on more tasks but were not guided. Th e doctor in charge of the health 
centre who was supposed to work with them was never available, yet they 
were taught that the treatment they had in their hands was complex and 
needed a doctor to initiate, monitor, and review patients.  

We have to take on more tasks and even the doctor’s tasks because 
most of the time we work by ourselves and handle all patients. 
(FGD with nurses at public clinic, November, 2008)

Working on their own was at times very challenging for these nurses. 
Th ey expressed concern about their limited knowledge of the side eff ects 
of ARVs, and situations where they had to practically hunt the doctor 
down to attend to patients.

It is agonising for the patients when they develop very complex 
side eff ects that we cannot handle. In their pain they have to wait 
for whenever the doctor will be available from his other routines, 
especially theatre operations, meetings and ward rounds. We 
struggle to convince the patient to wait or that they need to see 
a doctor on one hand, and we struggle to hunt for the doctor on 
the other. (FGD with nurses at public clinic, November 2008)

Nurses are not only presented with powerful ART that saves lives, they 
are also confronted with side eff ects and the messiness of OIs. Th ey feel 
this as a burden and are not always successful in alleviating patients’ 
conditions. 

Daily Threats and Concerns at the HIV Clinics
Exposure to HIV and other infections for us is real – it is right in 
our faces every day as we go about our work. (FGD with NGO 
clinic nurses, November 2007)

I have been exposed to needle stick injuries too many times that 
I don’t even want to think about it. I only pray to God that I am 
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still and will remain safe, that is all. (FGD with public clinic 
nurses, November 2008)

Exposure to HIV is a daily threat to the nurses working at both the 
NGO and public clinics. Interestingly, during the research the nurses 
were reluctant to discuss their sexual exposure risks, instead preferring 
to discuss risk only in relation to clients. One reason is that they did not 
want to invite evaluation of their person, and as I show later they feared 
the shame attached to HIV as being largely a sexually transmitted disease. 
But the emphasis on their occupational risk of exposure to HIV was 
indeed warranted, and the tone of the statements above portrays their 
sense of vulnerability related to their inability to alter the situation. Th e 
public clinic nurse relies on God’s mercy to help her remain uninfected, 
since she has been exposed several times already and sees no end.

Th ough it is often said that NGOs provide better services to their 
clients, the same cannot be said for the safety of the nurses working 
for them in comparison to their counterparts at the public clinic, for 
they face the same threats or worse when it comes to exposure to HIV. 
NGO nurses are more likely to be exposed since they are responsible for 
drawing blood from patients, which is not the case for the public clinic 
nurses who send patients to the laboratory technician. But for nurses in 
both settings, exposure to HIV is a real fear that they live with.

Interviews with nurses in both centres revealed that the majority 
are worried about occupational exposure to HIV. In-depth interviews 
with the nurses revealed that, 12 out of 20 reported that they were “very 
concerned” about becoming infected with HIV on the job. Two in fi ve 
nurses for instance reported a recent event where they could have been 
exposed to HIV at work, and among all nurses more than half (13/20) 
had experienced multiple exposures. 

Many also felt ill-equipped to cope with occupational exposure. Th eir 
concerns are well exemplifi ed in the picture below, where the NGO 
nurses are working late into the night to see all patients scheduled for 
the day. Since they visit centres only once every two weeks, if they do 
not see all patients there and then, those remaining will have to wait 
another fortnight for treatment. Th e picture was taken after 8:00pm, yet 
still more patients waited in a queue outside. After dark the nurses used 
torches and wick lights, but the dim conditions make the risk of exposure 
even more real. Such are their everyday working conditions; they go to 
great lengths to provide care, giving patients priority before thinking 
of returning home, even though the NGO does not pay for overtime. 
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Figure 7: It’s night and the mobile nurses are still in the fi eld. Under a wick light 
this NGO nurse bleeds a patient for CD4 counting and, without gloves or even 
a cotton swab to protect her fi nger as she draws out the needle.

To add to their concerns, more than half of the nurses indicated that 
their facility did not have written guidelines about what to do in case of 
occupational exposure to HIV. Occupational risk was also found to be 
a serious concern for health workers in Kenya (Horizons Report 2006). 
Post-exposure prophylaxis (PEP) is an important recourse for health 
workers who face exposure while on the job, but although the nurses 
in my study said it was available and they knew what PEP was, nearly 
three in fi ve could not correctly describe it. Even among those who were 
knowledgeable about PEP, only three out of 13 who reported an incident 
sought it. Th e main reasons for not seeking PEP were lack of suffi  cient 
information, and fear of the process and what might follow. Th ey felt 
helpless, because in order to access PEP one must take an HIV test, 
something they carefully avoided. Even though they talked to clients 
every day about the importance of knowing your status, they could not 
face it themselves, as the statements below demonstrate. 

Ah, what if I fi nd out that I am positive, what do I do, eh? (In-
depth interview with NGO nurse, June 2006)

For me, even now I am afraid for my life. (In-depth interview 
with NGO nurse, June 2006)

No, I don’t want to talk about it. (In-depth interview with, 
NGO nurse, June 2006)
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Nurses in both settings also often lacked basic infection control items 
at their facilities, another serious cause for concern. Both the public 
and NGO nurses reported inadequate supplies of water, soap, and 
disinfectant, as well as a lack of sharps containers and gloves. 

You sometimes have one glove and you have to use that to tie 
the patient’s arm so you can bleed them and sometimes you 
don’t even have a single glove. (In-depth interview with NGO 
nurse, June 2006)

No one cares that we operate without even the basic necessities. 
In the PMTCT clinic we ask all the mothers that they have to 
buy and come with the gloves we use to assist them in delivery 
and the same for all those in maternity. (FGD with public clinic 
nurses, November 2008)

Th e public clinic nurses’ concerns over lack of essentials was equally 
shared by the NGO nurses, who do not even wear gloves while bleeding 
patients (as the pictures above and below show). But on the other hand, 
I observed that even the few times when gloves were available, they did 
not use them, especially the NGO nurses. Th is could be seen as a form 
of routine negligence, since they have become so accustomed to scarcity 
of such essentials in their work practise that it is the norm to pay less 
attention to safety details. When I raised safety issues during outreaches 
after observing potentially risky situations, the nurses would become 
almost frantic as if waking up from a dream, but they would generally 
blame it on scarcity and not negligence. 

In addition to caring for HIV positive patients in the workplace, 
many nurses must also confront the disease in their personal lives. All 
the nurses had an immediate family member who was HIV positive or 
had died of AIDS. In addition, some of them were reportedly caring 
for an immediate family member infected with HIV at the time of the 
study, an additional burden on top of their heavy workload. Initially, 
the nurses did not openly discuss the fact that among their ranks were 
those infected with HIV and/or using ART; it came out only after my 
close interaction with them and a long period of rapport building. I 
return to this point in part three.

When the Going Gets Tough 
Th e pictures below tell a clear story of the NGO nurses’ improvisation 
while at the workplace. Th ey are not stopped by anything when providing 
care to patients; not even when confronted by a heavy rain downpour and 
a lack of shelter, as shown below. Nurses creatively turned the ambulance 
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into a consultation, counselling, laboratory, and dispensing room, where 
each nurse would admit one patient at a time on either side. 

Figure 8:  Th is centre is simply by a tree. An NGO nurse draws blood from a 
patient, but it is raining, so the patients take refuge under the tree while the 
nurses continue to operate through the ambulance doors and windows.

 
Figure 9: Again, it’s raining heavily, but work must continue at this mango tree 
ART site or they will not be able to reach all the centres where other patients are 
already waiting. A banana fi bre mat is used to shield the drugs from the rain. Th e 
nurse writes the prescription and dispenses the drugs at the same time while the 
client waits patiently under the rain, covering herself with a polythene bag.
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 I observed that in nearly all cases, pharmacy counselling does not occur, 
and nearly all nurses in both clinics are reluctant to give it. At the daily 
outreach centres, more often than not the nurses are overwhelmed by the 
number of people they have to serve. Privacy and confi dentiality, often 
advocated in public health oriented protocols for ART services, were 
non-existent in both research settings. Th ere is often a rush to dispense 
the drugs to patients, complete the drug tally sheet, and continue to 
the next. In fact, during the NGO’s work, often when the going gets 
tough the ambulance driver, who has neither a nursing nor clinical 
educational background, would assist in dispensing drugs, sometimes 
under a nurse’s guidance.

 
Figure 10: Overwhelmed by the workload, the NGO ambulance driver joins 
in dispensing OI drugs to tired-looking patients. Here there is no privacy or 
confi dentiality, as is so often advocated in global and national HIV/AIDS 
protocols.

Figure 11: Th e NGO nurse counsels and prescribes ART drugs to this visibly 
weak patient in a banana plantation. 
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To the nurses in the public clinic, the uniform is a symbol of authority. 
In fact, wearing the uniform is so strictly observed that a nurse would 
not be allowed on duty at the clinic without it. However, for the NGO 
nurses, uniforms were an issue that almost never came up. It did not 
symbolise authority in any way; they believed that their authority derived 
from their style of service – reaching out to the community – and for 
this they were highly respected by all. In fact, none of the patients I 
talked to ever questioned why these nurses never wore uniforms; they 
simply trusted the nurses and referred to them all, including the drivers 
and visitors like me, by the same term – ‘abasawo’ (a generic term used 
to refer to all healthcare professionals).

Th e nurses recognised that they have insuffi  cient knowledge to handle 
some patients, especially those with complex side eff ects, OIs, or who fail 
on fi rst line treatment. Th ey often did refer patients for more specialised 
attention, but some still returned without going for the referred care, 
citing the doctor’s unavailability. Sometimes, out of frustration due to 
the long waiting or having to return to the clinic several times without 
succeeding to see a doctor, patients would plead with the nurse to have 
at least the same drugs they were on before, even though they had not 
helped them.

Nurse simply just help me, at least just give me the same drug 
I have been on, God will simply have to help me. (ART patient 
at public clinic, November 2006) 

Th e patient speaking above had failed on fi rst line ART but was now 
pleading with the nurse to be given the same treatment rather than go 
without. He could not aff ord to buy the second-line ARTs off ered by 
JCRC. Incidents like this confronted the nurses with ethical dilemmas 
in their everyday practise, making their work even more challenging. In 
this particular case, the patient refused to leave until the nurse gave him 
the fi rst line drugs, but he still died a month later. It was apparent that 
amidst the scarcity of second and third line regimes, as well as scarcity 
of doctors, the nurses needed more training and knowledge about how 
to deal with such dilemmas.

Nurse-patient Relationships 
Nurses are not only challenged by issues to do with drugs but also by 
those to whom they have to give these drugs. Patients are often non-
adherent, while others had many misconceptions which the nurses had 
to try hard to deal with for instance;
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ARVs only accelerate a faster death (FGD with patients at public 
clinic, July 2007)

ARVs are the medical personnel’s weapon to fi nish us poor people 
(FGD with patients at public clinic, July 2007)

Often the nurses at the public clinic became angry towards patients 
who got their specifi c ART dosages wrong and came back with many 
pills at the time of refi ll. In frustration, nurses would speak of the cost 
of the drugs and the fact that the government was doing the patients 
a favour by providing them free of charge. Th e patient has no choice 
once initiated on ART; they must come for the drugs and swallow them 
correctly. Such was the general view of the nurses and the public health 
approach to ART. Adherence is, therefore, obedience not only to the 
health professional but also to the government. 

The government is doing us all a favour to give these expensive 
drugs for free – help yourself and swallow them all. (Observation 
of a nurse-patient interaction at a public clinic, July 2006)

Some nurses were furious that patients did not appreciate the complexity 
of ART drugs, however much eff ort they felt they put into explaining 
them.

Many patients simply don’t adhere and they give unsound 
reasons like forgetfulness for missing pills. (Nurse at public 
clinic, July 2006)

Some patients who were found to be consistently non-adherent could 
sometimes be suspended off  the drugs by nurses with accusations of 
wastage, sometimes being told to go home as a punishment until such 
time when they felt they could better comply withinstructions. On several 
occasions I witnessed a nurse telling off  non-adherent patients, and the 
patients would plead for mercy either by trying to justify themselves or 
admitting their guilt in order to be reconsidered for the drugs.

Go back home and when you feel you are ready to take the drugs 
properly, then you can come back for them. (Direct observation 
of a public clinic nurse talking to a patient, July 2006)

Despite going the extra mile in may ways, the observation above shows 
that nurses were at times confronted with frustrations in their work when 
it came to patient adherence making their everyday care experience a 
bit messy. 

But how did the HIV positive nurses – who were themselves faced 
with taking ART – confront the challenges of adherence? I return to 
this question later.
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Th e availability of ART enabled the nurses’ role to shift from care 
of the dying to helping patients return to good health, bringing an 
obvious improvement to their work morale. However, nurses were still 
confronted with misconceptions about ART and their care role in the 
ART era, sometimes being directly challenged by patients.

We have witnessed people die and they say they were taking these 
ART drugs… so these drugs kill or can make you impotent or 
frigid… Some people, even a health worker, can give you an 
overdose if he hates you… (FGD with male clients at public 
clinic, November 2008)

Th us the need for treatment literacy on the myths surrounding ART 
was still great. Th is is confi rmed by another study conducted in Uganda, 
where participants still had concerns that testing for HIV was soliciting 
a death warrant (Nyanzi-Wakholi et al. 2009). 

Generally, however, in their day-to-day interactions with patients, 
nurses in both settings said many patients are good: they do as they are 
told and in this way ease the nurses’ workload since they make less visits 
to the clinic. Th is is based on the assumption that when a patient follows 
the health providers’ advice/orders and does as they are told, they will 
get better: “If you swallow your drugs as prescribed, your condition will 
improve”. But this is not always the case. As demonstrated above, there 
are other issues that need to be confronted, some of which challenge 
the very moral foundations of nursing care. Th us even though nurses 
generally believed in the effi  cacy of ART to save and improve lives, due 
to the complex reality they still had to watch some patients die. Th e fact 
that ART does not necessarily produce the expected positive outcome for 
all patients is a reality nurses have to grapple within their work. Findings 
here are consistent with a study done in Swaziland (Mkhabela et al. 
2009) which revealed that nurses working in VCT services experienced 
constant stress attributed to the complexity of HIV, lack of social support, 
lack of supportive practise environments, staff  shortages, and constant 
exhaustion, all of which led to a sense of disempowerment. I show in 
more detail in Chapters 4 and 5 how the nurses at the NGO clinic have 
responded to these challenges. 

Another study conducted in South Africa (Stein et al. 2007) about 
nurses’ experiences of delivering ART in primary healthcare clinics 
highlights the hope and motivation it provided. But nurses saw as their 
main challenge the integration of a holistic model of patient centred 
care, including psychosocial support, into an under-resourced primary 
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healthcare system; neither the increasing clinical responsibilities borne 
by the nurses, nor the ability of patients to adhere to ART, were then 
identifi ed as key problems. 

Despite the non-adherence challenges with patients, nurses’ relations 
of care are largely exemplary. Th is includes fi nding alternatives for 
patients, consulting herbalists on their behalf, putting in long hours, 
displaying great empathy, working in uncomfortable conditions with 
few resources, and facing the continuous threat of exposure to HIV. 
Nurses’ commitment to ART provision was motivated by several factors, 
including: 1) the fact that nurses had a powerful life-giving drug in their 
hands; 2) that the drugs generally worked; 3) that patients acknowledged 
nurses’ eff orts and commended them, helping to affi  rm their abilities in 
their newly acquired roles; 4) an intense personal investment in the care 
of patients; 5) their close bonds with their local communities; 6) that 
in many cases the nurses themselves were caring for family members 
and/or close personal friends with HIV/AIDS; and 7) that some of the 
nurses were themselves HIV positive.

Th e nurses do not operate alone as providers in these clinics; there 
are other actors involved in the chain of ART provision. So, nurses not 
only have to deal with the complexities of ART treatment, they also have 
to interact and negotiate relations with lay providers, a new category 
of frontline workers made popular in HIV clinics with the roll-out 
of ART, to reduce workloads of professional caregivers (Kober & Van 
Damme 2006; Lehman & Van Damme 2009). At the same time HIV 
positive nurses have to deal with ART, their patients and their healers, 
how nurses negotiate the tensions and challenges that emerge from all 
these new relationships is the question I address in the following chapter.  



Part Three
What it Means to Be an HIV Positive 

Nurse in ART Care 
Nurses are in a key position to assist people going through trying 
moments, but they also experience trying moments themselves. In the 
following chapters, the views, experiences, and practises of HIV positive 
nurses working in ART care are examined. Caring is an embodied, 
shared, and relational phenomenon; nurses experience HIV/AIDS, its 
treatment, and the side eff ects of treatment, and this aff ects their relations 
with ART, their patients, and their healers. At the same time, for a 
variety of reasons they often want to hide their status from colleagues 
and patients, and are in constant fear that their bodies might give them 
away. HIV positive nurses experience an embodied confl ict between the 
everyday physical reality of ART, the stigma and shame still strongly 
attached to HIV/AIDS, and the biomedical dialogue and practise of 
hope, life, and adherence. Th us their lived experiences of everyday social 
relations within ART care are characterised by complementarities on 
the one hand – since they have a unique understanding of HIV/AIDS 
and its treatment, making them exceptionally knowledgeable and 
empathetic carers – and contest, ambiguity and tension on the other. 
Th ey are betwixt and between.
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Relations of HIV Positive Nurses 
With ART, their Patients, and 

their Healers 

It is a violent act to undermine the way a person feels about an illness 
(Arthur Kleinman: 2009)

Every analyst ought periodically ... to enter analysis once more, at 
intervals of, say, fi ve years, and without any feeling of shame in doing so 

(Sigmund Freud 1937)

Such was the view of Freud, above, when he suggested that it would be 
benefi cial, perhaps even necessary, for those who provide therapy to also 
become patients themselves (Freud 1937/1963:267-268). In part, Freud’s 
notion rested on the premise that the therapist’s personal problems may, 
if unidentifi ed, unexamined, and unaddressed, interfere with their 
ability to conduct eff ective therapy (Pope & Tabachnick 1994). Whereas 
traditionally these two roles have been analysed as separate – you are 
either a patient/client or a therapist/carer  – HIV/AIDS has made real 
and urgent the possibility of being inseparably both carer and patient. 
Contrary to Freud’s suggestion that therapists should occasionally 
switch roles to become temporary patients, as it is now, an HIV positive 
nurse on ART must permanently bear both roles of carer and patient; 
as yet there is no cure for the disease, and most nurses never consider 
abandoning their professional caring role. It is worth noting that these 
nurses have many diff erent roles, including those of wives and mothers, 
which reinforce their role as care provider, but I do not investigate these 
here (instead see Martin 2009). 

For Sontag (1990), illness is the night side of life, a more onerous 
citizenship. She describes the punitive and sentimental fantasies 
concocted about illness by others, specifi cally those outside the situation. 
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In this and the subsequent chapters, I begin by describing what it is like 
to migrate as a nurse carer to live permanently in the kingdom of the ill; 
and how as carers, they refer to their experiences of illness, its treatment, 
and its eff ects on their social relations. In other words, I explore the inner 
and social lives of HIV positive nurses so as to capture the dynamics of 
their everyday experiences and relations. 

Nurses with HIV are a particular kind of biosocial people. Th ey have 
a social role as medical carers and a bodily role as persons with HIV. 
One of my main concerns is how this infl uences the power balance and 
care relationship between patient and carer, and what impact a patient 
status has on nurses’ professional identity. My aim in this chapter is to 
interactively describe the types, conditions, and nature of relationships 
which HIV positive nurses on ART have with their patients and healers. 
I argue that in all these relations, identity is being constantly re-enacted. 
New forms of subjectivities are produced against what seems to be the 
crumbled world of the nurses’ lives, both personal and professional; 
personal and social relations are reshaped amidst the experience of 
physical and social suff ering. Subjectivity is hereby treated as an empirical 
reality as well as an analytical category. 

Experiences with an HIV positive diagnosis are well documented in 
the literature (e.g Dieleman et la.2007; Illiff e 1998; Sontag 1990), so for 
purposes of precision, my focus will start from the time when nurses 
became really sick, and when they commenced lifelong treatment. I use 
life histories, in-depth interviewing, and storytelling methodology to 
reconstruct the nurses’ past, in-between, and post-illness experiences. 
Storytelling is an intrinsic part of most cultures and nurses are no 
exception; they tell stories about their patients, themselves, and their 
profession. Storytelling is a powerful means of communication between 
nurses, and when nurses tell their clinical stories they invite others into 
their world; a world that is easily recognised by other nurses, even when 
histories and experiences diff er. Th roughout this and the subsequent 
chapters my aim is to delineate nurses’ major life experiences, to describe 
and discuss them whilst placing them within the broader context of daily 
life, to demonstrate how their experiences of HIV/AIDS and ARVs are 
situated in time and space. 

Th e restoration of bodies by ARVs is a continuous process, requiring 
the continual collection and swallowing of drugs. However, once 
stabilised and restored to health, new concerns arise. Better dosing, the 
persistence of symptoms, and ARV side eff ects are all new concerns 
pertaining to the body. Concern shifts from simply nurturing and 
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restoring life to notions of well-being, which meant being independent 
and in control of the body. Instabilities may be nothing new in the 
history of chronic care, but for HIV positive nurses in particular, these 
instabilities are exacerbated through the stress of caring for patients 
suff ering from the same chronic disease.

HIV Positive Nurses’ Experiences with HIV/AIDS 
and ART
In this section I introduce the HIV positive nurses that I followed 
throughout the study period who agreed to participate and give insight 
into their lives, illness experiences, and subjectivities. Harriet (aged 48), 
Prim (27 years), Florence (31 years), Dorothy (26 years), and Peter (35 
years) worked in the public ART clinic, Molly (32 years) and Herman 
(38 years) worked for the NGO mobile clinic. 

Th e image of a highly professional nurse as a symbol of the biomedical 
profession features prominently in Uganda. But for the nurses featured 
here, their experiences diff er in that they are not just HIV/AIDS/ART 
providers, but are themselves HIV positive, on ART, and providing the 
same care to patients. As discussed earlier, nursing socialisation inculcates 
a high degree of objectivity, precision, and maintenance of professional 
distance from the patient (also see Martin 2009). Th is image is further 
promoted and featured in many local soap dramas on health issues on 
television, radio, and posters. Such soaps include ‘Th e Good Life’, a local 
TV series about disease prevention and family planning, and ‘Makutano 
Junction’, about work practises and work relations in society. Th e HIV 
positive nurses in many senses correspond to this popular image by 
exhibiting a strong desire to provide the best care. Nevertheless, in reality 
their experiences divert considerably from this image. Th eir HIV status 
identifi es them simultaneously with a carer and patient role, with stigma 
and shame. By introducing them through their illness experiences, I 
elaborate on the essentially subjective aspect of being an HIV positive 
nurse provider. My focus here is not on facts per se but a search for the 
perspectives and narratives that shape people’s lives.

Story One: Harriet
On a cloudy Saturday morning, 10 July 2005, I thought to myself: if I 
had a camera, I would start zooming in on this woman now as she sits 
slightly slumped in her chair, skin black, hair cropped, hands resting on 
a wide lap, skirt fabric stretched. I would continue until only her face – 
fl eshy with pitch black almond shaped eyes and full, arched lips – fi lled 
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my lens. Th is was Harriet, 48 years old, who worked at the public ART 
clinic, and she was telling me her life story. Harriet was an extrovert, 
sociable, and humorous person. She was tall and large – quite imposing 
in structure – something she loved to boast about. She was one of the 
older participants in this study. 

Harriet had been a nursing sister at the health centre since 1996 and 
a senior counsellor at the public ART clinic since 2000. She learnt of her 
HIV status in 1995 when her husband passed away, leaving her a single 
mother of seven children. She had been on ARVs since 2001, before they 
were given out free of charge. Harriet lived 5km from her workplace 
in a three-bedroom house with fi ve of her seven younger school-going 
children, two grandchildren, two nieces, and one nephew, all of whom 
were orphans. Being HIV positive had earned her her current job of 
senior PLWHA counsellor, but not without stigma from fellow nurses 
when she began practising her nursing role. Her stoutness and bold 
talk about HIV/AIDS and living positively (usually outside the clinic) 
earned her  the role of district chairperson for PLWHA, which created 
various other opportunities. 

Harriet spoke softly, almost in a whisper, yet her voice clearly carried 
through the incessant noises of the Ugandan morning: laughter from the 
kitchen outside, the tick tock of an old clock on the wall, the chirping of 
birds in the trees. “Ten years ago”, she said, “I was catapulted out of my 
normal, happy life. It took all my strength to get back on my feet again 
but it’s continuous struggling”. Th is statement made me wonder what 
kinds of identity shifts had occurred within her, and the reconstruction 
processes involved, which led me to start searching for nurses’ deeper 
ethnographic narratives. 

What occurred in Harriet’s life that day ten years prior was sadly 
ordinary – and, in the scheme of things, Ugandan. Like over a million 
Ugandans, Harriet came face-to-face with AIDS. Th e shock was intense: 
she had never imagined that AIDS would take centre stage in her life as 
a nurse and also pass a death sentence on her beloved husband, leaving 
her a widow barely able to support her large family. She went on:

Joseph became terribly ill with TB and meningitis. He never 
ever mentioned about taking an HIV test and every time I did, 
he changed the topic. I stopped insisting and didn’t mention 
HIV testing again until his death a few months later. I lived in 
worry and fear, I knew I had to fi nd out my sero status but I 
simply did not have the courage. What if I am positive? What 
do I do? What will I tell my colleagues? How will I cope with 
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work? What if I became like those helpless patients? What about 
my children? How will I continue to be a nurse? And the list of 
questions and concerns in my mind went on and on every time 
I tried to face my situation.

I never wanted to believe or face the reality of a positive diagnosis. 
I kept silent. I hated to think what might happen to me, to my 
children, and then my job. Something sparked within and sent 
shivers all over me every time people talked of HIV, or I learnt 
that the patient I was caring for had HIV; then I would pant 
myself breathless. I had my suspicions but I was too scared 
and too afraid to face my reality. For long, I lived in a kind of 
denial. Until one morning when the unexpected happened; 
suddenly I grew ill overnight, too ill that for two weeks I was 
unconscious in hospital. When I woke up with all seven of my 
children surrounding my hospital bed, weeping and sobbing 
softly, I realised it was not time to give up on them; they were 
very young, they needed me. I got determined to know what was 
killing me and braced myself for a war. I tested then. Th e result? 
HIV positive. ‘My child…ren! My child…ren!’ I cried out… 

‘If only I knew…’ and ’what if…’ questions fi lled up my mind 
all the time, making it a battlefi eld of confusion, anger, and 
resentment, and this made me deteriorate signifi cantly. To make 
matters worse, when I made it back to work three months later, 
rumour about my illness had gone round. Th e doctor who tested 
me had betrayed my trust and confi dentiality and everyone knew 
I had HIV. By that time symptoms had set in, I had a heavy 
rash, thrush, and cough, TB too had set in. I was the corridor 
talk. Fellow nurses in the wards murmured behind my back, 
some who dared sympathised while others made nasty remarks 
to my face: “It’s useless wasting our energy on her, she is about to 
die anyway”, one senior nurse said of me in my absence during 
a board meeting in which they had been discussing benefi ts, 
promotions, and salary increment for staff . Such negativity 
made my life at the workplace extremely diffi  cult, but this was 
the beginning of my life’s new journey. It was diffi  cult to endure. 

Several times I wrote resignation letters but then I would get 
afraid that I would not fi nd another job easily and then my 
children, how would I care for them? For the sake of my children 
I became hardened and more determined to swallow it all and 
simply move on. But how much more can a poor weak soul 
handle in such a situation? At a certain point, I felt I could not 
take it anymore. Nobody supported me, I had to fake reasons 
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to get sick leave or to go to see my doctor, all because I did not 
want to accept to myself and confi rm their minds and rumours 
about me. But even then, I had to battle explicit discrimination 
from colleagues and we – were carers? It was hard to believe it 
was happening in this VCT clinic. 

Later, when I asked Harriet what it was like to work with HIV/AIDS 
patients today, she went on:

Working with AIDS/HIV has changed my life a lot, although 
the workplace situation has not changed much. I meet many 
colleagues who tell me very sad stories of what they go through. 
You see we are many in my situation but are too afraid to raise 
our voices; we are simply silent. We are afraid of the shame, afraid 
of prejudice, afraid of losing our jobs and our faces. Moreover, 
we are socialised to strictly keep the medical ethic, respect your 
seniors, simply care and keep your professional distance from 
patients… and the code goes on. But you see, how can I keep 
distance from myself now? How do I separate myself from the 
lifelong patient I became or the caregiver that I am? And now 
with antiretroviral therapy and the too many patients, we nurses 
are even suff ering more; we are doing all the work of doctors 
because they are simply not enough, they are not there, we don’t 
have them and we nurses are ill prepared for these new roles.

Story Two: Prim
In 2006 when I spoke with Prim, she struck me as a very self-confi dent, 
good-looking young woman aged 27. She discovered her HIV positive 
status three months after her graduation from Makerere University 
School of Nursing in 2002, after a multiple TB diagnosis. Her recovery 
was slow and painful, and she was initiated on HAART in 2004. She 
had been working as a nurse counsellor at the public ART clinic since 
2004, but had not shared her HIV status with anyone at her workplace.

My life was normal. I was healthy, hardworking, happy, and 
my family was proud of me because I was a nurse who attended 
almost to everyone’s health concerns. My family though and 
the people around me could not understand how as a nurse I 
could be HIV positive when I told them. Generally, my health 
continued to be okay and it even continued to be so for some 
time after my HIV diagnosis. But due to stress, fearing I was 
dying and my family’s not very supportive attitude, I started to 
get constant malaria bouts; I also had terrible stomach aches and 
lived on painkillers thinking it was ulcers. Finally, I succumbed 
to intestinal tuberculosis which was diagnosed late and which 
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badly damaged my intestines to the point of rotting and even 
perforating a hole on my tummy from which pus continuously 
fl owed, and I helplessly rotted away while I looked on. I also 
developed oral TB and as a result I gave off  a terrible breath, so 
terrible that people did not really want to come near me. My 
lips were full of wounds and I really saw myself dying… I knew 
I was dying [she was choking on words and tears].

I had been sick for long and had exhausted the family resources 
and somehow no one was willing to spend an extra coin on me, 
and they all gave up on me and just waited for my death which 
they knew was any time soon. Th anks to my village chairman 
who alerted nurses of this programme… they picked me up and 
took me to Mulago hospital from where I was discharged after 
eight months. After six weeks in a coma, I woke up, or so to 
say resurrected, to the surprise of everyone, but remained in a 
critical condition for long. After my TB treatment, I was enrolled 
onto ART and this is really what brought me back to life. I am 
generally okay and my family now accepts me… I forgave them 
for ever giving up on me.

I asked her what it was like to start taking ARVs.
When I fi rst started taking my medications, there were many 
times when I felt like quitting because of the side effects 
and the horrifying stories I’d heard. But ARVs restored my 
hopelessness… My health was stabilising very dramatically. Life 
had given me a second chance when I was down and left with 
almost just a breath out. Well, deprived of any another choice, 
I grabbed hold of the opportunity without giving too many 
provisions of my own. I dwelt on the positive side of things and 
it was worth it.

When I asked Prim how all this could have changed her professionally, 
she added:

My personal experience encourages me a lot, especially when 
I encounter very ill patients; I have hope that since I pulled 
through, they too, will. I never give up on anyone due to their 
critical condition… I stopped thinking, for example, about 
euthanasia… I never give up on anyone, no… 

I never disclose my status to my patients because I fear rumours 
and stigma, but I like telling them my story through reference 
to a third person. I give them bits and pieces of my experience 
using a character of a friend of mine called Diana, who actually 
has a very impressive character I love but she actually is not 
HIV positive. But I use her name to tell them my story and I 
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am really passionate about it because actually this is me I am 
talking about, knowing every feeling and detail of what it was 
like being critically ill, rotting and being abandoned… I know 
how exactly they are feeling, I know the very inside of their soul 
where one needs to touch because I have been there and this is 
not the same as just hearing… it’s fi rst-hand experience. 

And guess what? The Diana story is common among the 
patients I have cared for whom I thought could benefi t from 
my experience. You know many patients tell me how the Diana 
story helps them to cope and have new hope. Also recently 
two patients were telling me how they told this story to their 
family members who had refused to contribute money to take 
another AIDS critically ill relative to hospital, and afterwards 
they accepted and the patient is actually here at the centre and 
is pulling through his pneumonia and we have restarted him 
on ARVs… Th is gives me joy, real great joy… [I] am more 
enthusiastic now and, though challenging, I have fallen in love 
with my work. 

Story Three: Peter
In 2005 when I met him, Peter was a well built, “tall and handsome” 
(as he often described himself vocally to colleagues) clinical nurse aged 
35. He started working at the public health centre in 1995 and moved 
to the HIV clinic in 1998 when JCRC started outreach VCT services 
at the centre. An extrovert with a rather critical outlook to everything, 
Peter had lived what he described as “an interestingly vibrant life”. 

It was not until the death of my fi rst two girlfriends just months 
apart that I picked the courage to test for HIV; and the result, it 
read in bold capital letters HIV POSITIVE, and I crumbled to 
my knees. Now that was way back in 1999. I saw no career and no 
life ahead of me as a young man. What was all my youthfulness 
for? Why stay around to suff er and become a mockery? Why 
wait to make my relatives suff er with me and probably they 
might not even come around to care for me. I smartly tried to 
kill myself twice using a drug overdose from our small clinic at 
the time, and as one of my girlfriends had done on discovering 
her status, but on both occasions I failed to die; God just didn’t 
let me go yet. You know, I was not really a believer but that time 
I believed there must be someone, some force that wants me to 
stick around longer. Who knows, there might be a magic bullet 
to cure HIV one day. 

So I decided and chose to live one day at a time. Every day, I 
literally told myself: ‘if you live through today, you will survive 
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tomorrow too’, and this is the magic that saw me hang onto 
hope daily. Today I believe in miracles and that God is there, 
even if I am not strong in faith. You know, in 2002, after several 
months of illness with severe meningitis and TB, I was put on this 
research programme of ARVs. Today, I receive free ART from 
an NGO clinic in Kampala. I am happy to be alive although 
my body is not very stable with ARVs yet, I continue to strive 
to be well through the severe side eff ects I often suff er… I have 
not openly told these workmates of mine about my HIV status, 
except in 2006 I told my new boss – the health centre in-charge 
doctor [who was also his former classmate] – about my health 
when he came to see me at home after a month-long illness. 

Story Four: Dorothy
Dorothy, aged 26, was a medium-height, exceptionally smartly dressed 
woman, though very nervous in temperament. My fi rst interaction with 
Dorothy was at the end-of-year staff  party  in 2005 where we became 
friends, and several months later (I guess when she felt she could trust 
me) she disclosed to me her HIV status. Working as a nurse, Dorothy 
had been at the HIV clinic since 2002. 

I learnt of my HIV status six years ago when my much older 
boyfriend got mysterious symptoms and died after three months 
of illness. Six months after my boyfriend’s death, I suff ered 
several bouts of persistent malaria and was hospitalised four times 
in these six months. I grew very doubtful about my status. Still 
in my second year at Makerere University Nursing School at the 
time, I was devastated when I tested positive. It was too much for 
me, I never knew who to tell or not to tell, so I kept my secret. 
But my health deteriorated very fast, sending obvious signals to 
those who were around me. Th is resulted in high stigma from 
fellow students and relatives. 

I ran away from home and only a good Samaritan – an old lady 
who was a matron at the university kitchen at that time – took 
me in. She became a mother to me till now. During that time, 
I oscillated between illness and death, but thanks to my new 
mother, she cared for me like her own child. She had lost all 
her four children to HIV/AIDS and was left alone. She used 
the little she earned to treat me but better so, she encouraged 
me to fi nish the last two years of my course, promising to stand 
by me… Can you imagine a stranger to care like this when my 
own disowned me! Th is will always be a life lesson to me. After 
school, she contacted her friends for me and even got me this 
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job I have now because I had not been keen to work. I still had 
that why-suff er-when-death-is-just-around-the-corner feeling? 
So even when I fi nished school, all I did was I sit around and 
wait for my death. When time passed, I realised I was wrecking 
myself and I got determined to use the skills I had learnt. 

My new mother started buying for me ARVs every month from 
JCRC. Th ey made me extremely weak and I felt tired all the 
time; I saw no future whatsoever. But even when my body was 
extremely weak from the inside, I was looking perfectly healthy 
and normal on the outside. She really fed me well and I regained 
strength and she encouraged me to take on a part-time job, 
which I did. Soon I realised that the more I worked, the happier 
I became, I stopped worrying, I stopped self-pity, and I chose to 
start a new social life all over again.

Story Five: Molly
When I met Molly (aged 32) at the NGO clinic, she was then acting 
assistant head nurse and third in command of the ART section. She was 
a soft-spoken lady of medium height and quite outgoing in character. 
On her gentle, youthful face she kept an almost constant smile, which 
her colleagues often referred to as a contagious smile that keeps you 
looking young and healthy. Her demeanour and outlook to life were a 
perfect fi t to her colleagues’ description. 

From being a shopkeeper in 1999, I decided to become a nurse 
after the loss of both my aging parents to HIV/AIDS. Th ey died 
due to denial and it is from them I believe I contracted HIV 
while caring for them. In 2001, I decided to sponsor myself for 
a diploma course in nursing and later in HIV counselling. I fell 
sick during my studies in 2002 and nearly died. I had no one 
to care for me except friends. With sickness, no money, no job, 
and [being] a student at the same time, my life was a total mess. 
Some friends helped me. I was desperate, I begged relatives for 
help but they did not help – they each complained of strain and 
a million problems. I grew angry. Why was I suff ering like this? 
I had cared for our parents till death and now no one cared for 
me! Th ey had died and I knew shortly I would follow. I knew 
there were ARVs out there and I required them but could not 
aff ord them in any way. 

I was sick on and off  but friends helped me all the way and I 
even completed my course though amidst very poor health. You 
know, I wanted to give up studying but friends warned me that if 
I did I would die immediately; they were right. School was where 
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I became alive, I did not care what people said of me and they 
often used to talk behind my back. But at home was my agony, 
facing open discrimination and stigma from an aunt I stayed 
with. She threw me out a few times and friends intervened. If 
I had chosen to stop school simply because I knew I was dying 
and stayed at home, I would long be gone. Th anks to the good 
friends I had. 

Bitter at my aunt, I chose to leave after my course and stayed 
with friends in 2003 and worked in a small clinic nearby. It is the 
mercy of God that kept me to see free ARVs in 2004. Initially, 
there was so much talk about ARVs and that it was a move to 
fi nish off  people who were sick, as those who got on ART very 
late rarely survived. So I was afraid to enrol but soon I realised 
that my health was beginning to fail again, so later in 2004 I 
joined the ART programme. Like I had predicted, the beginning 
was not easy. I got all sorts of strange things on my body and 
I dreaded why I joined the programme. But with time I have 
learnt to live with them and ARVs have really nurtured my body. 
But I also know now that ART does not take away everything 
from me and so many other people, so I go out to search better 
ways to remedy my condition and also help other people like me.

Story Six: Herman
I met Herman (38), a male nursing counsellor, at the expert patients 
training workshop in Masaka in December 2005, where we started a 
conversation during the tea break. Herman was a slender, gentle-looking 
man. He often described himself as shy, especially with women. He had 
lost his wife to AIDS four months before our meeting, and obviously 
talked a lot about the stress of coping with his illness, work, and a family 
of three young children, all of whom he said he feared to take for an HIV 
test as he was not ready to face a positive result. Th ey were his hope to 
keep going, and as he put it “knowing that they are HIV positive right 
now might bring me more mess and I am not ready to crumble; not 
now because they need me”. Despite his situation, he was very cheerful 
while at work and very much loved what he did for patients. Herman 
got his job because of his HIV status. He narrates:

Ah! AIDS! All along I thought I had been a man and I thought 
I was still one, but when this AIDS put me down, it showed me 
I was nothing. I was just a dry piece of grass easily breakable or 
blown by the wind. AIDS challenged my mind and my health, 
it was stronger and almost won. Do you know that they gave me 
the last sacraments of the dying fi ve times in two years? So for 
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two years I technically lived among the dead. Most horrifying 
is that my coffi  n was bought and stayed in the house for over 
nine months, as they hoped [that if ] I would die any minute 
and that there might be no money at that moment to give me a 
decent burial, so at least they would have a coffi  n. My relatives 
on several occasions gathered for days, saying they were now 
waiting for my last minute. Th ey did not want to take me to 
hospital; besides, I had just been discharged several times from 
our local hospital, even unable to sit with support, bones were 
all that was left of me… Finally, at the hospital they simply sent 
me to go home and die there as they had nothing more to off er 
me. And when this happened, I really knew I was dead! 

I had been hospitalised several times but the most signifi cant 
one was in 2001 when I developed oral thrush and my mouth 
used to gush out with pus while the fl esh on my lips began to 
fall off . I stayed in hospital for nine months and during that time 
a friend of mine started buying me ARVs, but it became so bad 
and death played hide and seek with me a lot. 

Guess what? I miraculously escaped all bouts. Even this time, 
they took me home not in a stable condition and I even went 
off  the ARVs that I had just started. For one whole year I knew 
I was dying as I oscillated between a coma and life several times 
in my little home. But you know what? I still hung on to dear 
life. Th ey gave up on me but I said I was not going to simply 
resign to death – I struggled to eat even if I threw up all and I 
struggled to drink even one teaspoon of water; I knew it made 
a diff erence.

One day, a good Samaritan priest saved me when he came and 
took me to another hospital after everyone had given up on me. 
When I showed improvement, they enrolled me on a JCRC 
research programme that gave out free ARVs to a few people 
at that time. Th anks to ARVs [I] am still alive… It’s my tough 
fi ghter of HIV: they [ARVs] have really worked on me. Hey, do I 
look to you like I have ever been Mr Bones or on my deathbed for 
years? [Herman stood up from his chair to showcase his healthy, 
well-built, sporty body, curious to hear my approval.] Oh, do 
I look to you like I even ever saw the coffi  n for nine months in 
which I was to be buried? [Herman joked, laughing loudly]. I 
am newly remarried after my fi rst wife left when she thought I 
was dying; I am sure she now regrets because I have a better job 
and income now… I still struggle with the side eff ects sometimes 
but at least I am well beyond my deathbed, I am alive.
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HIV Positive Nurses’ Relations with HIV/AIDS 
and ART 
Th ese nurses’ descriptions of their HIV/AIDS illness experiences follow a 
similar temporal structure: from the time of wellness, when in their view 
everything was normal and they were healthy; the time of suspicions; 
the HIV test period; when HIV/AIDS set in, leading sometimes to 
several fl uctuations between wellness and illness; to when they were 
or felt really well again – or at least went long enough without a severe 
setback requiring hospitalisation – and were able to resume a normal 
life in terms of work or family duties. Th is last stage often began after 
enrolling on ART.

Like anyone else, HIV/AIDS made these nurses vulnerable, helpless, 
and took over their personalities, developing a personality of its own 
within their bodies. It made them rot, smell, challenged their minds, 
led them to their graveside, caused them to lose hope, made them feel 
dead or dysfunctional. It showed Herman that he was less of a man, he 
was nothing. Th e nurses made reference to AIDS as if it were a person 
– with the character of an impostor as well as a fi ghter. It made their 
own families give up on them, leave them for dead, and several were 
saved thanks to the help of good Samaritans. 

Th ough medically speaking ARVs are only able to reduce the eff ects of 
the HIV virus, not eliminate it, as the stories show they nevertheless make 
a vital diff erence to the lives of those who have access to them (but as I 
show later, not without a cost). Th e stories show that nurses experienced 
such severe illness symptoms that when ART fi rst came into their lives, 
they did not consider or give serious thought to the side eff ects, even if 
they had previous knowledge of them. At that moment they embraced 
it. Th ey compared the side eff ects to their previous symptomatic stage 
of HIV/AIDS and were prepared to accept them. ART brought these 
nurses back to life: it nurtured them and gave them new life. ART also 
restored hope, and this was very important as it could counter the popular 
local adages that ‘to live is to hope’ and ‘only dead people have no hope’. 
Before ART, nurses saw themselves crossing over the threshold of death; 
in other words, they had no hope. Th en they were brought back to life; 
their hope was restored, and this process was facilitated by ART.

To bring back life and give hope is a very powerful imagery to be 
attributed to ART, since according to the Christian faith only Jesus is 
known to have resurrected people. Nurses’ descriptions of the symptoms 
they suff ered, and of ARVs restoring their health – told using such 
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powerful imagery – indicates just how severe they perceived their 
sickness to be.

Hope is a key aspect in the narratives of these nurses. For instance, 
their accounts point to a loss of hope at the height of their suff ering. For 
many, their families in a sense gave them up to death, adding to the stress 
of the disease. But on the other hand, hope was restored, not necessarily 
by family but by others such as friends, religious people, and sympathetic 
Samaritans. Th ey started the process of reawakening hope by taking 
them to hospital, showing them that they were still cherished and not 
abandoned to death, and that they were still useful and valued people. 
Th is showcases the important role of the community in HIV/AIDS 
care. New hope was also built around the fact that they saw themselves 
improving, even if it took a long time. However, the ultimate mark in 
their improvement was when they were initiated on ARVs, which then 
nurtured and restored their lives. ARVs helped them to reintegrate into 
their families as they were no longer seen as being near the grave, and 
it also helped them plan new families.

Dorothy describes having lost out in terms of her family and social life 
on discovering she was HIV positive. Even when she started ART which 
changed her outer appearance (she had no symptoms), inside she felt 
weak and resigned to death. She waited for it, but instead the ARVs kept 
it away. For Dorothy, ARVs were personifi ed as defending her against 
an enemy: death. She describes a shift from despair to self-resignation, 
for the ARVs made her weak and she did not see a new horizon ahead 
of her. She then describes a combined eff ort that enabled her to make 
a new shift from self-resignation back to social life: the result not only 
of ARVs, but also good nutrition and encouragement from her mother. 

Dorothy’s case shows the limits of ART: it is a recognition that yes, 
ART works, but that it has to be complemented by other eff orts. It is not 
the magic bullet that has been fronted by international treatment access 
initiatives. Dorothy’s story illustrates well the need for comprehensiveness 
in ART care, because even if ARVs were her defender against death, 
they did not simply give her biological body physical strength to move 
on into the social realm. Instead she grew weak until complementary 
eff orts were made. Such complementarities are sometimes forgotten and 
the tendency often is to speak about and promote ARVs alone. I return 
to this point when I discuss ART side eff ects management by nurses in 
the following chapter.

Martin (2007) describes how pharmaceutical marketers have 
attempted to invest psychotropic drugs with attributes that make it 
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possible to think of them as ‘persons’, as if they were social beings 
withindividual personalities and the ability to have nurturing 
relationships with the patients who take them. She argues that patients, 
however, do not relate to them as friendly living persons who take up 
residence inside them. In the case of the HIV positive nurses in this 
study, my fi ndings show that they did personify ARVs. But in contrast 
to Martin’s observations for psychotropic drugs, the ‘personhood’ of 
ARVs, conjured up through the imagery of their life-giving power, was 
not just something that these nurses passed on as carers and which was 
promoted by pharmaceutical marketers, advertisers, and the global 
HIV/AIDS treatment activist campaigns. Th ese nurses both promoted, 
experienced, and personifi ed ARVs inside their bodies, and they believed 
in this personality. 

ARVs were referred to as life-saving, life-giving drugs by these nurses. 
Th is is because they have not only seen others’ experiences, but have 
also experienced their own lives and bodies slowly rotting away due to 
AIDS, being bedridden, seeing maggots come out of their bodies (which 
are known to come out of dead bodies), being pronounced dead and 
wept for when they had gone into a coma. Th at taking ARVs was the 
main factor in restoring their bodies and lives back to normal is indeed 
reason enough for this symbolism. But we know of life-saving and life-
giving as the work of humans, and this symbolism therefore gives new 
meaning to ARVs. 

Herman, for instance, experienced HIV/AIDS as a ruthless, secret 
invasion, an assailant that knocked down his pride. ARVs were a fi ghting 
partner, fi ghting to overcome death, which AIDS had come to represent. 
Meanwhile for Prim, ARVs were a restorer of hope and life. Note the 
gendered nature of the language used: Herman uses a macho and rather 
militaristic language, while Prim’s is of a more nurturing kind. For now, 
as patients these nurses did not simply think of ARVs as biological tools; 
they were nurturing friends or fi ghting partners in the struggle against 
AIDS and death. Furthermore, beyond simply investing ARVs with 
personalities, they formed relationships with them. ARVs allowed nurses 
to experience new life, new hope, stability, wellness, and the discipline of 
routine, and from this perspective ARVs could also be called a teacher. 

Nurses’ stories also show that they developed a relationship with 
ART that was not just temporal (confi ned to the act of restoring their 
lives), but more ongoing. Th ey recognised that due to their illness, their 
bodies were in a constant state of deterioration, and therefore required 
ongoing support; hence the continuous ART pill refi lls at the clinics. 
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Even if they suff ered the side eff ects and knew that these drugs would 
not heal them completely, they continued to use and prescribe them 
because they believed in them; so much so that when they were out 
of stock, the nurses took on new roles as advocates (contrary to their 
prescribed professional ethics – see chapter 9 and Martin 2009) to make 
sure ARVs were available to their patients. Like anyone else on ART, 
for the nurses to recognise ART as essential was also to recognise their 
own (and their patients’) vulnerability, and the fact that they will never 
be able to take back total (independent) control over their bodies; they 
are now dependent on the drugs. For these nurses, this recognition has 
implications for the practise of power relations between carer and patient 
as I show in chapters 8 and 9.

Nurses’ Dual Role Experiences and Relations with 
Patients
Th ere are several things that interfere with a nurse’s relationship with 
patients, but here I am particularly interested in the question of how a 
nurse’s status as a patient aff ects the relations she has with her patients. 
Th ere are two dimensions here: the negative and the positive. 

Prim’s story exemplifi es a positive and creative way of sharing her 
experiences with patients without giving away unwanted information 
or attracting a negative evaluation of herself. Prim is able to appropriate 
her illness experience to produce a diff erent kind of role model, one 
that benefi ts her patients as well as herself (in that she does not attract 
sanction). Th rough her experience, she is also able to fi nd strength and 
courage to never give up on her very sick patients, rejecting the principle 
of euthanasia, and to become more enthusiastic about – and fall in love 
with – her caring role. To ‘fall in love’ is an expression often referring to 
a positive, heartfelt inner feeling about something or someone involving a 
strong bond; this is another form of personifi cation – from personifying 
her illness, to her experience with the disease, and now her work.

It is interesting though not surprising that Prim takes on another 
persona to describe to her patients her own experiences without disclosing 
her status, and how she is able to use this to touch them and change 
their experiences. Th e empathy, spirit, and passion with which she shares 
her life are crucial in appealing to her patients to believe in Diana’s 
experience. Th us in her work as a nurse, Prim not only gives pills and 
instructions but also passes on the spirit of her fi rst-hand encounter 
with HIV/AIDS and its treatment. Th rough Diana she has become a 
role model to patients who identify with this impressive character and 
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enact positive changes in their lives. Disclosure is appropriated here 
in a diff erent form – as indirect – to produce positive results without 
attracting sanction in the form of stigma and rumour.

However, there are negative consequences when nurses overly 
identify with their patients.

It is challenging enough to be a provider of AIDS medicines, 
but it is even more diffi  cult to be a user of the same service. I 
sometimes catch myself acting patient before my patients (...
like succumbing to ARV caused drowsiness and dizziness and 
resting my head on the table while talking to a patient...) when 
I should be acting the trained professional before them at that 
same moment… Th is embarrasses me, it kills my confi dence 
and makes me worry a lot sometimes. (FGD with public clinic 
HIV positive nurses, 20 May 2007)

It feels worse when I mess up my pills and/or suff er severe drug 
side eff ects or opportunistic infections like herpes zoster that I 
can’t hide from my patients… Sometimes this makes me dodge 
my patients, delegate my work or they simply have to wait longer. 
Other times I may simply ask for days off  … Once I asked for 
leave without pay but that time patients suff ered a lot because 
all the activities I had planned with them had to be cancelled. 
(Molly, 1 May 2006)

It is tormenting to be careful all the time, especially when I suff er 
visible signs and side eff ects that may make others suspect me… 
Yet I must come to work… I become very reserved with patients 
or even avoid them. I often dress up diff erently; if it’s say a rash 
on my hands, I wear long-sleeved shirts. I also avoid those I know 
are too inquisitive and might ask me what the trouble is. A few 
times I have lied to patients about the herpes zoster that was on 
my hand and face. Other times I feel less confi dent and that is 
not nice in caring because you tend to become less empathetic. 
(Florence, 16 May 2007)

HIV positive nurses said that being a carer and a patient negatively 
aff ected their relations with patients in two ways: the fi rst relates to 
the condition of being a patient, the second to their desire to hide their 
status. Nurses’ confi dence in care-giving was aff ected by their state of 
mind or body. For instance, visible symptoms and side eff ects that could 
give them away negatively aff ected their caring practises. It created 
apprehension, low confi dence, and meant they showed less empathy for 
their patients or even avoided them. Furthermore, such avoidance led 
to judgment being passed by colleagues. I often heard nurses remark 
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on one another’s abilities. Being described as lazy was a very bad thing 
indeed, and had practical connotations at the NGO clinic, for nurses 
would try to avoid being assigned a ‘lazy’ nurse on their team as that 
meant more work for the other team members. Th e head nurse thus had 
trouble fi nding a team to accept to work with a person labelled ‘lazy’, 
for she risked unpopularity and a constant fl ow of complaints. 

As nurses who share an identity with their patients, they desire to 
provide good care because they know exactly what their patients go 
through. But at the same time, they do not want to give away their own 
patient status; for fear of being judged, but also to maintain a professional 
distance from their patients. Th is relationship is complex because it 
involves contradictions and emotions that they are not fully able to 
control, and which sometimes leave the nurses – and their colleagues – 
dissatisfi ed with the nature of care they provide. 

Th e nurses were particularly concerned about the perceived stigma 
they would be subjected to if they gave themselves away, so generally 
they strove to keep their status a secret. However, the global imperative 
of disclosure is fronted as a core weapon for fi ghting stigma. In Prim’s 
case, she is one of the authorities urging patients to disclose and 
therefore promoting this global imperative, yet she is inhibited when it 
comes to do it herself. Th is inhibition comes not only from the fear for 
rumour, but a deep-rooted morality of shame and honour engrained in 
the professional ethic of nurse socialisation. Nurses have an image of 
honour as professionals and care providers that they must protect, thus 
they consider it better to conceal their status and retain their honour, 
over disclosure (intentional or unintentional) which they fear would lead 
to disgrace and rumour. Rumour is seen as a sanction on behaviour, 
and may lead to questions about one’s sexual morality and professional 
competence. Th e nurses weighed the costs of disclosure to their patients 
(and colleagues) against the benefi ts, and on the whole judged that there 
was more to lose than to gain. So clearly highlighted here is the confl ict 
between internationally-driven rhetoric of what should happen in ART 
care, and the lived experience of those to whom these decrees are being 
directed – for these nurses, it is a case of preach one thing, but do another.

To be able to work and appear healthy is empowering, since it avoids 
rumour and the need for disclosure. Nurses with HIV at both clinics 
strongly argued that as a care provider, it is highly undesirable and 
disempowering to be a patient before one’s own patients. Th e dual role 
played by these nurses brought about a feeling of vulnerability and not 
wanting to give off  the ‘wrong’ message.
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I am very careful not to send off  information that I don’t want 
my patients to know, otherwise, I will create suspicion and 
then rumours will begin… And where is my honour? … And I 
must add that being careful almost all the time is emotionally 
draining. (Dorothy, May 2006)

Like other HIV positive nurses, Dorothy acknowledges the issue 
of personal responsibility in her interactions with her patients and 
colleagues. She stresses the need to be ‘very careful’, a task she admits is 
draining. But for how long can she maintain this? As I observed and show 
later, she often received a scolding from colleagues at times when she was 
suff ering from severe ART side eff ects and failed to conceal her pains. 

During an interactive group discussion, I asked the nurses what 
people’s general perceptions are about healthcare professionals being sick.

Nurse 1: During the time when I was sick and they knew what was killing 
me, my relatives used to say even right in my face, ‘She is a nurse, 
how the hell did she get herself into this mess? Did she not know?’

Nurse 2: Oh no! But for me I just had a patient ask me the other day when 
he heard me complaining of headache to a work colleague, he said: 
‘Nurse, when you fall sick, what shall the rest of us be doing? Let 
us be sick and you are to treat us but not you getting sick’. 

Margaret:  How did you answer him?
Nurse 2: I just laughed it off  telling him that I too am a human being with 

fl esh, bones, and blood.
Margaret:  What about you people, what do you think of yourselves being 

sick like the patients you treat?
Nurse 3: It is kind of funny. We know we are sick but you know there is 

this false thing in your head telling you – you are not supposed 
to be sick... Well, everybody expects you not to.

Th at healthcare professionals are not supposed to be seen or identifi ed 
as sick is a common conception held among healthcare providers and 
patients. Th ey should be all-knowing; they cannot or should not fall into 
the same fate as their clients. To disclose their status or illness would elicit 
moral judgments of how such people, so knowledgeable about health 
issues, could fall prey to something they should know very well how 
to deal with. Nurses are a category set apart and looked up to as ‘super 
human’ in a sense, whose only problem should be to restore the health 
of others. Th is partly explains why there is still high stigma about HIV/
AIDS among these health workers but a concrete discussion of possible 
stigma reduction interventions is outside the scope of this thesis as it 
requires more research. 
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Th is, however, was a common trend in many of the interactive and 
focus group discussions I had in both clinics and in all the nurses’ 
descriptions when I raised the question of why they think stigma persists 
in the health profession.

Margaret, Margaret! It’s because we don’t shout out at it among 
ourselves… Sickness belongs to those others and not to us 
medical professionals [loud laughter]… We fi nd it an easier-
said-than-done kind of thing having to talk about ourselves and 
disclose our fears – it feels shameful in a way… As long as we 
feel this way, stigma is going nowhere. (Interactive discussion 
with public clinic nurses, May 2006)

We are silent, we don’t want to say we are sick or that we have 
stigma because we are not expected to fall sick... We say it’s them 
and not us. Th is keeps stigma around the more… Th is stigma 
thing is like a huge ballooning and pus wound fi lling in the air, 
but with a kind of protective shield over it, an unspoken cultural 
rule of - you can actually be sick but don’t really shout about 
it. No one wants to break the pus balloon… (FGD with public 
clinic nurses, October 2007) 

Th e nurses used evocative imagery to describe how they saw stigma and 
why it still persists. Stigma is like a dangerous balloon, hiding a seeping, 
pus fi lled wound, that is better avoided. But the more it is avoided, the 
more the ballooning continues, the more pus forms; eventually the 
protective shield may break. For the nurses, to talk about or become 
identifi ed with (their own) illness was an admission of weakness and 
made them vulnerable to the very real and present threat of stigma. 
Silence about illness was, therefore, a measure of strength, though they 
were aware of the uncomfortable contradiction that this presented, given 
that they routinely encouraged others to talk about their condition. 

Living with such contradiction seemed to make nurses and their 
relations with their patients uneasy. 

It is not easy having all these things you tell others to do right, 
and for you, you keep doing them the opposite way… and still 
forever pretend to be comfortable before patients. A few times I 
have given myself away to dangerous suspicion when I have tried 
to search for a balance in these things as I go about my caring 
routine. (Peter, October 2007)

I try hard not to think about what I do wrong when I am telling 
my patients to do it right… But it’s not easy – you know your 
conscience haunts you… You fi nd yourself doubting your very 
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self and wondering if the patient believes what you are telling 
them. Or why should they believe you when that is not what you 
yourself are doing? Or why don’t I just simply tell them what I do 
and explain how I do it and relieve their pain? All these questions 
can sometimes make situations with patients rather diffi cult. I say 
don’t have drug holidays, but often I have some. It feels kind of 
funny when I have to convince the patient the contrary to what 
I do and when I know it works for me and might relieve them 
often… Otherwise what, for instance, will I tell the patients 
the day they fi nd out that I have been double-dealing… and 
how tormenting that can even be just on psychology… Double 
standards, nothing more… But what to do? ... That is now our 
life. (Florence, October 2007)

In this ambiguous state, one continuity in the patient-provider 
relationship remains: it is still imbued with connotations of power. As 
patients who defy the patient requirement of openness, nurses retain 
their powerful position over their (fellow) patients; they can exercise 
conventional styles of care without judgment being passed on their 
character, and maintain a relationship based on separation, honour, 
and respect. 

Relations Between HIV Positive Nurses and their 
Healers

On several occasions I have disagreed with my doctor and he 
often asks me “Look, who is the doctor here?” Sometimes he 
goes out of his way to tell me to give him a chance to be the 
professional and I should simply be the patient. At times I feel 
like telling him off , look here I know this f***** stuff  too well 
so f*** off  and give me the other. On two occasions I have 
changed the prescription he wrote me before I got to the clinic 
pharmacy because the drug he gave me was too strong and I 
could not have been able to work but stayed at home. Another 
time he had given me one with severe side eff ects and I simply 
could not accept it. (Prim, July 2007)

Last week a doctor sarcastically told me when I went for a TB 
x-ray and chest scan and I was pointing out something on the 
scan machine she had forgotten, “Let me do my work, simply be 
a good patient, not one that knows too much, too much more 
than her doctor”. Oh! I felt a heavy lump build up in my throat 
and I was thinking, does she think I am just a naïve patient? 
(Dorothy, January 2008)  
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“Just be a patient and give me a chance to help you!” once 
exclaimed a nurse to me. (Harriet, 7/9/2007)

All these nurses attended well staff ed and equipped low-volume ART 
centres in the capital city as opposed to the understaff ed  high-volume 
ART centres in the rural areas where they worked. As patients, nurses 
reported that they had been scolded on several occasions by their own 
ART providers. Th ey sensed that the doctors felt a challenge to their 
authority. Conventionally, the patient is only supposed to be the recipient 
of orders from the doctor, and should not make any demands themselves. 
But further, in this case the doctor is the nurses’ superior and she owes 
him total respect. 

When Dorothy felt a lump build up in her throat, her discomfort 
stemmed from trying to negotiate her patient role; a patient who is 
not naïve but knows exactly what is going on and wants to participate 
to ensure everything is done right. However, because of this, her own 
care provider exhibited feelings of insecurity, perhaps feeling judged 
or evaluated, which caused him to invoke his authority to silence her. 
Even though Harriet was cared for by a fellow nurse, thus patient and 
care provider were equal in the medical hierarchy, Harriet’s experience 
reveals that there was still a desire on the part of the care provider to 
be in control. 

It is clear that whether they invoke one role at a time – either nurse 
or patient – or try to use fragments of both roles simultaneously, these 
HIV positive nurses face the dilemma of sanction because they are 
betwixt and between, with no clear identity. On the one hand, they are 
knowledgeable patients with a vested interest in being involved in their 
own treatment, and thus challenge the conventional patient-provider 
power relations. On the other, it is also in their interest to maintain 
these power relations within the healthcare system hierarchy, through 
the clearly defi ned categories of patient, nurse, and doctor. Th e tensions 
created by such duality are not only about who the patient is and who 
the provider is (inter-category tensions); Harriet’s experience illustrates 
that they also occur in nurse-nurse relations (intra-category tensions). 
Th ese nurses’ experiences of HIV/AIDS dramatically highlight the 
power dynamics at play within the medical professional hierarchy, and 
the challenges that such a disease case poses to these dynamics. 

It is important to note that all the nurses in my study received 
care from ART centres other than where they worked, which could 
also partially explain their experiences. One can only speculate how 
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diff erent it would be if these nurses received ART from colleagues at 
their workplace, whether they would experience this dual role in the same 
way or if collegial relationships would be paramount. Given that in the 
public clinic stigma was considered high and took diff erent forms, as I 
shall later show, perhaps the relations would have taken yet another form.

Th e perspective gained from being an HIV positive provider in a sense 
threatens the power and authority structure and hierarchical relations 
within the healthcare system. When I asked the doctor in charge of the 
public health centre, who also doubled as the district director of medical 
services, about whether he had ever cared for a fellow professional with 
HIV, and what would be at stake, his response took the discussion to 
another level.

It is not very easy caring for a fellow medical professional. First 
of all there is the whole issue of these medical procedures – if 
you get them wrong – because your patient will be in a way 
your judge of how good you are at practise because they know 
everything, your credibility might be in question. 

Th e doctor’s response points to the fear of having one’s competence or 
professionalism judged, which would obviously make anyone a little 
uncomfortable. He went on:

Secondly, you are supposed to treat them [fellow medical 
professionals] as any other patient, but at the same time there 
is the question of respect/disrespect depending on who you are 
treating, it can be a tricky situation. If you are a nurse treating 
a doctor for instance, you may fail to balance the roles – do 
you treat him as any other patient, or as a doctor who is also a 
patient and senior? Do you treat him as patient fi rst or as doctor 
fi rst? Here you may sometimes have to psychologically face 
the dilemma of authority that is so entrenched in the medical 
professional hierarchy. And of course the other issue is whether 
a doctor as a patient will accept a nurse’s prescription… 

Th ese are all questions we are yet to confront in the fi eld of HIV 
care delivery where we are having nurses take on all the complex 
work doctors are supposed to do simply because doctors are a 
rare commodity here and patient volume is so high in these 
resource-poor areas. And besides, we have to admit, HIV is 
now a reality for all of us. I must also admit that as medical 
professionals, we are not often good patients. If I may ask, as 
doctors who may also be patients, how are we supposed to act 
before a nurse, say when you can’t fi nd a fellow doctor to treat 
you or because you fear stigma? 
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I did not know how to answer the doctor’s question. It was clear for him 
that having to be a patient and professional at the same time, and in 
particular being treated by those below you in the healthcare hierarchy, 
is a hard nut to crack. Th e doctor concluded by admitting that though 
many in the medical care profession still bury their heads in the sand 
over the issue of their vulnerability to HIV/AIDS, there is a reality 
already fast happening: they are becoming lifelong patients and carers, 
and are being confounded by the double burden of suff ering from a 
stigmatised disease in a stigmatising care system (In-depth interview 
with doctor July 2007).

Once again the issue of power and authority is raised. For these 
nurses, being HIV positive put pressure not only on their own role as 
care provider, but it also brought into question how well others performed 
their professional caring role. Th e nurses treated by doctors were aware of 
the hierarchies at play in their own treatment; and the dilemma brought 
about by the duality of their role caused ambiguity and tension in their 
self-identity. Th is tension is fourfold. First, they fear judgment of how 
well they perform and conform to ethical principles and guidelines in 
their caring role. Second, for a doctor treating an HIV positive ART 
nurse provider, he may feel that his practise is being evaluated by someone 
below him – a taboo within the medical care system. Th ird, there is 
pressure to conform or stick to one identity or hierarchical category, of 
either patient or carer; the question of power, authority, and hierarchy is 
a very sensitive one as it is deeply engrained in the socialisation process of 
any professional healthcare provider. Fourth, shame arises out of the care 
provider’s failure to conform to standard or expected care procedures, 
which draws either more shame and criticism, or refl ective self-evaluation 
– the latter of which could be positive in helping to improve services.

Identity Shifts Among Patients: Cases, Patients, 
Clients, or Comrades? 

...Th e nurses call us patients but me, I refuse to accept that I am 
a patient, partly because I am healthy and normal and I have 
no part of me that hurts or aches and then I come here and you 
refer to me as a patient… I don’t like this. … Calling us patients, 
or cases for that matter, easily makes one descend into a mental 
state of self-pity, yet these health professionals don’t even bother 
to counsel us out of it. (Key informant interview with post-test 
club chairman July 2007)  
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In this corridor you fi nd so many people wearing miserable faces 
of self-pity, not because they are necessarily in pain but because 
they have been relegated to a ‘pain category’ by health workers. 
(In-depth interview with expert clients at public clinic July 2007)

Being called a patient makes me feel hopeless, and yet to survive 
longer with HIV, hope is vital. But in many ways, health workers, 
much as they are supposed to give hope, they take that hope 
away by the way they refer to us. (FGD with patients at public 
clinic August 2007.

My fi ndings confi rm that the labelling of people as ‘cases’, ‘patients’, 
or ‘clients’ infl uences the behaviour of those requesting services. When 
they come to the clinics in a very bad condition, people accept the term 
patient; but as they improve they begin to see themselves diff erently 
and no longer want to be referred to as patients. In ART, patients/
clients are told to become more personally responsible for their lives, 
and engage in self-management. Many clients acknowledge that they 
need good information from their healthcare providers in order to 
articulate their demands and be more assertive about getting them 
fulfi lled – “If only they told us all about these life pills, it would help us 
to help ourselves and others better” (ART expert client). But the ability 
to make appropriate choices requires a degree of empowerment and 
courage, and the insistence by providers on using the terms ‘cases’ and 
‘patients’ (abalwadde) contradicts this and makes clients/patients feel 
more vulnerable – “Th ese people [nurses] make us feel like we are invalids 
just because we are eating their drugs...” (FGD with male ART clients). 
It also undermines their ability to develop resilience – the capacity for 
survival, caring, and coping – to rise up against all odds, develop their 
own creative solutions, as well as fi ght for their needs and rights. 

Th e clients/patients’ concerns are very real, and in response to them, 
in the public clinic clients often referred to one another not as patients 
but as comrades. Th is has a militaristic connotation in Uganda, referring 
to those one fi ghts alongside at the battlefront. After improvements in 
their health and outlook, patients took up new terms to reinforce the 
image of themselves and others as comrades in the battle for survival 
against HIV/AIDS, and this gave them hope and courage. Th e emphasis 
on comraderie also shows how patients need one another in this battle: 
they want to promote unity and a collective identity in order to help 
and support one another. By contrast, the terms by which the nurses 
referred to them – patient or client (which were used interchangeably, so 
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I maintain this usage in the text) – were purely individualistic. Once in a 
while nurses would use the term ‘comrade’, but generally this came across 
as sarcastic since it would potentially identify them with their patients, 
and blur the clear-cut boundaries between provider and patient/client.

Identity Shifts Among Nurses
In their stories, nurses describe their experiences with HIV/AIDS, 
emphasising how they view themselves in relation to their illness, how 
others view(ed) them (particularly when at their most ill), and how they 
progressed through their illness to the present. Th ey identify and relate 
the diff erent stages and progression of the disease, covering both the 
biological and social aspects. Several of the nurses discovered their status 
after losing someone to HIV; they have seen that HIV can kill. Th en 
they have themselves experienced the severity of AIDS, been on death’s 
door, and regained life due to ART. In all their accounts, the nurses tell 
a story of disease and suff ering, anxiety, abandonment, disorder, fear, 
the personifi cation of ART, hope, the return to life, the rebuilding of 
their lives, new roles, and the restoration of order. Th ey are narratives 
of vulnerability and hope at the same time. 

Th e narratives show that through HIV/AIDS – a biological bodily 
experience – nurses became (re)constituted as persons living with HIV/
AIDS, particularly through their social experiences in and between the 
institutions of family and hospital, and within the intimate relationships 
of ART care technology. Th is process helped nurses come to terms and/
or live with multiple subjectivities in diff erent settings and at diff erent 
times in their disease progression. Some discovered their status when 
they were already very sick, others when they were still healthy, but all 
went through the stages of being acutely ill – as Herman put it, “playing 
hide and seek with death” – to being on their feet again and maintaining 
their health – as Peter put it, “constantly striving to remain well”. Th is 
is what Biehl et al. (2007) describe as the processes of chaos and order.

However, their trajectories did not follow a linear progression. Even 
when they were on their feet again and seemed to have overcome chaos 
and established some kind of order, this state had to be constantly worked 
upon. Th ere is no such a thing as total order; since HIV/AIDS can now 
be seen as a chronic illness, some degree of disorder or chaos will remain 
part of their reordered selves for the rest of their lives. As a result, nurses 
tell narratives of identity shifts and reconstruction processes. 

Sometimes it is as if I relapse, I think I am unable to properly 
come to terms yet with the fact that of course I am both a 
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patient and a nurse treating the disease I suffer from myself… 
(Florence, July 2007)

We keep asking ourselves whether we are just HIV/AIDS patients 
or simply professional healthcare providers, or both… And of 
course we are both but how do we come to terms with it? (FGD 
with HIV positive nurses at public clinic, June 2007)

Th e statements above refl ect a new shift in self-identifi cation, one which 
brings with it a feeling of ambiguity. Th e nurses are not certain of how 
to bring together two rather complex identities. As patient and as carer 
they completely fi t both, yet they are uncertain how, when, and even 
if both roles should be played out. What kinds of expectations and 
obligations would a combination of these two identities – wholly or in 
fragments – call for? As I will show later, for these nurses to fully employ 
one form of identifi cation and not the other in certain situations, or to 
combine both identities, sometimes invokes sanctions. 

HIV Positive Nurses and Dual Role Tensions 
As outlined in the previous chapter, nurses must maintain the medical 
ethic of a professional and a role model, somehow detached from the 
reality of disease. But the HIV positive nurses expressed many concerns 
about this. 

We are taught to be objective and not subjective, to be precise 
and not compromising, to be professional and detach ourselves 
from our patients. Now, how do you do this when you yourself 
are a patient of the same condition as your patients? You know 
too well what they go through because you have lived it. How 
can I detach myself from the experience and pain we both share 
as permanent patients? I need some lessons here. (Harriet, July 
2007)

I know we are supposed and are expected to be super professional 
when handling our patients, but how do you treat such a highly 
stigmatised disease with an equally stigmatised and complex 
therapy, in a highly stigmatised atmosphere, and when you 
yourself are its number one culprit; and worse so when no one 
has taught you how to? (Dorothy, July 2007 )

My teacher at nursing school cautioned me so many times to 
always stick to my caring role as a provider – but if I saw him 
today, I would ask him which of the two roles [patient and 
carer] I should now choose or abandon. (Florence, laughing 
sarcastically, July 2007)
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Th e reality and experience of having HIV/AIDS and using its treatment 
brings into question the fundamental principles of nurses’ professional 
socialisation. Th is is a reality they have to confront every day in their 
work. Th e dynamic of coping with constant shifts and roles reversals 
(from patient to provider and vice versa), as well as bearing and acting 
out these roles simultaneously, leaves them struggling with the process of 
trying to help others and at the same time help themselves. For instance, 
while they acknowledged it was good to have a sound knowledge of how 
drugs work and their related side eff ects, it also brought about a personal 
tension. Since they know what AZT or nevirapine does to the body (by 
seeing what it does to their patients), they fi nd it diffi  cult when it is their 
own turn to take it, for they dread similar suff ering. Th e same goes for 
the reverse situation.

As professionals, nurses said they did not invest much time in the 
analysis of these shifts and role reversals, since nobody seemed to care 
about their plight. But they agreed that they were aff ected on a daily 
basis, to the extent of questioning their caring role.

We professional health providers on ARVs often don’t give much 
time to analyse these shifts in roles or does even anybody ever 
care to understand how much we put up with, but in reality we 
suff er having to put up with oneself. For instance, knowing that 
a given drug gave you a hell of a time but the same drug you have 
to give to your client because that is what is available; or even 
worse, the same drug may have given a client a hard time but 
still the same drug you have to continue giving them because you 
have no alternative options. Th is sends one wondering whether 
we are advocates of suff ering and agony. Such will disturb anyone 
with a conscience. (Molly, October 2007) 

On another level nurses questioned their own lifestyles, for when outside 
the clinic they behaved in a contrary manner to what they preached to 
their clients. Such things included drinking while on ARVs, something 
which they sometimes did even though they strongly urged clients not 
to do so. Harriet once found herself drinking in a bar owned by two 
expert clients who had learnt of her status. Straight away they confronted 
her on why she did not practise what she preached.

On a few occasions I have ended up in a bar owned by two of 
our clients who recently learnt of my HIV status when I acted 
[as an] activist for drugs, and on both occasions they have asked 
me why I did not practise what I preached to them – to my 
embarrassment. I have since made sure I don’t attend to these 
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two patients ever again because it is likely that anything I say 
to them they will not take it seriously. So you can see that as a 
health worker I am not only being a bad model, but it is also 
hindering my role as a carer to these people. (Harriet, June 2007)

At both the public and NGO clinics, nurses expressed that they were 
tired of ARVs (therapeutic fatigue), and pondered the implications this 
may have for practise. 

Role modelling when it comes to ARVs is very diffi  cult because 
as a person living positively and having been on ART for seven 
years now, it is evidently clear to me from within me that I am 
tired of taking the drugs. I admit that I even sometimes give 
myself drug holidays, especially when I go out with friends I 
often drink and end up not taking my drugs because I am just 
tired of them or too drunk – contrary to what I tell my clients 
to do. (Herman, July 2007) 

I am tired of ARVs. It is fi ve years now since I went on ART. 
(Florence, July 2007)

While some nurses became generally tired of their pills, they did not 
completely abandon them but rather took occasional breaks. Th is is not 
unheard of: pill burden and drug holidays have been well documented in 
the literature on HIV/AIDS treatment. What is important is to examine 
how nurses managed to continue despite their frustrations. Where do 
they get the motivation to continue with the pills and play their multiple 
roles? I return to this question in subsequent chapters.

Nurses acknowledged the difficulty of living with multiple 
simultaneous roles. But is the impact of these confl icting roles and 
tensions solely negative? I argue that on the contrary, this personal 
confl ict within the nurses can be positive in as far as it brings to them 
a realisation of when and how they are not being good carers and role 
models, and this made them adjust their caring roles. In other words, 
living dual identities encourages self-evaluation, and may lead to new 
ways of caring. For instance, Harriet opted to reassign to another carer 
the expert clients who had discovered her status and confronted her 
about drinking alcohol as a way of assuring that they did not lose trust 
in the therapy and the providers; in one way, Harriet is being more open 
and honest with clients about the fl exibility realities of long-term ARV 
usage. But in the same way one could say that whereas Harriet avoids 
the expert clients so as to pre-empt them losing faith in her as a provider, 
but through this she is also neglecting her duty to care by passing clients 
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on to others and avoiding parts of her workload, and that would not 
necessarily be evaluated as positive by others. 

From Professional Caregivers to Professional Chronic 
Patients

The problem is that as healthcare workers, we have to be 
professional all the time but only for a moment does this calm 
the fears we face deep within as patients. Let’s face it, yes we are 
professional health workers but [we] have never been professional 
chronic caregivers and chronic patients at the same time. Like 
those we care for and the stresses related to HIV/AIDS illness that 
they go through, we too experience now… But the professional 
health providers that we are, perhaps everyone expects us to be 
professional chronic patients as well… We simply have to go 
beyond this argument of pretence and face it… We face a double 
trouble and we need support and care beyond what we receive! 
(Peter, July 2008)

From deep within his heart, Peter expressed a genuine unmet need for 
support and care. Whenever the issue of social support and care came 
up in various situations, the following question was typically posed: “We 
care for everyone else but who cares for us?” Th is would be followed by 
a litany of the things that are wrong in the health system; for example, 
ART providers are least paid, least motivated, least thought about, 
hardly cared for, and overworked. Such issues were commonly raised 
during conversations among all ART providers, but particularly those 
who are HIV positive.

Whenever I brought up the question of whether as nurses at the 
frontline of ART care they felt cared for, and how and what form they 
thought the optimal care should take, my questions were often greeted 
with sighs, not of relief but of stress coupled with expressions and feelings 
of helplessness. Peter, below, aptly describes the current discourse on 
HIV/AIDS treatment and care.

What can I say, my dear? Today all they care about is to get as 
many people sign up for treatment and have them take their 
pills every day, and once that is done, then all is okay… I say 
no, it’s never okay! Whereas it’s a good thing for us to give these 
drugs, the reality is that more work has and is being created for 
us without a moment of refl ection on how we are fairing within 
even the last several years since ART was scaled up. Nobody 
has dared to take stock. After you write your work, go let the 
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Ministry of Health know that we are here but never the same… 
Th ey should come and listen to our story(Peter July 2008). 

Peter’s ref lections raise important questions about the need for 
comprehensively evaluating HIV/AIDS treatment interventions in 
resource-poor settings, and the necessity for focused attention on the 
voices of the health providers, not just as caregivers but as users. Harriet 
draws further attention to this point:

Oh, there is something more that those not into this being 
positive thing [referring to being HIV positive, and using and 
giving HAART] are yet to know or at least admit openly… It’s 
simply a question of time you know! Money, pills, or machines 
don’t take away other realities, not only from our work, but 
combined with a stigmatised chronic illness requiring chronic 
care. We have a lot we can off er from our experience and they 
[the government] should make eff ort to learn from us so as to 
meaningfully help us, and many colleagues who are perishing 
or failing, to care rightly (Harriet July 2008). 

HIV positive nurses’ experiences over time should not go to waste. 
Harriet feels that those in key decision-making positions within the 
profession are simply in some form of denial about her reality – a reality 
that she is a provider and a patient. She says it is just a question of time 
until their voices are heard, but it is hard to say how much time is needed; 
the burden of HIV/AIDS on professional healthcare providers is as 
shown earlier already very high. Harriet is optimistic, hoping that the 
experiences of HIV positive healthcare providers can serve as a lesson, 
and be used to design ways to help others.

Dominant constructions of care delivery at the national level shape 
the actual implementation of care at the local level. But an interrogation 
of care from the perspective of HIV positive providers shows that care 
is more than what the government defi nes (MOH 2005c). Rather, ART 
is embedded in everyday social processes beyond the clinic, and is not 
a fi xed entity but something which changes over time. Often among 
medical healthcare providers I would hear statements such as “Th anks 
to ART, today we have something”, or “Having ART to treat our people 
with has boosted our confi dence”. It is clear that both providers and 
patients are positive about ART in several respects. 

Th e data here suggests that through their experience of having 
HIV/AIDS and using ART, nurses established personal and intimate 
relationships with both the disease and its treatment. For instance, AIDS 
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was symbolically called a killer, an enemy, and an intruder, and ARVs 
were seen as partners in the fi ght for life, life givers, stabilisers, nurturers, 
life savers, and hope restorers. HIV/AIDS, and then ARVs, in a sense 
took up a personality in their hosts, the former bringing them down to 
the brink of death, and the latter nurturing them back to health; going 
from rotting bodies to normal healthy bodies, from an inability to work 
or care for oneself to being able to start a new family, a new life, and 
care for others. ARVs thus have power and consequences beyond the 
sphere of access, provision, and treatment support. 

However, beyond the often sung hallelujahs about the way in which 
ART has boosted the confi dence of medical care providers, my data 
suggest that the situation is much more complex. For instance, stigma is 
talked of as having reduced signifi cantly in Uganda. However for some 
groups of people and specifi cally the nurses described in this dissertation, 
stigma is a big problem as clearly shown above.

More so, the relational aspects between HIV positive nurses and their 
patients are complex and sometimes confl icting. Nurses want to identify 
with patients, though they also hide their status from them and have 
authority over them. Th e relations between nurses and their healers are 
equally complex. Th ey are partly patients and partly experts, and thus 
threaten the authority of the providers treating them. 

Nurses as frontliners in HIV/AIDS care are confronted with many 
new realities for which they are ill prepared. In this chapter, I have 
introduced the lived experiences of HIV positive nurses suff ering from 
the disease they treat, and the further complex social relational tensions 
which arise out of this duality. To round out the picture of nurses’ 
experiences with ARV treatment, in the next chapter I examine their 
experiences with ARVs as a therapy with side eff ects. 
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5
HIV Positive Nurses’ Experiences 

of ART Side Eff ects

Users expect that medicines are eff ective, of good quality and therapeutic 
value, and that they will do no harm… but globally, 6.5% of all hospital 

admissions are due to adverse drug reactions. 

(Said Ellen ‘t Hoen at a stakeholders conference on ART, 17 January  
2009, Amsterdam; also see Hoen 2009) 

ARVs are drugs that work to restore life, and have been represented 
as a magic bullet by global treatment access movements, national 
governments, and mass media. But while they do have signifi cant 
therapeutic benefi ts, as with nearly all medicines they also have a host 
of unpleasant side eff ects. But how do HIV positive nurses experience 
such side eff ects? In this chapter, I argue that there is an embodied 
confl ict between the everyday bodily reality of ART and the biomedical 
discourse of hope, life, and adherence. Nurses tell a narrative of distress: 
they want to be able to perform their caring role, but also suff er greatly 
from side eff ects, and as such have diffi  culty practising what they preach. 

On 29 January 2007, Prim wrote the following note in her diary:
Today has been a terrible day for me f*** f*** I messed4 them 
up!! First, I swallowed the wrong drug this morning as I rushed 
to attend to my long line of patients, and the next moment I was 
seated yawning and irresistibly dozing in front of my patients. 
I went out to throw up twice today and I had this pounding 
headache. Next I caught myself after my drowsy eyes read 
wrongly the prescription that I was counting the wrong pills 
for the patient, and my senior dispensing colleague who was 
watching me closely shouts at me with no due respect or that 
the dispensing window was full of patients trying to get their 
meds. He even made a rude passing comment of “Is it morning 

4 “To Mess” is a term used by the nurses either in relation to their mixing up or missing 
their pills, or with reference to the consequences of those actions.
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sickness in the evening”? And I almost freaked out at him... I 
was exceptionally poor in my overall work performance today.

Two weeks later, during one of my usual visits to her home, Prim 
described another experience to me. Th is time it was from the previous 
weekend, and it had ruined her enjoyment of a wedding party that she 
had long looked forward to: 

Margaret, I began the second-line antiretroviral treatment last 
week but it is all too frustrating with this non-stop running 
stomach and I am told this will go on for at least seven more 
months before my system stabilizes on these drugs. Can you 
imagine on Saturday at the wedding, I spent most of the time 
seated, quiet, feeling drowsy and just frequenting the toilet 
while others had fun and danced with the just married couple. 
I actually regretted why I went at all. I was kind of embarrassed 
thinking that people were counting the times I had frequented 
the loo and I even started pretending as if going elsewhere.  

Now my skin is very dry, I feel a lot of numbness around my 
mouth and a rash of all things has covered my hands. I have 
been on leave for two weeks now but I am afraid and hate to 
think of what might happen when I get back to work… How 
will I control drug induced diarrhoea and if I have to frequent 
the toilet like [I] am doing now or be absent at my desk too 
often for that matter, and again with this rash, what will people 
think or say? I am already starting to look older than my age! ( 
Prim, February 2007)

During an FGD I asked the other nurses how they had experienced side 
eff ects and adherence with ARVs, and they told more stories of distress. 
Dorothy, below, was visibly angry and irritated when she spoke about 
her diffi  culties, and yet at the same time there was an unmistakable 
undertone of vulnerability.

I must be honest with you guys, for me I mess my drugs on 
average thrice a month. Th ere are those moments when I am 
under extreme pressure or stress and the clock seems to stop. Of 
course for me when that happens, I am hardly in control and I 
can’t rule out doing some things haphazardly… Yes, including 
missing or taking my meds wrongly! We simply have too many 
pressures, at some point you just fi nd that life seems impossible 
to run – it’s not yours anymore but it belongs to the drugs… 
Th ey can fi x you up, control your mood, control your head, 
your emotions, your stomach, everything, everything… Th ere 
are times I feel like abandoning them – I just get fed up and 
when all this happens, sometimes my patients and my work 
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suff er, since I can’t disclose to anyone what I am going through. 
I only pretend saying, “Well…it’s one of those bad days”. 
(Dorothy, February 2007)

Friends, tell me, what can you do when nobody teaches you how 
to treat a complex disease with a complex therapy, and more 
so, when you yourself are its number one entangled culprit? 
Nobody imagines or even cares what happens to you, let alone 
the innocent patients you know, no one wants to talk about it… 
Everyone is simply quiet and pretending all is well. It’s not, [I] 
am telling you today! ( Hariet, February 2007)

Below is an account by Molly about her diffi  culties with ART adherence. 
She spoke passionately, and towards the end she was sobbing and almost 
choking on her words.

Being on ARVs has taught me not only to be more orderly, but 
more messiness is part of me in this game… ARVs are very strong 
mysterious drugs. I must remember my drug timings – and that 
is really being orderly – but for how long? Only God knows. 
Th e days when I get my drugs wrong, I almost hate to look at a 
patient for the rest of the day because I am not myself! I am now 
on second-line treatment  but some drugs are too strong that my 
stomach is in circles and then my head too often runs around 
for even half a day and whatever else I do then is a mess! Th e sad 
thing is that I just can’t excuse myself, I have patients to attend 
to… Even if it may not be too frequent that I get my drugs wrong, 
I cannot rule it out that it actually happens. Sometimes I just 
feel like it’s a game – playing between patient and provider – yet 
it’s real and an inevitable game but it’s so hard, it’s so hard and 
nobody can understand what I go through. All I can say, ART 
is not just living in paradise; it is also like living in hell… I have 
to try hard to be in control... (Molly, October 2007)

Florence’s experience with ART side eff ects was no easier. She had 
started developing a hump on her back, a condition medically called 
lipodystrophy5, resulting from her ARVs. She now had to make many 
choices.

What do you do when a condition like lipodystrophy stares you 
right in the eye and announces gleefully, “You’re stuck with me!” 
It’s either you stop taking your medicine or ignore the voices 

5 Lipodystrophy is a possible side effect of ARVs. It may manifest as lipid redistribution; 
with excess, or lack of, fat in various regions of the body. This includes, but is not 
limited to, having sunken cheeks and/or ‘humps’ on the back or back of the neck 
(also referred to as buffalo hump See, for example, www.aidsmeds.com/articles/
Lipodystrophy_10726.shtml.
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that threaten to drive you mad, and that is me now. I am in a 
condition that can make anyone suffer from low self-esteem 
because of my changing body shape, and it means that with 
time I will only be able to wear very specifi c types of clothes 
because of this hump… I consider my condition a sign of my 
battle scars and at the moment, the most important thing for 
me is to stay alive, which means remembering to take my drugs 
like clockwork regardless of humps and any other physically 
manifest side effects that may [occur], and going for my monthly 
checkups and pill refi lls. (June, 2008)

ART as presently available is highly eff ective but complex to manage 
(Coetzee (b), Boulle, Hildebrand, Asselman, Van Cutsem & Goemaere 
2004 ). It necessitates lifelong treatment with at least three antiretroviral 
drugs (triple therapy or HAART). Martin (2007) has also shown that 
while ARVs have a positive eff ect, they also pass on harmful eff ects to 
those who take them at the same time. 

From experiences with the nurses and the general patient population, 
I observed that in the early stage of treatment many complained about 
side eff ects, but this did not stop them from glorifying ARVs, especially 
if they were experiencing dramatic improvements in their state of health. 
But once they had passed from a critically ill state to a more stable 
condition – particularly in terms of regained weight and strength – and 
had been on ARVs for a considerable amount of time (generally a year 
or more), then concern started shifting from surviving AIDS to ongoing 
well-being (also see Wilson & Ross 2001). Th is was a common pattern 
among patients and is also well documented in the literature (Martin 
2007). Th ere were more concerns then of what ARVs do to the body, 
both in terms of side eff ects but also regarding illness symptoms which 
persist even after long-term usage. Th is sort of refl ection meant that 
patients and (HIV positive) nurses also started perceiving ARVs in a 
diff erent light. 

HIV Positive Nurses’ Stories of Distress
ARVs and their related side eff ects can aff ect not only the body but also 
the ability to control emotions and maintain a social life. Many nurses 
suff ered side eff ects; for instance sleepiness, drowsiness, lipodystrophy, 
numbness and dry skin and rashes. As a result, nurses sometimes failed 
to perform according to expected standards, which led to feelings of 
anxiety, fear, shame and embarrassment as well as to damaging of their 
confi dence and self-esteem. But when such feelings became internalised 
they developed into self-stigma. For instance, given Prim’s young age, 
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ARV side eff ects had become a source of anxiety. She was anxious to keep 
looking young while at the same time remain alive. Th us lay a serious 
emotional tension because with ARVs the options are clear: either you 
accept them and how they shape or form you, and learn to live with 
them, or you give in to AIDS. But even then it is not so simple, because 
taking ARVs does not guarantee winning the battle against AIDS; they 
only keep AIDS at bay temporarily. Yet the ability to live a relatively 
healthy life and maintain relative control over the body with some degree 
of permanency is something which most people on ART desire. 

On the social side, failure to perform according to expected standards 
led to sanctioning. Prim for instance, was publically sanctioned by her 
colleague who seemed oblivious of her desire to maintain professionalism, 
honour and respect in front of their patients. Th is sanctioning resulted 
into a tough self-evaluation, which revealed a strong desire by the 
HIV positive nurse to maintain exceptional standards as a professional 
without her illness experiences interfering in her work. Th ese nurses 
often admitted, however, that maintaining such standards was no 
longer entirely within their control. Th ese nurses’ accounts demonstrate 
how stigma occurs in everyday life, and the reason why it is at stake 
in everyday experiences is because of the (real and/or perceived) fear 
of anxiety and shame coupled with the (real and/or perceived) fear of 
abusive interpersonal relationships.

HIV positive nurses generally had similar ways of looking at and 
living with ARVs and their side eff ects, some of which are short term, 
such as headache and running stomach, while others such as dry skin, 
muscle wasting, and lipodystrophy are long-term. Some nurses had come 
to terms with the side eff ects in quite radical ways. For Harriet, it was 
always to look at the bright side of things; something she had learnt to 
do, and which she augmented with her faith. But it was clear that the 
nurses were in diff erent stages of coping with their experiences of their 
illness and side eff ects. Th ey swung between being brave, confi dent 
carers in front of their patients, to fragile, emotional patients when 
away from them.

Being on ART is, in a sense, a discipline. It enforces routine and 
orderliness among patients in as far as one has to adhere to drug timings 
and keep pill refi ll appointments. However, messiness is unavoidable. 
On the one hand, the required orderliness or discipline paradoxically 
result in messiness, through the development of long-term side eff ects as 
a result of ARV usage. Furthermore, the messiness also results directly 
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from side eff ects which are temporary, like headache and nausea, or from 
missing drug timings or taking the wrong drugs. 

Th e nurses were clear that they did not want ART side eff ects to 
give away their HIV positive identity to their patients. Th ough ARVs 
often do work eff ectively at restoring health, sometimes they cause 
dramatic changes to the body, including in its anatomy. Nurses’ role as 
players here is to try to be in control of their bodies, to be independent 
of or minimise the negative eff ects of ARVs on the body. Contrary to 
the nurses’ experience with illness, where HIV/AIDS was seen as the 
major opponent and ARVs the major ally, over time and with experience 
ARVs remain an ally but at the same time become a major opponent, 
in as far as they produce undesirable side eff ects. Th e nurses were thus 
confronted with keeping up the image of ART as a simple to use, 
eff ective technology that you should adhere to, while at the same time 
practising both adherence and  non-adherence and experiencing side 
eff ects themselves.

Nurses’ Shifting Experiences of ART 
Even when the nurses experienced severe side eff ects, ARVs continued to 
be referred to as very strong, mysterious drugs. ARVs retained their strong 
personifi ed imagery as a result of their two-way eff ect on bodies: they 
have the ability to restore bodies from near death to life, but they also 
prevent total control over the body due to the negative side eff ects, some 
of which permanently reshape the body and can even be life threatening. 
Th is clearly shows that ARVs are but a temporary measure against HIV/
AIDS, and this uncertain state or function is also part of the mystery of 
ARVs, in that one never knows when the period of relative stability will 
come to an end. Th e ability of ARVs to invoke such mystery also means 
that they retain the strong imagery surrounding them.  

ARVs can ‘fi x you up’ and exert negative control over your head, 
emotions, and mood, all of which can lead to poor nursing practise 
and work relations. It has been proven that poor attitude can derail 
the necessary application of logic and scientifi c method in the practise 
of medicine (Radecki, Shapiro, Th rupp, Gandhi, Sangha & Miller 
1999), and can also result in fragmented care, apathy, and discomfort 
during care, with potential impact on outcome optimisation (Buskin 
2002). In addition, for these nurses there seems to be underlying shame 
associated with the fact that they cannot maintain the high standards 
that are demanded of them as carers, and that they too demand from 
their patients.
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Prim’s body was rotting away prior to initiation on ARVs. When she 
started treatment, she saw it as a wonder drug, a life saver, a restorer of 
the hope she and her family had lost, a kind of resurrection from the dead 
after everyone – including herself – had given up. Like all the other HIV 
positive nurses, when Prim’s body began to recover and regain relatively 
stable health, her concerns shifted from surviving death to well-being; 
in other words, shifting her self-conception from one of a rotting and 
undesirable body to once again having one of style and form, free from 
side eff ects and persistent symptoms. But ARVs have side eff ects, and 
they become less bearable once the body is no longer under the lingering 
threat of death. 

Among the most common side eff ects mentioned by the nurses – 
caused mainly by the triple combination therapy efavirenz, nevirapine, 
and zidovudine – were confusion, impaired concentration, feeling 
‘stoned’, depression, dizziness, rash, loss of appetite, headaches, 
nervousness or anxiety, night sweats, strange dreams and nightmares, 
difficulty sleeping, and agitation. Although these were generally 
temporary, there were more long-term side eff ects like dry skin, changed 
body shape, ingrown toenails, and muscle wasting. For the nurses, these 
side eff ects made them suff er from low self-esteem. For example, Dorothy 
was suff ering from lipodystrophy, which left her limbs without the mass 
they had when she was a girl. Th is meant she could only wear very specifi c 
types of clothes to hide her changed shape, and she felt uncomfortable.

Nurses’ Desires to Perform their Roles 
Th e HIV positive nurses wanted to be able to perform their caring roles. 
Th ey had to play two roles at the same time, or sometimes struggle 
simply to move between roles without necessarily being in control. Th e 
struggle to keep the two roles of carer and patient distinct resulted from 
the two-fold desire to maintain the respect and honour of their patients, 
and to retain confi dence in their ability to care as they feel they should. 
For instance, experiencing side eff ects made Prim hate to look at her 
patients because her emotional and bodily balance was lost and she was 
no longer in control. Th is is something which all the nurses lamented 
about in their daily experiences.

Dorothy was explicit about the fact that when she experiences the 
side eff ects of ARVs, she sometimes loses control. Th e nurses feared not 
only to disclose their HIV status, but also to disclose that they were on 
ART and/or suff ering side eff ects. Nurses acknowledged that they did 
not know how to live this dual role, for while they could learn to accept 
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it somewhat, they still felt vulnerable in that they did not know what 
was really expected of them as HIV positive individuals held between 
the opposing roles of patient and carer. 

During an Open Up meeting in 2007, Harriet told of another 
ambiguity she suff ered because of this dual role:

Because I disclosed my status at work I feel like sometimes I 
even suff er more and I blame myself for what I sometimes go 
through… What you guys describe happens to me too and 
sometimes I simply freak out and can even yell at someone. 
But I have learnt to ignore the nasty passing comments from 
colleagues… Deep in my heart I just say, God forgive them if 
only they knew… But they don’t know. At the moment, the most 
important thing for me is to stay alive.  Also I try very hard to 
stay focused; I like to look at life as a glass that is half full rather 
than half empty. When I am tempted to bemoan the loss of my 
beautiful skin to a dry cracky one, I look at the bonus years I 
have enjoyed since I was condemned to death when I tested HIV 
positive 13 years ago. And then I look at the time I have been 
given to spend with my beloved children because of these drugs. 
Th is is usually enough to jerk things back into perspective for me.  

Harriet was faced with another big challenge, namely disclosure. 
Th ough disclosure is promoted as a global imperative against stigma, 
Harriet as a nurse-patient felt she sometimes suff ered stigmatisation 
and discrimination as a result of having disclosed her HIV status. Her 
experience points to the fact that her workplace environment was not 
conducive for her to freely exercise her dual role. 

Th at medicine combinations had to be changed, and nurses had 
to go for monthly visits for check-ups and pill refi lls, refl ects the fact 
that their bodies must be seen as being in need of constant monitoring 
and surveillance. Th is is something that made them feel vulnerable, as 
they became aware that complete wellness, independence, and control 
could never be achieved. To be under constant surveillance is to lose 
privacy and individuality – one becomes a body controlled by a global 
technology – and the users of this technology struggle to stay in line 
with the strict controlling and disciplining discourse surrounding ARVs. 
However, common to all the nurses’ accounts was the desire and struggle 
to maintain control over the body, both in terms of biology and within 
the social environment; though they did not exactly succeed on all 
fronts (as I demonstrate later). For instance, Prim aptly described how 
acting out her double role of patient and provider was a strenuous game 
which she often became fed up with. Like many nurses, in the process 
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of trying to conceal her ordeal from colleagues, Prim seemed to undergo 
even more stress, emotional torture, and pressure. Her description also 
has overtones of self-stigma due to her personal convictions, her fear of 
unpredictable responses from her social environment such as colleagues 
and patients, as well as a generally unsupportive workplace atmosphere 
in terms of attitudes and behaviours of both colleagues and patients. 

Th e stories above reveal that nurses were uncomfortable when they 
messed up their pills, and their experiences were undeniably grave and 
sometimes overwhelming. Such messiness starts at the individual level 
but transcends the individual to encompass the social world, because the 
eff ects of missing or messing up one’s pills can be easily extended onto 
patients – intentionally or unintentionally – and because the mechanisms 
needed to correct it require others’ involvement. For instance, the 
nurses expressed a great desire for support, saying that often when they 
experienced such messiness (for example severe drug side eff ects due to 
missing or messing up doses), they needed a day off  and someone to talk 
to, be able to recover. But at the public clinic none of this kind of support 
was available in the workplace structure because nobody ever recognised 
that sometimes HIV positive nurses go through the experience of “living 
in a furnace at the workplace”, as Prim put it, when they confront the 
challenges of being a patient and provider at the same time. 

Nurses acknowledged that the quality of their work sometimes 
suff ered – this was an issue that was raised by all – while at the same time 
they showed great concern for their patients. Th is concern was often given 
as a major reason for their search for coping strategies to improve their 
situation. Th ere was a sense of vulnerability and helplessness running 
through their words, with undertones of anger and frustration; nobody 
equipped them with the skills they felt that they needed.

Ultimately, the nurses desired to care better. Th ey were trained to 
be very precise in their medical practise; however, having HIV brought 
them face to face with a messiness that aff ected their work. Taking 
ARVs was also doubly hard in the sense that to get their pills wrong 
or to simply suff er side eff ects threatened to expose their HIV positive 
identity, something which they worked hard to protect. So, while their 
narratives contained expressions such as ‘seeing the light’ – because by 
experiencing HIV/AIDS and ART fi rst-hand they were able to better 
understand their patients, which prompted them to care better than 
before – they also contained refl ections of their struggles and tensions 
in the process of trying to come to terms with two personal, confl icting 
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identities. How did the nurses resolve these personal struggles and 
manoeuvre between the role tensions? I come back to this question later. 

Inability to ‘Practise What You Preach’
During one FGD with the nurses, I was amazed at the excitement and 
commotion that erupted after Prim shared her story about messing up her 
pills, with everyone eager to share why, how, and what happened when 
they missed their pills. All four women in the group missed or messed 
up their ARVs on average thrice a month for various reasons, including 
because of side eff ects or simply being fed up. Florence shared that in 
the early days, as a result of messing up her ARVs and the consequent 
side eff ects, she had actually abandoned the drugs for a whole month 
until she started becoming sick again. She had tried to hide it from 
her strict doctor, but upon learning about her poor adherence he had 
rebuked her, saying that she was digging her own grave; she simply told 
him off , saying “You do not understand my situation, for all you care”. 

Being an HIV positive provider on ART also aroused memories of 
regret for mistakes made earlier in the nurses’ careers, before they had 
fi rst-hand experience of what their patients were going through. For 
instance, in another Open Up meeting, Florence shared that:

 Before I started on ARVs, I simply could not understand why 
people don’t adhere to treatment. I sometimes used to get furious 
with my non-adherent balwadde [patients] and there are some 
times when I made very negative comments to them about their 
behaviour. I once rebuked a pregnant woman: “Why don’t you 
just stop being pregnant and fi rst swallow your meds… Don’t 
you know we are doing you a favour to give you these drugs, or 
can we order your coffi n?” Can you imagine, I really said that 
to that poor woman! Today I know better and I regret those 
statements. ( July 2007)

Florence’s refl ection demonstrates how these nurses generally talked 
about their past caring relationships and interactions in the clinic. Th e 
past is considered the period when they either did not yet know their 
HIV status and/or did not yet suff er from AIDS; but more specifi cally, 
before they had started taking ARVs. For one thing, starting to take 
ARVs and experiencing their attendant burden – including pill burden, 
side eff ects, and persistent OIs – acted as an awakening moment to the 
reality of HIV/AIDS and the complexity of its treatment. It created an 
awareness in these nurses that brought them right into a lived reality of 
those they had cared for before they discovered their own HIV status 
and started on ARVs themselves. It was almost inevitable that nurses 
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evaluated their past behaviour against their present experience of this 
lived reality – ‘seeing the light’, so to say.

Th e nurses at the NGO clinic also described similar incidents. For 
instance, Herman described missing or messing up his drugs at least 
thrice a month, with reasons ranging from forgetfulness to indiff erence 
to the side eff ects he was suff ering on his second-line regime. Molly 
described sometimes forgetting her drugs when she returned late and 
too tired from the fi eld.

Sometimes I get home and I just crash on my bed. After an 
exhausting day in the fi eld, all I want to do is close my eyes, 
sometimes I even miss dinner because I am too tired. And yes, 
like this I miss my drugs a lot but I try to compensate the dose 
later, and a few times I get into trouble as I am too drowsy or 
nauseated to work on my patients. In such cases I sometimes 
feel bad for my patients because my mood is simply not there to 
work or to be very nice to them. You know, suff ering a side eff ect 
can make you uncomfortable and very moody and it is diffi  cult 
to control yourself. But often colleagues are very helpful – if it 
is worse, they step in. Th ey try to help me more than they judge 
me. (Molly, November 2007)

While at the public clinic nurses struggled with their experiences of 
messing up their drugs and acted to conceal what they were going 
through for fear of unintentional disclosure, at the NGO clinic these 
experiences were much lighter to bear because of the understanding 
and support of fellow nurses. Sharing one’s status at the workplace led 
to positive outcomes for the NGO nurses because of the supportive 
atmosphere; and this was not only perceived, it was actively cultivated 
in the organisation, for example through the daily morning staff  prayer 
and open dialogue, fortnightly staff  meetings, the mid-year retreat 
and end-of-year party, and staff  outings. Such attitudes within the 
workplace environment are clearly very important for supporting the 
disclosure imperative and are a positive strategy in fi ghting stigma. Such 
an atmosphere of support did not prevail at the public clinic; instead 
judgmental attitudes were perceived and experienced, which made the 
nurses choose not to disclose. I will return to this point in more detail 
later. 

Below, Molly from the NGO clinic narrates how she experienced ART 
related side eff ects and persistent OIs that had failed to respond to ART 
treatment. In the next chapter, I draw insights from her experience to 
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highlight how she dealt with these side eff ects and how she appropriated 
her experience to lead to new care practises at the institutional level. 

I always feel uneasy having to go to treat my patients with rashes 
all over my body. I got severe rashes when I started taking ART. 
Th is was a terrible side eff ect. I wondered if I should just stop 
taking the drugs but I knew I needed them and my deteriorating 
condition convinced me the more. I felt so sorry for myself and 
sometimes I think about it and I get a bit uncomfortable because 
the rash was really severe – you can’t imagine how terrible it 
was. And then, encountering patients, talking [to] patients, 
they added salt to injury. Margaret, you don’t know how these 
patients’ minds work, what I am going to tell you is an experience 
I will never forget. 

A patient friend of mine once shared with me what newly 
recruited patients for ART talked about me while we prepared 
to initiate them. Th ey were wondering how possible is it that the 
drugs we were to fi ll them with could help them when for two 
months they were seeing me always full of rashes and herpes! I 
had told them the drugs work and they restore one to full health. 
But what about me – why did I look the way I did? Th at time I 
had developed rashes all over my face and neck and herpes zoster 
on both my hands and on the left leg, and these disturbed me 
for about six months. Patients knew and associated these with 
HIV. So why was I not using the drugs to help me if they really 
worked as I was telling them?

Th e truth is when I started using ART, I got severe rash and other 
side eff ects, and herpes simply could not go away but got worse. 
And this I found diffi  cult to tell them. As they horribly stared 
at me, I knew my image would kill their confi dence that I was 
already struggling to build in these drugs. I tell you what, for 
about two months, going to the fi eld was like a nightmare for me 
after I heard those patients’ comments. Th is thought disturbed 
me for some time. It left me refl ecting a lot. I asked myself, what 
am I doing telling these very innocent but mature people that 
we are giving them a lifelong treatment to prolong their lives 
when all they could see on me – at least to their own eyes – were 
actually signs of suff ering (although personally I never felt much 
physical pain because I was using the codeine painkiller, but I 
suff ered severe emotional pain from their shocked stares and 
their babbling about my condition). I felt bad that I was being 
a bad role model.
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Molly’s statement clearly brings out the clash between a biomedical 
narrative of ART as bringing hope and the lived reality of adverse 
eff ects. Like the other nurses, Molly suff ered at these times, in particular 
because disclosure in these cases was not voluntary. Just as AIDS and its 
associated symptoms can give away one’s state of health through indirect 
disclosure, so too can ARVs through side eff ects such as lipodystrophy, 
muscle wasting, and severe rashes. Complicating the matter further, such 
side eff ects present ART as a technology that also has serious down sides, 
thus rendering the message about ART ambiguous; something which 
the nurses found challenging because it diverged from the professional 
message they were expected to preach to enhance adherence. Th e nurses 
are told to inform patients about the drugs, and tell them things that 
they know through personal experience are not true, or at least are not 
wholly true. Th e facts given to clients about the drugs, therefore, need 
to be made less black-and-white and more nuanced – that they may 
cause substantial diffi  culties, even if they’ll also save your life. Th at will 
also likely improve adherence. As clearly seen from Molly’s experience 
of being a bad role model, if health workers do not tell the whole truth 
about the drugs and their eff ects, they are most likely undermining 
adherence, not promoting it. Th is comes out here as a critical point in 
the treatment education for patients that needs to be addressed.

Th ere seems to be a stage in the experience of being on ARVs when 
disclosure ceases to be a voluntary matter and becomes unavoidable, or 
when maintaining secrecy must simply stop to be a concern. Much as 
ARVs give back relative control over the body, at a certain point they 
retake control in the sense that they create (permanent) marks on the 
body by which they identify the individual. One might start taking ARVs 
in hiding, with the purpose of concealing symptoms of HIV/AIDS and 
the shame that comes with it, but eventually the drugs seem to take on 
a personality of their own, and transform the body in their own image, 
so to speak. With Florence’s developing condition of lipodystrophy, for 
instance, the ARVs reshaped her body against her will, and thus began 
conditioning her to do specifi c things and not others; for example, 
wearing certain clothes to hide her hump, feeling diff erently about 
herself, and having to adjust to a new identity. As Florence put it, she now 
had a permanent condition that she had to live with, and had to learn 
to accept that she no longer looked ‘normal’. Th is is, however, contrary 
to the reasons why many people often take these drugs – they want to 
be ‘normal’ and have their physical health and body outlook restored. 
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I have shown above that as carers treating the disease they suff er 
from, the experience of using ART reveals to them an embodied confl ict 
between what they have to preach daily about ART to their patients and 
their everyday bodily reality. It is a technology that is both good and 
bad, and nurses fi nd themselves in an ambiguous situation as they have 
to promote hope, life, and adherence to their patients even when their 
own bodies may be clearly revealing the opposite, as they make visible 
the suff ering related to ART side eff ects. Such ambiguity makes nurses 
experience and have to live with a fear and anxiety - of not being able 
to undoubtedly show or practise what they preach to their patients; and 
furthermore, bear the guilt of not being able to comply with expected 
standards when they mess up or miss their treatment. 

For these HIV positive nurses, the body goes through a transition 
cycle on ARVs, from wellness to illness to relative wellness and fi nally to 
deterioration (given that ARVs are not a cure). Nurses desire to restore 
their bodies to relative wellness by fi ghting HIV/AIDS symptoms 
and drug side eff ects, in order to perform the same activities as prior 
to their HIV diagnosis. Th e desire to maintain a symptom-free body 
works on several levels, including experiences internal to the body – for 
example dizziness, altered mood, and headache – which cause nurses 
discomfort, and those external to the body – such as rashes and changed 
body shape – which others may see and pass judgment on. It is also 
infl uenced by experiences beyond the body; for example, of caring for 
others or being cared for, and the desire to do the things one likes. Th ere 
is no standard dose for ARV treatment, and these nurses revealed that 
they had tried diff erent combinations, with diff erent outcomes. Th at 
bodies become rotten and disgusting; that even with ART bodies still 
show disintegration and are not within control – either by nurses or by 
ART – meant that nurses lived with anxiety and the fear of being seen 
as they were and their HIV status being disclosed against their will. 
Th e physical crisis of this bodily experience; therefore, made the nurses 
search for ways to deal with this, and they became creative in several 
ways, from secretively searching for much needed psychosocial support 
for themselves, to employing their dual role to demand for and borrow 
ART for their patients, to advocating for a herbal cream to be integrated 
in the ART programme and engaging herbalists in the biomedical clinic 
to learn how to prepare the herbal remedy for themselves and their 
patients. It is these mechanisms of coping, and the extra miles they went 
in care, that I turn to in the subsequent chapters.
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6
Negotiating Ambiguity: 

Nurses Create Safe Spaces

Secrets keep you sick… You need to fi nd a safe space to open up. 
(FGD with HIV positive nurses)

Over the past years of HIV/AIDS treatment and care, support groups 
have become a key way of addressing patients’ various associated 
psychosocial needs, and are meant to reduce emotional distress and 
promote positive living. Support group activities include disclosure 
and testimonials, delivered verbally and/or through drama, as a way to 
fi ght the stigma and shame attached to HIV/AIDS, and they aim to 
improve treatment adherence through providing information (Gillett & 
Parr 2010). According to the biomedical approach to HIV/AIDS care, 
it should be a routine requirement for HIV patients, especially those 
on ART, to belong to a support group and have a patient buddy (MoH 
2003). Th ese groups are sometimes referred to as post-test clubs, and are 
usually found at HIV clinics. Th ey have proliferated, and documented 
evidence attests to their eff ectiveness (Coetzee et al. 2004b). 

However, this normative requirement for participation in support 
groups does not consider whether the messages delivered are appealing 
to participants or not. Nor has much attention been paid to the cultural 
assumptions that underlie and give meaning to the information 
communicated, or to the cultural work that members often perform as 
they attempt to arrive at shared understandings about HIV/AIDS and its 
impact on their lives. In this chapter, the narratives from HIV positive 
nurses are seen as inextricably linked to identities, in the sense that 
“narrative functions act as the glue that enables human life to transcend 
the natural incoherence and discontinuity of the unruly everyday … by 
imposing a point of origin and orientation toward closure, and thereby 
structuring the otherwise meaningless into a meaningful life” (Bamberg, 
De Fina & Schiff rin 2007: 5).

It has been well documented (Fournier et al. 2007; Dieleman et al. 
2007) that in the wake of the scaling up of HIV/AIDS treatment and 
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care, organisational responses in Uganda have been limited to providing 
protective materials and HIV/AIDS related services to patients. Th e 
health workforce, however, has been left without due attention. To 
round out the picture of nurses suff ering from the disease they treat, 
in this chapter I describe the way in which some of the HIV positive 
nurses came to embrace and experience the reality of their dual role by 
seeking psychosocial support through a support group, albeit  in a non-
normative and secretive fashion. 

As discussed in Chapter 2, when ARVs were transferred to resource-
poor settings, nurses working in HIV/AIDS care had to work with a 
new package of practises and ideals based on globalised imperatives, 
which changed the way they treated and interacted with their patients. 
Th ese included the ideals of confi dentiality and involving patients in 
treatment decisions, disclosure as an imperative to fi ght stigma, and 
emphasis on joining support groups and becoming advocates of ART 
and ambassadors of positive living, the latter of which, involved going 
public about one’s HIV status and giving testimonials. Public health 
policy on HIV/AIDS in fact emphasises a dialogue of openness. Under 
this normative and biomedical approach it is assumed that if people 
disclose and live openly and positively, then there will be less stigma. 
Th is is also what we hear quite a lot in Uganda. But as the fi ndings here 
show, stigma does not actually disappear but instead takes on diff erent 
forms and is perpetuated in new ways. 

Nurses in particular, as front liners in HIV/AIDS care, were 
confronted with all these new concepts and realities for which they were 
ill prepared, and which created new burdens (Jaff ar et al. 2005). But what 
was the experience of those who were confronted with these new realities 
as carers and patients at the same time? How were these conceptual 
realities translated into the work and life practises of HIV positive 
nurses? How did they achieve a balance between the reality of their 
lives and the expectations of the public healthcare system, colleagues, 
and patients? What is the relationship between personalised networks 
and the persistence of stigma? And as providers and patients of a highly 
stigmatised disease and its treatment, how have they managed to remain 
discrete about their HIV status over time? I address these questions in 
this chapter and show that as a way of coping with the demands and 
constraints related to a globalised approach of ART implementation, 
nurses have created safe spaces of secrecy and openness. 

My argument here is that these nurses worked to negotiate points of 
agreement among themselves about the various sources of knowledge 
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and often confl icting beliefs which they held about what support groups 
should be. Th ey created a synthetic model which rejected many of the 
assumptions underlying the dominant biomedical view of support 
groups, particularly the emphasis on disclosure and the idea that they 
should be arenas where one is coached to live positively or openly; 
assumptions which the nurses found rather unappealing. Th ese nurses 
stood up for one another by maintaining secrecy and strategically helping 
one another in many ways. Below I show how in negotiating their dual 
role the nurses created safe spaces like the Open Up6 group, where 
through negotiation they reached a consensus and rejected biomedical 
assumptions that were unappealing to them. 

The Genesis of the Secret Open Up Group
When I started my research at the public HIV/AIDS clinic in July 2005, 
I took on the role of a volunteer counsellor7. In April 2006, I requested 
to have a focus group discussion with four female nurses. Two of these 
nurses had shared their HIV positive status with colleagues at the 
workplace; among their fellow healthcare workers, it was known that 
they were HIV positive and using ARVs, although they never collected 
their pill refi lls at the clinic. Th e other two nurses had privately disclosed 
their HIV status to me during in-depth interviews in November 2005. 
Based on my previous interviews and conversations with all the four 
nurses, I requested that the focus of the discussion be their experiences 
as ART providers, to which they agreed with enthusiasm. 

During the FGD, which I conducted at the end of a working day 
at the clinic, the nurses’ initial enthusiasm later turned into emotional 
outbursts and sobs as they talked about pressing issues within the 
workplace and their personal lives. I dropped my role of researcher and 
became a counsellor as the FGD took on a new twist, turning into a 
space for emotional release that lasted well over four hours, until 8 o’clock 
in the evening. Th e general mood kept swinging between laughter and 
tears, and their insights led me to refl ect on how the healthcare system 
deals with HIV/AIDS. Th ey delved into the realities of hiding shame, 
dealing with life after testing HIV positive, as well as contradictions 

6 I use pseudonyms for the nurses, however as a group they gave me permission to use 
the actual group name after they had read and commented on the initial draft of this 
chapter.

7 This was after three weeks of intensive training in ART counselling, in addition to 
my previous experience as a VCT youth counsellor, coupled with my long experience 
of caring for HIV/AIDS patients within my own family.
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in care. Th ey narrated tales of frustration, strength, hope, and despair. 
After hearing what the two nurses who had gone public about their HIV 
status had to say about their experiences and how they managed to get 
by, the two nurses who had never shared their status with anyone at 
the workplace also decided to open up about their personal life stories 
and reveal their status within the FGD. Th is turned into a moment of 
revelation as the nurses revealed their secrets to their colleagues. However, 
they made it categorically clear that they did not want anyone else at 
the clinic to know. 

Th is encounter left me thinking about the ethical dilemmas of 
conducting research on very sensitive issues. I must admit that as a 
researcher I was caught off -guard at this moment during the FGD, 
which is why I dropped the researcher role, stopped asking questions, 
and became an observer as the conversation developed among the four 
nurses, only chipping in now and again to calm emotions and fears. I was 
helped by the fact that I was dealing with a more or less homogeneous 
group in terms of professional background, experience, and gender.

At the end of the FGD, the four nurses opted to adopt and modify 
the FGD into something more personal, and so were born the Open 
Up group meetings in May 2006. Th is group was formed as a secret 
sharing network, based on trust that the four members would not tell 
others about the group, refer new people in, or reveal the content of 
the meetings or the status of the two who maintained secrecy. Th e 
meetings were secretive and sporadic, taking the form of gatherings at 
one another’s homes or in other public yet discrete locations, such as 
a church garden, to share experiences and off er one another the much 
needed psychosocial support. Th e name Open Up comes from a famous 
television talk show in Uganda, where people go on air to express usually 
very painful experiences in their lives, such as the search for lost loved 
ones, overcoming traumatic experiences like defi lement or rape, as well 
as issues in everyday family life such as domestic violence.

On several occasions during my fi eldwork, the nurses invited me to 
their group, which met on average every other month, and this gave 
me the opportunity to follow up on key issues with them over a long 
period of time, and helped me gain insight into the backstage of their 
lives. Th ey would often begin by discussing their personal experiences 
at work, and then many other topics would follow. I was thus able to 
observe and document the processes they went through to arrive at a 
shared understanding of their experiences with HIV/AIDS, as patients 
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and as providers. Th eir invitations to me were usually not openly framed 
as being for the purpose of discussing issues related to my research – 
which was common knowledge at the clinic – but to share a cup of 
tea or a meal; this was a nice way to disguise their agenda and not 
create suspicion among their co-workers about the Open Up meetings. 
Sometimes, when I wanted to take up a more pure researcher role, 
I would request a specifi c meeting with them, which often took the 
form of an FGD or interactive group discussion. I felt this was key to 
maintaining their trust and to not be seen as taking advantage of their 
group meetings for my own end. Th ey welcomed my requests for more 
focused discussions, reasoning that my questions helped them discuss 
and deal with fundamental issues which they often took for granted, 
and about which they gained in-depth insight from one another.

Content of the Secret Meetings 
During the fi rst and subsequent Open Up meetings, the four nurses 
talked about the diffi  culties they encountered upon discovering their 
HIV positive diagnosis, and subsequently with treatment, adherence, the 
stress of dealing with their bodies in relation to side eff ects and persistent 
symptoms, and diffi  culties in their interactions with work colleagues. 
Th eir narratives diff ered greatly. For instance, some talked about HIV/
AIDS in relation to the religious model of accepting all that comes your 
way as the will of God (with the attendant notions of love, forgiveness, 
bearing a cross, or punishment). Other narratives were related to the 
(earlier) popular cultural model of HIV/AIDS as a disease that will 
eventually kill you, and whose treatment itself accelerates suff ering 
because of side eff ects and is ultimately useless. Other stories related 
illness experiences to the traditional cultural model of ancestral spirits 
and misfortune; of why other people do not like you and misfortune 
befalls you. Yet other narratives were related to the biomedical model of 
disclosure and adherence, as promoted in mainstream support groups. 

In the meetings, typically one nurse would raise an issue and discuss 
it in the context of her experiences, where she would frame it in relation 
to certain beliefs and knowledge systems (as mentioned above). Th ey 
often described experiences, debated and argued with one another, raised 
unanswered questions, and advised one another on how to deal with 
the challenges that came their way. In particular, they saw the group as 
a place to fi nd relief from their emotions and feelings. 

We talk and also argue a lot even beyond our experiences at 
work. We usually discuss from specifi c to general issues, issues 
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that talk to our situations from the church to the clinic to the 
market, to the newspapers, to television. What is interesting is 
that we also never seem to run short of what to talk about and in 
a way it is always important stuff  for us. (Florence, June 2, 2007) 

When we meet, we also openly take care of one another’s 
psychosocial needs which are often never talked about even in 
what one calls ART counselling. You know secrets can keep you 
sick. I remember two of us, even after having been through all the 
routine counselling at some NGO run clinic, still had so many 
painful emotions which we had never let out simply because 
we are too afraid to talk about them or never got someone who 
would really listen. We need to be listened to and here in our 
group we really listen to one another and feel listened to. Some 
of us used to get very emotional and even burst out crying like 
babies during the Open Up meetings as we shared very personal 
experiences related to ourselves or our patients. Th is shows how 
much pain we had kept in our hearts … pain related to many 
things. (Dorothy, June 2, 2007)

Initially, we spent a lot of time talking about one another … 
really gossiping and arguing, as the old vice at the clinic is. But 
with time we have learnt to talk to and with one another, and 
sometimes to share on common ground. With time we have 
also incorporated a prayer at the beginning and sometimes at 
the end. (Prim, June 2, 2007)

Th e content of what happens in this group makes it seem essentially 
just as a post-test support group, but that it happens to be serving a 
particular group of people who are otherwise underserved by such 
groups due to the very nature of their work. But as I show later, there is 
something unordinary about this group which makes it diff erent from 
the conventional HIV/AIDS support groups

As Prim recounts above, in their attempts to come to terms with what 
it means to have and treat HIV, these nurses learnt with time to relate 
to one another better, and the group evolved in terms of the content of 
their discussions and the various sources of knowledge upon which they 
drew. Two of the nurses often stressed their religious faith and how it 
helped them to deal with their experiences. For instance, Harriet became 
a saved Christian in 2005, long after she discovered her HIV positive 
status, and now uses it as one of her main forms of identity. She often 
made Biblical references during the meetings when narrating how she 
tried to overcome the stresses related to her health status and work. For 
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instance, she told of how she often reminded herself to accept what she 
termed her special ‘illness package’, quoting Matthew 16:24-288 and 
commenting thus:

As I told you earlier, I was scared for my life, my work, my 
children. But since I joined the church here and accepted Jesus as 
my personal saviour, I accepted this illness as a cross that I have 
to carry daily and follow Jesus Christ my saviour. I surrendered 
all to him and left nothing for myself. All I do now is for him 
because I did so much for myself but never was I satisfi ed as I 
am now, I am peaceful spiritually and happy physically and I 
no longer fear to die. All this I try to remind myself as often 
as I can and it has helped me come to terms with the pain I 
suff er and go through in life and now with this illness, stigma, 
etc. Christ suff ered to set me free and in all honesty if I love 
him I must accept to share in the suff ering of my master. Th is 
conviction has developed over time after I managed to overcome 
guilt feelings related to my illness and now it helps me a lot to 
go out of my way to care for my patients despite hard conditions 
at my workplace.(Harriet, June 3, 2007)

Harriet’s concerns in this narrative reveal how she has negotiated her 
illness and fears over time. She shifts discussion from the emotional 
fears brought about by HIV/AIDS to fi nding new hope in the church 
and a new model by which to explain her illness and life stresses. She 
speaks of her spiritual and physical well-being, her relationship with 
life and death, and the broader issues of how this model is actualised in 
her work. Th e satisfaction, peace, and happiness that followed after she 
gave her life to Jesus are evidence of her God’s power and love for her. 
In fact, God’s role in the lives of both Harriet and Dorothy in healing 
the spirit and bringing happiness with time became convincing to the 
other two members of the group. Th ey also began to use it to reconcile 
the confl icts they were experiencing in their personal and work lives. 

During this particular meeting where Harriet refl ected on her faith 
and how it augmented her caring role, Prim shifted the topic to discuss 
how the experience of sharing and debate in the group had transformed 

8  Matthew 16:24-28(Bible-NJB standard edition): “If anyone would come after me, 
he must deny himself and take up his cross and follow me. For whoever wants to save 
his life will lose it, but whoever loses his life for me will find it. What good will it be 
for a man if he gains the whole world, yet forfeits his soul? Or what can a man give in 
exchange for his soul? For the Son of Man is going to come in his Father’s glory and 
with his angels, and then he will reward each person according to what he has done.” 
(Wansbrough, H.O.S.B 1985)
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her mind about spirituality, and how she used this to cope with colleagues 
at work. She admitted that she had initially held a very rationalistic view 
of what helps one heal faster and be less stressed. For her, it had been 
medicines and adherence, disclosure and promoting positive living; views 
which were largely biomedical. 

When we started to have our meetings, Harriet always had a 
Bible with her and often gave several quotations to us from there 
and I thought, ‘Well, is she trying to convert us all to her faith?’ 
I thought, as a medical person, Harriet was being too irrational 
with her illness experience. I despised her Bible talk and was 
always apprehensive and resistant, always fronting rationalism 
and science. We debated and argued a lot initially on the basis of 
religion and science in relation to our experiences. I personally 
had a passionate distaste for spirituality and always argued for 
and in biomedical terms. But from the arguments and debates, 
listening in to the testimonies of two group members on how 
faith augmented their work and helped them cope with illness 
related stresses, over time I slowly got convinced and changed 
my attitude towards spirituality. Particularly discussions about 
Dorothy’s experiences of reconciliation with a very diffi  cult 
work colleague with whom I was on non-talking terms changed 
me a lot. Th is particular colleague would antagonise you, rub 
every little thing you made that she did not like into your face, 
make rude suggestive comments about my health, and so we 
were really not friends at all and I took her as my enemy. I even 
wanted to recommend her name to the disciplinary board at the 
ministry where I have friends but then I was afraid I would be 
opening up my personal private life too. Dorothy often shared 
of her reconciliations and forgiveness experiences with this 
lady and how you should not let the sun go down while still in 
anger and how you should forgive endlessly. Initially I had my 
reservations but I slowly tried to initiate reconciliation through 
private meetings, a smile at work, complementing her work, and 
soon she started the same for me and now we are good friends 
you know! Th is took away a lot of tension and distress that I 
had built up within me and was really stressing me and wearing 
me down. Th anks to God for the unlimited sharing, debate and 
discussions in the group because I am now a saved nurse, saved 
from many of my illness stresses. (Prim, June 6, 2007)

Prim learnt to give a smile and initiate reconciliation with her enemy 
and in this way she soon managed to get rid of the enmity and neutralise 
the rude (albeit rather true) comments about her health by a colleague. 
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She learnt that being positive in her encounters with her enemy could 
change a relationship of stress into a positive friendly one. 

Th e other key point that is highlighted in Prim’s account above 
is the way in which the nurses in the group borrowed from Harriet’s 
identity of being a saved Christian. Th ey adapted the same phrase as an 
identity in their own lives, though not in the sense that they were saved 
Christians, went to church, or were constantly referring to the Bible; the 
real meaning for them was that they were ‘saved nurses’, and this they 
publicly and openly talked about even beyond the group. Being ‘saved’ 
took on a new meaning, from being a saved Christian in religious terms 
to being a saved nurse in terms of illness related stresses. To the listener, 
of course, being saved would make an automatic connection to religion 
and the morality of Christianity, but to these nurses the underlying and 
real meaning was that through the Open Up group, they had been able 
to overcome or at least cope with the many stresses that defi ned their 
work and illness experiences. 

Prim stressed the importance of “unlimited sharing and debate” in the 
group as the key feature that had enabled her to restructure her personal 
experiences, moving away from her former stance where biomedical views 
on healing and the content of support groups were dominant. Opening 
up (in the context of the group) became synonymous with being saved, 
and with time this evolved into a model that each of the group members 
used to restructure their own account of their illness experience. Prim and 
Florence’s accounts in particular changed over time, while for Harriet 
and Dorothy ‘being saved’ acquired a new dimension – being both a 
saved Christian and a saved nurse. Th is harmony was in contrast with 
when I fi rst met these nurses in the early days of the group, when in their 
initial stories each member narrated and structured their experiences in 
various and diverse ways. 

As is well exemplifi ed in Prim’s narrative, the process of arriving at 
cultural consensus through the integration of contradictory systems of 
knowledge can be a diffi  cult enterprise. Th ese fi ndings resonate with 
Mathews (2000), who found that in a breast cancer self-help group, 
negotiating cultural consensus was a daunting endeavour. As Strauss 
& Quinn (1998) point out, shared cultural knowledge often serves an 
adaptive purpose, when such knowledge presents a solution to a task 
commonly confronted by the members of a given society. Th us in the 
Open Up group, beyond merely wanting to agree with one another, the 
nurses often showed appreciation for their eff orts at self-help in terms of 
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managing to circumvent diffi  culties in their lives. Th ey came up with a 
slogan to this eff ect, which they often reminded one another of: 

“To see another day is good, but to have no one to learn from 
or share your story of that other day is a pity!” (Open Up group 
meetings, June 2, 2007)

Such a slogan reveals the desire not only to receive treatment and live 
longer, but also to share what comes with the dawn of the new day, 
i.e. what comes with being HIV positive coupled with the impact of 
being a provider of ART in the era of universal access. Th ey felt they 
had something rather unique that needed to be shared, that there were 
things which they needed to teach and/or to learn, and for this they 
needed others to listen to their stories. With such a slogan, the nurses 
also praised one another for their eff orts and paid tribute to the Open 
Up meetings as a safe space where they could avoid stigma and interact 
freely, where they managed to share their most intimate feelings, and 
they felt listened to and psychosocially healed. 

In Mathews’ (2000:396) description of women with breast cancer 
negotiating cultural consensus, the individual members of the group are 
presented in rather idealised terms, devoid of complexity. For the nurses 
in the Open Up group, in the very process of negotiating consensus, they 
negotiated and/or created confl ict. For instance, rather than structure 
their responses to create agreement, the group fostered open dialogue 
and welcomed debate. After a nurse had narrated a story or submitted 
an idea, the other nurses would often speak up to comment, debate, or 
respond to the issue; they might sometimes divert the discussion to an 
implicit theme within the nurse’s story; they might disagree completely 
or dismiss an issue, sometimes simply out of fun; or they might share 
their own accounts based on what they had heard, knew, or believed. 
So, unlike in Mathews’ (2000:400) group where responses to personal 
experiences were clearly structured to fi nd points of agreement between 
individual accounts, in the Open Up group the nurses did not routinely 
structure their responses with such a purpose. In fact, it was often the 
reverse. It was from the disagreements, confl icting views and beliefs, and 
the debates around them that the members worked their way towards 
increased sharing and to feeling safe. 

In their meetings it was clear each nurse had a point she wanted to put 
across; sometimes desiring to solicit a specifi c emotion, and sometimes 
specifically trying to draw points of agreement between personal 
accounts. But the purpose of their sharing and discussion was not only 
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the desire to fi nd points of agreement; they sometimes wanted to try 
diff erent ideas to see if positive fruits emerged before they had enough 
conviction to reach agreement. Over time this resulted in consensus. 
However, even when there was consensus – for example on the model 
of being a saved nurse –  this often developed out of an issue over which 
they did not originally agree, and the concept was appropriated in a new 
way to acquire new meaning that was appealing to all members. For 
example, for Harriet and Dorothy, being saved now meant more than 
just being a saved Christian; being a saved nurse meant having a new, 
permanent identity as an HIV positive carer, while practising all the 
virtues that went with the term in its Christian connotation. However, 
for Prim and Florence, being saved meant being a saved nurse but not 
necessarily a saved Christian, nor conforming to all the principles of 
Christianity. Th us the four nurses could employ the term conveniently 
and personally, as it suited them. 

Th e fi ndings here do, however, confi rm Mathews’ (2000) argument 
that at various levels, from family to community, social groups play a 
crucial role in the development and transmission of synthetic cultural 
models designed to mediate confl icting beliefs and promote cohesiveness 
and shared identities among group members. Th e nurses believed that 
emotional stress, when kept a secret, made them or kept them sick. Th us 
they emphasised the need to listen and feel listened to. In other words, 
to keep secrets at the workplace was to remain sick, while to release 
their secrets at the Open Up group was in a sense for them to heal their 
sickness. Th is fi nding also resonates with Carr (2006), who found in his 
study among homeless women drug addicts that those who were freer 
about sharing their drug problems with others recovered faster than 
those who preferred to keep it a secret. So in a sense the Open Up group 
was also about having a network (a form of social capital) to help the 
nurses, and within which they could share openly. Th is helped in turn to 
reduce the stress load that they suff ered and to facilitate their recovery. 

It is clear that the group meetings became a powerful forum for 
expression and social support which the individual nurses treasured and 
seemed unable to fi nd elsewhere. It is also clear that these nurses had 
interests beyond just being ART medical care workers. Th ey were HIV 
positive nurses facing the challenges related to being patients on ART 
and carers of patients on ART. Th ey sought sharing, discussion, debate, 
and a listening ear, and actually rationalised the group as something 
that worked for them as both a de-stresser and an empowering space of 
expression free from fear of prejudice, discrimination, or stigma from 
others.
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Opening up means sharing a lot. Sometimes it’s quite intimate 
stuff. We fi nd ourselves advising one another on how to deal 
with a rowdy child, a drunkard boyfriend, the school fees loan, 
the rotational Nigina [women’s cash and property giving group], 
the demanding boss at work, the non-adherent patient, the 
upcoming family function, the side effects of HAART, etcetera. 
(Harriet, June 2, 2007) 

This group became our kibegabega [shoulder] to cry and to lean 
on. It is a real invaluable de-stressor. I always look forward to 
these moments. These are moments when you experience care 
and feel cared for. (Prim, June 2, 2007)

Th e Open Up group was about intimacy, sharing, negotiation, and being 
listened to in relation to lifestyle and work related issues. Th is was a 
much more powerful, eff ective, and desirable form of care for the nurses 
compared to the prescriptive coaching style of dos and don’ts, and the 
emphasis on disclosure, in the biomedically sanctioned support groups. 
From the moment of the group’s formation, I observed that negotiation 
and drawing on knowledge from several encounters and sources was key 
to constructing a shared understanding of their experiences.  

In a similar way, the nurses at the NGO clinic also said that they 
received a lot of support through moments of sharing, for instance during 
the morning prayer sessions, the general food for thought moments of 
refl ection, the organisation’s workers day-out, parties, and the offi  ce day 
(which occurred once every fortnight, when nurses stayed away from 
the fi eld to refl ect on their work). Such moments were characterised by 
sharing, listening and being listened to, and being appreciated, and the 
eff ect was similar to what the nurses in the Open Up group experienced. 
Th e main contrast is that while at the NGO clinic these moments were 
regularised and open to all staff  at the workplace, where everyone was 
free to share what they felt, the Open Up meetings were secret and held 
away from the workplace. Th is was due to a key diff erence in the nature 
of the workplace atmosphere at both clinics. Th e NGO workplace was 
generally perceived as freer and friendlier, while at the public clinic the 
atmosphere was perceived as generally unfriendly and stigmatising.  

To Disclose or To Conceal: Challenging A Global 
Activist Culture at the Public Clinic
Workplace and HIV/AIDS treatment norms within the public and 
NGO health sector necessitate that nurses disclose their HIV status at 
the workplace so as to garner support in case they fall ill. In July 2006, 
during one of our usual informal evening conversations at her home, 
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when I asked Prim whether she had ever shared her HIV status and the 
fact that she was on ART with any of her colleagues at the public clinic, 
she quickly responded with a frown:

Prim: I, Prim! Are you joking? 
Margaret: No I am not, why?
Prim:  I can’t disclose to fellow workers here. I have to keep this as my 

secret as long as I can. I see no point in telling colleagues at work 
because they won’t help me other than be unkind to me, which I 
don’t like, because to me that is more stigmatising! I hate to hear 
the ‘So what?’ response from anyone… Besides, everything I will 
do wrongly I will be judged, not according to my ability but to 
my HIV status and the nevirapine, efavirenz, or whatever I am 
taking, and sometimes with the bad jokes of non-adherence from 
all corners even when [I] am with my patients… I am not sure I 
can stand that (Prim, July 1, 2007).

I hear my colleagues sometimes make cynical comments and fun 
of Harriet [another HIV positive nurse who disclosed her status 
at the workplace] when she is late or does something wrongly and 
they sometimes make mention of the HIV/AIDS treatment she 
is using… like “Oh, it is AZT making her mess up work”. You 
know, I can’t take it –No! I have to hide my HIV status as long 
as I can. (Florence, July 1, 2007)

Th ese responses reveal that these nurses were suff ering not only from a 
personalised fear of their new, rather spoiled identity (of being a patient), 
but also from fear of experiencing stigmatising attitudes and behaviours 
at their workplace. Th ey were not ready to stand “that kind of treatment”. 
Underlying this was also the fear of shame resulting from not performing 
according to expected standards and being judged according to their 
patient identity. Th is, they admitted, would make matters worse for they 
felt that they might be unfairly judged. Such treatment may not be a daily 
occurrence, but it surely had an impact on the way Prim and Florence 
perceived their colleagues and the atmosphere at their workplace, and 
on their choice not to disclose or seek care there.

It is interesting to note here how the global activist culture infl uenced 
in diff erent ways what was happening at the frontline of ART delivery 
among HIV positive nurses. Th e disclosure imperative has long been 
advanced as the best way of fighting stigma. However, from the 
experiences of the nurses, I show that disclosure worked out diff erently 
in diff erent contexts. Th e nurses at the public clinic acknowledged that 
in general it would be good to disclose at the workplace, but in actuality 
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they did not disclose, despite all the incentives mentioned above. Even 
the two who dared share their status at the public clinic did not converse 
about their experiences with their colleagues, as the much advocated 
positive living model would promote. Th e costs and risks outweigh 
the benefi ts of disclosing or even discussing personal experiences 
with colleagues because the atmosphere was seen as (emotionally and 
practically) unsupportive. 

In contrast to the public clinic, the NGO clinic was credited as having 
a friendlier, less stigmatising atmosphere perhaps due to its Christian 
inspired background. Here the nurses felt freer to openly talk about their 
status to their colleagues.

We are free here to talk about our status and we even share 
those tough moments together. For instance, when I suff er bad 
side eff ects and maybe I need to see a doctor, someone is always 
ready to step in for me – it is not a big deal. When we are not 
feeling well, we simply report then go home, because everyone 
understands or they try to understand our situation. (Molly, 
September 3,2007)

Th ey sometimes spoil me at the offi  ces: you fi nd someone is 
asking whether you have had your cup of tea and another is 
fetching your lunch for you at the kitchen, another is sharing 
their homemade fruit pack with you. It’s a real family spirit 
here, we are friends and not simply colleagues, and that is what 
keeps us going. You know, we too get very little pay but it’s the 
brother-sisterly love in this little family that keeps us here. When 
you think of leaving, sometimes you are afraid you won’t get a 
job where everyone is so concerned about your well-being like 
here. We try to avoid harmful gossip and encourage open talk 
through our meetings and so we have less confl icts and more 
support – we are good friends. (Interactive discussion with HIV 
positive nurses at NGO clinic, September 3, 2007) 

It is a family; they share close bonds. Th ese bonds developed over time 
through the sharing relationships that prevailed at the NGO clinic. 
For instance, unlike at the public clinic where everything was done 
individually and joint meetings rarely occurred, during offi  ce days at the 
NGO, meals were shared and, irrespective of one’s faith, prayers were 
said together every morning before teams dispatched to the fi eld, and 
everyone had a turn at leading prayers and giving a food for thought 
commentary. Two weeks were devoted every year for strategic planning 
for the organisation and this was a very important exercise where all staff  
and patient representatives participated. Major Christian feast days like 
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Christmas and Easter were celebrated together in advance. During this 
time, excelling members were specially recognised and rewarded, and 
all members exchanged gifts through a blind ballot (by picking a ballot 
with a colleague’s name out of a pool and buying an end-of-year gift for 
that person; this is confi dential until the moment of gift presentation). 
All these moments tighten and build close bonds beyond just being work 
colleagues, and are opportunities for freer interaction and sharing. Th ere 
were also what they called ‘reconciliatory moments’:

It is diffi  cult to make permanent enemies or not to be friends 
with someone here because the next minute she will be the 
one you need to stand in for you, to drive you home, to take 
medicine to your patients, or the one to do gift exchange with. 
We disagree but we resolve fast and move on. We have what we 
call reconciliation moments once a month. During prayer or 
afterwards we talk openly about those moments that may not 
have pleased us and we try to reconcile. So you see, it is an easy 
way of avoiding too much gossip, tension, stress, and pressure. 
(Interactive discussion with NGO nurses, September 3, 2007)

Observations at the public clinic revealed that the HIV positive nurses, 
especially those who had not disclosed their HIV status at work, 
selectively chose who they interacted with among their fellow staff , lest 
their intimate emotions would give them away and uncover their HIV 
positive identity. 

I don’t relate with everyone here in the same way because not 
everyone understands my situation. Whom can you trust here? 
I just have to keep my secret in all ways possible. (Peter, June 
20, 2007)

Th e example of the Open Up group shows clearly how the disclosure 
imperative works out diff erently in the public care setting compared with 
the NGO. Th ese nurses in the group felt that in theory it would be good 
to openly disclose at the workplace, but in practise they did not, partly 
due to the (perceived) unsupportive atmosphere. Support for these public 
clinic nurses was not just about food rations or the promise of a private 
room when sick; it was also about friendship and psychosocial support. 

Negotiating the Double Role Identity at the 
Workplace
In Dieleman et al.’s (2007) study of four regional ART hospitals in 
Uganda, the fi ndings suggest that HIV positive nurses remained in 
hiding. My study revealed that HIV positive nurses at the public clinic 
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did not simply hide in the absolute sense, instead they improvised and 
circumvented negativity in their workplace through reactive strategies 
such as concealment, avoidance, and selective disclosure. Th is had a 
time dimension to it, for between testing positive and starting ART, 
they kept working for as long as they could until they were too weak to 
come to work, or had such severe symptoms or side eff ects which they 
thought would give them away. Th e nurses used several strategies to 
negotiate their dual role.

When I tested positive and started on ART, I had to learn to get 
by here at work. Now [I] am very reserved with many colleagues 
here at the clinic –I am very reserved, I don’t simply talk of details 
about my life to everyone but I am rather selective. (Florence)

For me I simply avoid some of my colleagues because I know 
them better. Once they know [I] am HIV positive, I can become 
their breakfast, lunch, and dinner menu. (Prim)

To become someone’s breakfast, lunch, and dinner was a metaphor used 
for gossip among public clinic staff , and meant becoming the talk of the 
clinic (including among patients), such as when sensitive or confi dential 
information – for example, in the case of clinic or family scandals – 
leaked and became known against the will of the individuals involved. 
Th e nurses also engaged in strategies such as selective interaction and 
affi  liation to negotiate stigma.

I am more intimate with those with whom we have a similar HIV 
status because they understand my situation and my problems 
the same way I do. (Dorothy) 

By employing such strategies, these nurses showed a strong determination 
to maintain the boundary between their patient and caring roles. Th is 
point was also demonstrated in the previous chapter, in relation to the 
experiences and concerns they raised for their patients. Th ere were also 
what I call proactive coping mechanisms, such as the Open Up group 
described above. In fact, all HIV positive nurses actively engaged, 
consciously or subconsciously, in circumventing stigma in order to 
sustain their presence in the clinical space and thus provide care. Th ese 
strategies were adopted for both caring and patient roles and helped the 
nurses not only to perform their work roles better, but also as a form of 
consoling themselves. 

ART Care-Seeking Behaviours Of Nurses
Th e public clinic nurses negotiated stigma in the clinic space by creating 
safe spaces of interaction, within and outside the clinic. Th ese safe 
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spaces were both physical and imagined areas where the nurses felt free 
to express all aspects of their work and personal lives without fear of 
prejudicial attitudes. Nurses engaged in reactive strategies (Goff man 
1963), including selective disclosure, avoidance, and concealment. 
Th rough these strategies, the nurses decided what information to disclose, 
to whom they would disclose, why, how, when, and where. Th is fi nding 
is consistent with research that has shown how stigmatised individuals 
frequently attempt to pass as ‘normal’ or strive to keep their stigmatised 
status from others (Goff man 1963; Link, Struening, Sara & Jo-Phelan 
2002). However, Siegel et al. (1998) argue that reactive strategies such 
as concealment involve defensive attempts to avoid or reduce the impact 
of stigma and thus do not actively challenge it. Th ey termed them 
‘intermediate strategies of stigma management.’ Th e public clinic HIV 
positive nurses chose to be selective in their relations of affi  liation and 
by so doing avoided those they felt could discredit them because of 
their spoilt or patient identity. But by choosing who they were intimate 
with, at a workplace perceived to be stigmatising, they did not in a sense 
challenge this stigma but variously circumvented it. Again these nurses’ 
experiences defy the general rhetoric that HIV/AIDS related stigma is 
going down in Uganda. 

For instance, it is important to note that all these nurses worked at 
ART centres and were using ART but they received their own ART from 
NGO based care facilities in Kampala (the capital city) on a monthly 
basis. Th e fact that they sought care in facilities other than their own 
workplaces was yet another duality that characterised the HIV positive 
nurses. Th ey had to not only incur high transport costs, but sometimes 
lied or looked for excuses to be away from work so that they are able to 
collect their ART from Kampala.  When I asked why they did not receive 
care from the clinic where they worked, their answers often pointed to 
the fear of uncovering their identity as HIV positive, and the desire for 
better care which they did not imagine they would receive in their own 
clinics. Often their immediate reactions to the question were raised 
eyebrows of surprise and shock, followed by a similarly surprised reply:

Ah, Margaret, you think I can line up here with my patients to 
be seen and have fi ngers pointed at me? I have witnessed enough 
drama here already and I don’t want to be the next on the list of 
those being acted out or talked about. (Prim May 2006)

For me even if it were not for the line, to tell colleagues and gossip 
starts of whom you loved or didn’t love, never! (Peter, May 2006)
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Th e nurses’ search for treatment outside the clinic was in a way a form 
of defence or protection against stigma. For the public clinic nurses, 
this action constituted a rejection of both the negative self-identity of 
being HIV positive and their unfriendly workplace atmosphere. Th ey 
went out in search of a more positive and viable conception of the self 
by seeking treatment where they felt more cared for and in what they 
described as a friendly atmosphere.

So, becoming a client in a clinic other than one’s own workplace can 
therefore be a liberating experience. Th e fi ndings suggest that at the 
public clinic, nurses used this as an opportunity to liberate themselves 
from an environment they described as “not friendly”, “not conducive”, 
and “not off ering the kind of care that meets my expectations”. By 
seeking care elsewhere, they were searching for a diff erent and better 
experience. Th e fact that all fi ve nurses received their ARVs from outside 
their workplace was a visible expression not only of liberation from an 
undesirable environment and the fear of being seen, it was also at the 
same time an expression of the desire for the better other; desire for that 
which is other than one’s own. 

Th e nurses at the NGO mobile clinic also received care from an 
organisation other than their own, Uganda Cares (an NGO funded 
ART clinic but which is situated within a public hospital). Th ey gave 
diff erent reasons than the public clinic nurses, however, for searching 
for care elsewhere; principally that it was a one-stop centre providing 
all ART related services.

We go there for convenience. Everything is done at once in the 
same place and results received the same day. To get care from 
our mobile clinic means to wait, for example, to have STD, OI, 
HIV test results after two weeks because we don’t have a lab 
of our own. We draw blood samples and collaborate with the 
mission hospital to carry out simple blood tests, while we refer 
our patients to Uganda Cares for CD4 count, liver and kidney 
function tests. (Molly October 2006)

Many times during their care for clients or when they themselves sought 
care, all fi ve HIV positive care providers I interacted with at the public 
clinic reported having experienced, heard, or endured stigmatising or 
discriminatory attitudes. Th ere were several reports of negative judgment, 
blame, and shame. Hence the HIV positive nurses took fl ight to receive 
care from elsewhere, and sometimes even self prescribed. 

If I chose to get my drugs from here where I work, who can 
counsel me without forgetting to make bad jokes of my feelings 
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or problems later? Th at is why I choose to go and get my drugs 
elsewhere far, but where I can’t aff ord to go as often as I would 
want to be cared for. And when I am completely unable to, I 
self-prescribe the drugs off  our shelf. (Peter, May 2006)

To receive my ART from here is to tell me to disclose to everyone, 
even those I don’t want to know my status. Remember the 
principle of confi dentiality still holds! (Florence, May 2006)

Th e nurses also reported that stigma fears were exacerbated by the notion 
that healthcare providers are expected not to get sick and to be in control. 
To be seen receiving the same treatment as their patients would mean 
displaying their own vulnerability and lack of control. In addition, the 
actual underlying problem seemed not just to be the fear of stigma but 
the fear of judgment being passed on one’s person and sexuality because 
of the moral judgments with which HIV/AIDS has been imbued: that 
of a predominantly sexually transmitted disease tied to looseness in 
character, which would bring to question their honour and respect.

Nurses’ Perceptions of Care
All the fi ve nurses from the public clinic received their ARVs from NGO-
based care arrangements in Kampala.  Th is involved not only more costs 
in terms of transport and travel time, but they refl ectively described to 
me what made them endure this extra burden. AIDS care to them meant 
much more than merely accessing drugs or routine counselling. Th ey 
described a diff erent form of care; a feeling, a desire, a better experience. 
Th e emphasis in their descriptions tended to be not on the hardware 
of service delivery – availability of equipment, drugs, etc. – but on the 
software – the social relations of care. Th ey spoke fervently about the 
fact that they were listened to, and made to feel at home and confi dent. 

In Kamwokya Christian Caring Community [KCCC], the 
atmosphre is more friendly, medical care workers are friendly, 
they make you feel at home and welcome, they really take time 
to listen; but most importantly, there is a way I feel confi dent 
out there. (Peter, May 2006) 
I feel loved and cared for… a feeling you cannot fi nd elsewhere 
except at KCCC AIDS clinic. These guys practise what they 
preach, among Catholics that is; do to others what you want 
them to do to you. (Prim, May 2006)

At Mbuya AIDS Outreach Clinic, you know it feels like you have gone 
home because everyone is so welcoming. In other words, they are glad 
to see you… Can you imagine they even take time to thank me for 
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coming… coming to pick my pills as if I were doing them a favour! It’s 
not good to have HIV but on the other hand I thank God for the unique 
lessons he has given me through my illness… many of these I would never 
have known… I have learnt that to care is to love. (Florence May 2006)

I get my ARVs from TASO and I always look forward to my 
clinic visits because at least I know that once a month I am 
welcome somewhere, I can even go to exchange notes – I really 
feel supported and loved out there… You know, from the 
receptionist, secretary, sweeper, nurse, to the doctor, you are 
treated with respect and love… Those guys simply enjoy what 
they do and they do it best – they care! (Harriet)

It is simply worth it. They care superbly. (Dorothy, May 2006)

Th e attribution of a lesser position to government-based public health 
facilities is a core issue. Both HIV positive and negative medical care 
providers at the public clinic engaged in one way or another in this 
unequal comparison between government and NGO care arrangements. 
Th e government would do well to learn from the NGO-based care 
models and integrate such best practise examples into public healthcare 
settings, starting with the training of healthcare workers, as well as 
paying them properly and on time. 

Another contradiction identifi ed by the study participants was 
that contrary to the guidelines and treatment protocols, these nurses 
sometimes self-prescribed complex ART. For example, some of the 
public clinic nurses admitted that if their supply of ARVs ran out before 
they had a chance to go to the NGO clinic in Kampala to collect a 
refi ll, they would pick up more drugs at their workplace, ensuring that 
they were not seen by taking them at the end of day when all other 
staff  had left, or on days or hours when the clinic was not open to the 
general public. However, self-prescription without proper diagnosis or 
medical supervision may be dangerous in such complex chronic disease 
management, and is also a disservice to oneself as a patient because one 
will miss out on the comprehensive ART package. Th is kind of behaviour 
can also create a vicious circle of secrecy and fear.

Nevertheless, the fi ve public clinic nurses learnt more about better 
HIV/AIDS care through the intimate experience of being cared for 
themselves. My informal conversations with patients at the public clinic 
revealed clearly that some of these HIV positive carriers had taken 
these lessons to heart and had started to integrate them into their style 
of attending to their patients. Four of the fi ve were often singled out 
as ‘favourites’ by the patients for their caring qualities. But for those 
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providers who had disclosed their HIV status at the workplace, the 
extent to which they shared their stories with colleagues often never 
went beyond simply telling them that they were HIV positive and on 
HAART. A question arises here which also has programmatic relevance: 
in an atmosphere that is not conducive for disclosure, let alone for 
providing a forum for sharing one’s experiences with colleagues, how 
can lessons from HIV positive nurses be shared and learnt from by the 
other providers? I come back to these issues later. 

Trust Relations And Secrecy
How did the nurses in the Open Up group manage to remain discrete 
about their group and about their members’ HIV status over time? 
Th e links between these HIV positive nurses qualifi ed not just as an 
interpersonal network but a network of trust relations. Relations between 
members put the confi dentiality of one’s health status and work relations 
at risk of the malfeasance, mistakes, or failures of other members. At the 
workplace a single loose-mouthed or weak-kneed member of the group 
could cause the network atrocious damage. Tilly (2005) has argued that 
networks organised along kinship lines or workers’ mutual aid stand 
out from ordinary networks of communication and commerce, as the 
members face high stakes regarding belonging to or performing well 
within the network.

What makes this Open Up group diff erent from what have generally 
been described as social support groups within HIV/AIDS care practise 
is the element of secrecy and how it is played out. While other social 
support groups are public knowledge and open to the referral-in of new 
members, those in the Open Up group had to remain secretive about 
the identity and existence of the group and its activities. A network of 
trust relations, Tilly (2005) argues, can be recognised fi rst of all when 
the existence of strong ties gives one member signifi cant claims to the 
attention or aid of another, and secondly, when members collectively 
carry out major long-term enterprises, such as procreation or the practise 
of an underground religion. Finally, the confi guration of ties within 
the network sets the collective enterprise at risk to the behaviour of 
individual members. Th e element that is most interesting and crucial 
in the case of the Open Up group is that some members were open 
about their health status9 at the workplace while others were not; this 

9 In accordance with the public health approach that promotes ‘positive living’ for 
PLWHA, as well as the workplace occupational risks policy.
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was one of the primary reasons why the group was secret. Th ose that 
had disclosed at the workplace had to keep the secret of those who had 
not, yet within the same environment they all laid claims and aided one 
another as members of a special group. 

Th ese nurses maintained a trust network but did not suff er stigma 
or dispossession on the basis of their membership because of the secrecy 
that surrounded it. Th is highlights a rather interesting problem in the 
practical and organisational situation of the public health centre in 
this study, where all interactions among constituted actors and agents 
within the system – doctors, nurses, support and management staff , and 
clients – were seemingly visible and open. Th e strength of the Open Up 
network, however, lay in supporting its members in maintaining the 
secrecy of their health status and other aspects of their social life, and 
thus sharpened the distinction between health providers who were HIV 
positive and those (believed at least) to be negative, and rendered certain 
ties and interactions invisible. It also sharpened the distinction at the 
workplace between colleagues within and outside of the trust network.

Th e survival of such a secret trust network, including some members 
who have disclosed their status at the workplace while others have not, 
depends heavily on the eff ective operation of trust and on the network’s 
eff ective removal from health politics at the workplace. Th is explains 
the unfi xed meeting times and locations of the group. Th is kind of 
network defi es the general conception of support groups within the era 
of HIV/AIDS and ART, where members are supposed to live positively 
and be open about their status to the general public for purposes of 
health and peer education and role modelling. Support groups are seen 
as areas where public ambassadors and crusaders of ART are made and 
mentored. Th is model contradicts the nurses’ group, for rather than 
parade the social group, it was a closely guarded secret. In addition, the 
case of the Open Up group demonstrates that the aspect of space (the 
immediate work environment or area of operation) and time (during one’s 
cycle of treatment and when coming to terms with one’s status) become 
very important when we talk of social support, and as such should be 
problematised when trying to conceptualise appropriate support for 
ART service provision, care, and treatment.

Tilly (2005) argues that networks reach to all corners of social life, and 
that they include any set of similar connections among many social sites. 
Such connections include communication, mutual recognition, shared 
participation in some activity, fl ows of goods or services, transmission 
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of diseases, and other forms of consequential interaction. He further 
argues that network sites may be individuals, organisations, localities, or 
social positions, and these may overlap; but not all networks constitute 
or qualify as trust networks. Th is is because their participants do not 
generally place their major valued collective enterprise at any risk to 
the activities of other members of the network, and thus members do 
not (have to) trust one another. In contrast, members of trust networks 
place major valued collective enterprises at risk, and accordingly they 
constitute only a tiny subset of all networks (Tilly 2005:6).

Often trust networks are taken for granted, but an important mystery 
posed by such groups is how they maintain cohesion, control, and trust 
when the members spread into, as Tilly, (2006) calls them, “worlds rich 
with other opportunities and commitments”. Geographically dispersed 
members of trust networks must maintain the boundary between ‘us’ 
and ‘them’ which plays an important part in the network’s continued 
existence and operation. As in the case of the Open Up group, the fact 
that they shared a common workplace made it easy to monitor mutual 
aid, reciprocity, and trust.

From these fi ndings it is clear that it is not only the presence of 
treatment which will lead to disclosure and the fi ght against stigma; 
coping with stigma requires creating a better atmosphere in care and 
social support, where people are less afraid of and more willing to share 
their HIV/AIDS status and treatment experiences. If not, there is a risk 
of creating a vicious circle of stigmatisation and discrimination. As the 
nurses kept asking me, “What is the point in disclosing to everyone at the 
workplace, where there is so much prejudice, fear, and no psychosocial 
support for staff ?” Nurses weighed the benefi ts against the costs, and 
since the cost of disclosure was too high, they simply did not disclose.

For these nurses in the Open Up group, they had created for 
themselves a safe space outside the clinic where they shared and expressed 
their emotions resulting from their workplace experiences, as well as 
experiences outside work. In this way they tried to circumvent stigma 
(real and perceived) and its related consequences at the workplace. Unlike 
within the public clinic, which was seen as a potentially threatening 
space, the Open Up meetings were considered a safe space for disclosure.

Safe spaces were created when going about daily chores within the 
workplace, and in accessing absent psychosocial support and ART. 
Th e process of negotiating a safe space took place both within the 
individual (mentally) but also regarding their social interactions and 
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relationships (with others in the group). Th e desire to be somewhere safe 
was characterised by conscious decision-making and action to create this 
space, which required relations of trust and secrecy (as in the case of 
the Open Up group), taking fl ight to seek care elsewhere, concealment, 
avoidance, and selective disclosure. While trust acted as the ground rule 
for safety in the Open Up group, concealment and selective disclosure 
were the ground rules when nurses were outside the Open Up group. 

Th e creation of safe spaces by these nurses who felt stigmatised was on 
one hand useful, because they were able to (temporarily) create a relatively 
favourable working atmosphere. By choosing who, when, where, and 
how to tell, avoid, disclose, or interact, nurses created imagined spaces 
around themselves where, even if for a moment, they could feel free from 
prejudicial attitudes and speak and interact openly about their problems. 
In such safe spaces, these nurses felt that their honour and respect was 
maintained, and when they went to seek care themselves, they felt valued 
as patients. Here, they could solicit emotional satisfaction, support, 
and care, especially in terms of psychosocial needs resulting from their 
challenging environment and roles. So, safe spaces acted as a way to 
manage or circumvent what they often referred to as an unfavourable 
workplace atmosphere where they did not feel cared for. 

However, even though safe spaces can be seen to protect against 
stigma, they might also protect others, for instance against the likely 
counter reactions from those suff ering from stigma. Moreover, the 
process of creating safe spaces might also result in the creation of vacuum 
spaces, as for instance in the case of avoidance and concealment. By 
avoiding a colleague at work, a learning opportunity might be missed 
and a knowledge gap or vacuum space created. Moreover, concealment 
may result in actions by others, such as the administration, which could 
weigh over an individual’s health and well-being. Th is is often manifested 
in work overload, or through denied treatment or sick leave. In such 
cases, I observed that the nurses would often either lie or stand in for one 
another. Th is was especially the case when a nurse had to be absent from 
work for treatment reasons, or if they were suff ering severe side eff ects. 
Not only did they fear the (perceived) stigma of being seen receiving 
care together with their patients, they feared having to explain where 
and why they were going for treatment, or why they did not use the 
treatment at their own clinic. On studying the health centre staff  records, 
work absence for treatment seeking or due to adverse drug reactions were 
never stated as reasons on the ‘day off ’ or leave forms of these nurses, 
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despite the fact that these were the main reasons for their absence. 
In our conversations away from the workplace, the nurses sometimes 
dreaded their next appointment with their caregiver, as they struggled 
to fi nd a good reason to be absent from the health centre. Th ey could 
not comfortably tell the truth or they risked disclosing their status. Th us 
many eff orts had to be made in the name of fi nding and acting within a 
safe space where one would not fear or be suspected, dishonoured, and 
disrespected. But from these observations, it is obvious that the process 
of creating a safe space was often a costly endeavour, which may serve 
to protect those outside the realm of these nurses more than actually 
protecting the nurses themselves.

Nurses Coping Over Time: Uses And Outcomes of 
Coping Strategies
Th e actions of the fi ve public clinic HIV positive nurses can be interpreted 
as having progressed from the use of reactive strategies in their earlier 
experiences, for example total concealment and selective disclosure 
(Siegel 1998) to more proactive coping strategies, for example some 
kind of cooperative self-help in the Open Up group. Such reactive and 
proactive strategies have been observed by Siegel (1998) in the study of 
gay police offi  cers in the United States coping with stigma in their work. 
However, Siegel conceptualises that the offi  cers progressed from one 
strategy to the next in a rather linear manner. While this could hold true 
in some cases, the observations from my study showed that the nurses 
tended to draw variously on one or more strategies simultaneously as the 
situation warranted. Th ey relied on a confi guration of overlapping coping 
strategies. For example, concealment and avoidance were strategies that 
persisted over time throughout their interactions at the workplace. Th is 
fi nding resonates with a study conducted among patients with mental 
disorders (Wright, Gronfein & Tomothy 2000), where anticipated 
rejection and actual experiences of discrimination, and the use of 
avoidance and concealment strategies, were found to persist over time. 

Perceptions and experiences of stigma need not only be viewed 
as having a negative impact. For the fi ve public clinic nurses, such 
perceptions also became transformed into proactive strategies which 
motivated, empowered, and sustained their caring behaviour, for their 
patients and one another. Th e Open Up group is a case in point, in 
particular the positive impact it had on the nurses’ caring behaviour. Not 
only were these nurses often singled out as favourites, but observations 
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of daily practise also revealed that they went out of their way to help 
one another in clinical tasks, including standing in for one another 
when they felt unwell. Th eir relationship became more like an intimate 
friendship group provided within a trust network rather than colleagues. 

Overall, research suggests that proactive approaches to coping with 
stigma are more eff ective than reactive approaches, in terms of reducing 
the negative eff ects of (perceived) stigma and improving well-being (Shih 
2004; LeBel 2008). While this might be true, I would argue for a more 
complementary focus. Th e confi guration of strategies used by the nurses 
shows that they reinforced one another. Experiences from the Open 
Up group were drawn on when caring for patients and in dealing with 
colleagues from whom they concealed their status or avoided interaction 
within the clinical space. Th e nurses acknowledged this as a continuous, 
everyday process; they carried the Open Up experiences with them, 
drawing from them and using the lessons learnt in multiple ways.

Recently, some literature reviews have begun to identify stigma 
reduction strategies and interventions that might work among patients 
(Link et al. 2002; Heijnders & Suzanne 2006; Weiss, Jayashree & Daryl 
2006; LeBel 2008). However, the fi ndings here suggest that healthcare 
workers themselves also have key unmet needs, such as for psychosocial 
support, which have been overlooked by workplace programmes. Th ese 
results are consistent with research from Zambia and Kenya which 
has shown that healthcare providers and teachers have unmet HIV 
prevention and care needs, and that they can benefi t from workplace 
programmes that include education about and promotion of VCT 
(Horizons Report 2006). Many HIV programme planners wrongly 
assume that care providers are already suffi  ciently knowledgeable about 
HIV related issues, and thus do not require targeted interventions to 
address HIV in their personal and professional lives (Ibid 2006). 

Because of its association with behaviour considered to be socially 
unacceptable by many people, HIV infection is widely stigmatised. 
People living with the virus are frequently subjected to discrimination 
and human rights abuses. Together, stigma and discrimination constitute 
one of the greatest barriers to dealing eff ectively with the epidemic. Th ey 
discourage governments from acknowledging or taking timely action 
against HIV/AIDS; deter individuals from fi nding out about their HIV 
status; and inhibit those who know they are infected from sharing their 
diagnosis, taking action to protect others, or seeking treatment and care 
for themselves. So, unlike the global AIDS rhetoric, that “ART = less 
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stigma”, my material clearly shows that many of the people who work 
with AIDS medically are still afraid of it. Further, the HIV positive 
nurses in the public facility are afraid to disclose to their peers, even 
though ART is available to them. My material, therefore, shows that 
what makes disclosure possible is not the ARVs themselves, but a social 
network that is non-judgmental and respectful.  

A report by Uebel, Friedland, Pawinski, & Holst. (2004) within 
McCord Hospital in South Africa, well regarded for its community 
orientation and as a teaching facility, recorded how an initiative to reach 
out and create a supportive work atmosphere for HIV aff ected staff  
following the death of four staff  members in four months was met with 
denial, fear, hopelessness, and an unwillingness to be tested or treated. 
One reason for much of the failure in stigma reduction interventions 
is the fact that interventions tend to focus entirely on the stigmatised 
groups or individuals, not on the stigmatising atmosphere. Th is point is 
clearly exemplifi ed in the contrast between the NGO and public settings 
where I did my research. Because focus shifted from the individual to the 
overall atmosphere at the NGO clinic, HIV positive nurses felt more at 
ease with colleagues and within the workplace. Th ey felt supported rather 
than judged, cared for rather than criticised. Th ey felt their situation 
was understood by those around them rather than being confronted 
negatively. Th is was unlike at the public clinic where emphasis was on 
the individual; even though incentives were provided for disclosure, the 
HIV positive nurses were apprehensive and chose not to disclose, citing 
an unfavourable atmosphere. Th is was generally related to the nature 
of colleague relations prevailing at the public clinic, which were seen as 
unsupportive and negative. It is clear that a better way to understand 
and tackle HIV related stigma in the healthcare workplace is to approach 
both individual and institutional related factors. Th is fi nding resonates 
with Li Li et al. (2007) in their study of Chinese healthcare settings, 
which came to similar conclusions for the reduction of discrimination 
in the workplace. 

Experience from studies of gays and lesbians has taught that a strong 
movement of PLWHA that aff ords mutual support and a voice at local 
and national levels is particularly eff ective in tackling stigma (Major 
& Laurie 2005). Such approaches are empowerment oriented and 
involve proactive and collective responses from stigmatised persons to 
change their own and public perceptions, and create a positive public 
identity. Th ese strategies are increasingly being thought of as the most 
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enduring ways to reduce stigma and prejudice (Parker & Aggleton 
2003; Shih 2004; LeBel 2008). Th e advantage of proactive strategies 
over individualistic reactive strategies is that any improved treatment 
will spill over across a variety of situations and improve the lives of 
other similarly stigmatised persons. Th us involving stigmatised persons 
(LeBel 2008) – and I say stigmatising persons as well – in anti-stigma 
and discrimination campaigns is a topic in need of further exploration.

In the outgoing chapter I have shown how HIV positive nurses 
negotiated ambiguity and circumvented stigmatising encounters 
specifi cally in the workplace. But was it the same for yet another group 
of caregivers – the PLWHA expert patients, with whom these HIV 
positive nurses worked in the same clinic space? I turn to this question 
in the next chapter.
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7 
Contrasting Care Relations 

Among Caregivers
Ideas about interpersonal relations between healthcare practitioners 
and their clients have been radically reformulated over the past two 
decades. In the face of critiques of the ways in which healthcare systems 
have marginalised the populations which they serve, a new defi nition 
and vocabulary – stressing patient involvement in care – has been 
accommodated within the health professions. Th ere is currently a policy 
requirement for PLWHA to be involved in every area that concerns their 
health, in fulfi lment of the GIPA principle (MOH 2005c, UNAIDS 
1999, Grebe 2009, Morolake, Stephens & Welbourn 2009). However, 
this had not been backed by guidelines on how to institutionalise such 
operations in the clinic space. 

In this chapter, I examine the ways in which this new defi nition of 
the patient has raised questions about power and control in healthcare. In 
the previous chapter, I showed the experiences of stigma encountered by 
HIV positive nurses at the clinic and how they negotiated them. Here, I 
present how PLWHA as expert patients, in contrast to the HIV positive 
nurses, do not experience stigma; rather, they are empowered by their 
HIV status. I compare the care subjectivity of the expert clients and 
the nurses. I also demonstrate how expert clients threaten the position 
of nurses. 

Reviews of existing evidence consistently show that the delegation 
of tasks downwards on the ladder in the hierarchy within healthcare 
settings, whether from doctors to non-physician clinicians (including 
nurses), or from nurses to nursing assistants, aides, or non-professional 
or lay health workers and patients, can lead to improvements in access, 
coverage, and quality of health services at comparable or lower cost than 
traditional delivery models (Lehmann & Van Damme 2009; Kober 
& Van Damme 2006). However, I show that being at the frontline of 
ART care not only has challenges related to treatment itself, but that 
there are also relational challenges that may hinder care. While nurses 
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have to deal with challenges in the delivery of powerful ART treatment, 
they must also learn to relate to and deal with a new category within 
the clinic space: expert patients as lay ART providers. What kinds of 
relations have emerged as a result of expert patients’ presence in the clinic 
space? How do nurses cope with the emergent relational challenges? It 
was evident in my research that everyday social relations between nurses 
and expert clients were characterised not only by complementarity, but 
also by contest and tension. But fi rst, let me give some preliminaries on 
the nature and structure of how the expert clients operated at the NGO 
and public HIV clinics.

Expert Clients in the HIV Clinics: Structure of the 
Programmes 
Expert clients, in the context of my research, were HIV positive patients 
on ART who had received a one week training course to help professional 
care providers in ART clinics. At the public and NGO clinics, these lay 
care providers (lay in the sense that they had not received professional 
training) were introduced within the traditional hierarchy of the clinic 
space after free ART had been in place for over a year. Uganda Cares, 
a donor-funded not-for-profi t organisation, offi  cially pioneered the 
introduction of the expert clients programme within government-funded 
public healthcare settings in 2005, adopting the model initiated by 
TASO. Several training sessions were conducted for patients who had 
been recommended by ART providing health facilities throughout the 
country. Th e main aim of this initiative was to help lessen the workload 
of professional health workers (resulting from the scale-up of ART in 
2004) within the clinical care setting. 

Th ose trained as expert clients were supposed to be selected by 
consensus by fellow clients, based on criteria set by the WHO’s GIPA 
principles. Th e ideal candidate had to be approachable, helpful, kind, 
willing to share, and able to communicate with fellow clients and medical 
care providers. Further, they had to be in an improved state of health 
attributable to ART and open about their HIV status. Selected clients 
were trained in a one-week skills building workshop. To be an expert 
client meant in a sense to already occupy some kind of privileged position, 
either by virtue of educational background (one had to be literate), in 
terms of social background (one had to be sociable and liked), or health 
status (as one was to be an ambassador of ART).



186 Going the Extra Mile

Professional health workers from the Uganda Cares AIDS 
programme, based in Masaka hospital, including nurses, doctors, 
clinical offi  cer (medical assistant) and counsellors, conducted the 
fi rst training workshop in December 2005, which I attended as a 
participant. For this one week training, participants were drawn from 
static ART healthcare centres and satellite ART outreach centres in 
four rural districts in Uganda, including the two HIV clinics where 
I conducted this research. Th e selection criteria to choose the expert 
clients were modifi ed by patients themselves, and included the traits 
listed above. Sixty participants were chosen to be given general basic 
training in counselling skills, which included: communication skills, 
what counselling is and why it is needed, how HAART works, referral 
care support, positive living, disclosure, and basic nutrition. But each 
topic was only briefl y touched upon as time was limited. 

Figure 12: A trainer teaching those who were to become expert patients how to 
fi ll in the data cards for patients on entry to the clinic
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Figure 13: Trainees try out fi lling in patient cards

Th e eight expert clients who later participated in my study included four 
males and four females, their ages ranged between 26 and 52 years, they 
were parents, and all except one had been widowed by HIV/AIDS but 
had since remarried. Th ey had known their HIV status for a period of 
between four and 12 years and all had suff ered the full eff ects of AIDS 
a minimum of two times. Th ere were four expert clients at the public 
clinic, and at least two for each of the 26 mobile clinic outreach stations. 
Among the eight that took part in my study, two were Muslim and six 
Christian.  

Figure 14: A senior trainer from Uganda Cares AIDS Programme demonstrating 
how to use a condom during the expert patient’s training workshop. Note that 
the use of napkins to hold the condom in the demonstration might easily distort 
the actual condom message being put across e.g., the condom may be understood 
as dirty to touch which may result into its improper use. (See for instance what 
the trainee does below)
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Figure 15: It is our turn! Bemused, an expert patient tries out with colleagues 
how to use a condom during a one-week training by Uganda Cares AIDS 
Programme. The use of napkins by the trainer is repeated by the trainee here 
which for a patient, may exhibit fear of touching a condom and hence they may 
not even be persuaded to use them (but such were some of the fl aws in the expert 
patient training).

During the training, the expert clients’ roles were outlined. Th ey were 
to be responsible for the initial clinical preparation of ART patients, 
help in monitoring, and support patients in comprehensive care and 
positive living. 

Figure 16: Question time: a trainee asks a question to the trainer while others 
listen in. Note to the extreme right in a blue dress is counsellor Nabukenya Th eo 
Walusimbi (Mam, RIP-2010)
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After the brief training, expert clients were given yellow t-shirts and caps 
for recognition, as well as a letter of introduction of their new status. 

Figure 17: Th e message was clear: an expert client had to become an ambassador 
of ARVs life-saving power.

Expert Clients’ Roles at the NGO Clinic
First and foremost, the NGO took to training as many expert clients as 
they had outreach centres, ensuring that each centre would eventually 
have a minimum of three expert clients. Th ese expert clients received a 
biannual evaluation and retraining once a year from the NGO, which 
included a refresher course and dealt with new topical issues of general 
interest. Th e expert clients at the NGO clinic, unlike those at the public 
clinic, had a formal opportunity to advance their knowledge and this 
continuously motivated their performance, even if they were simply 
volunteers. In fact, at one point it became an issue of internal politics; 
as more people felt healthier and became eligible, they also wanted to 
take part in the training off ered to expert clients by the NGO. As only a 
limited number of expert clients was required, this led to some confl ict, 
which in turn led to the proposal in one of the NGO’s meetings that 
expert clients should rotate on a two-year basis. 

Th e primary role of the expert clients was ambassadorial and role 
modelling, both to fellow patients but especially the community at large. 
Other specifi c roles included leading prayers, distributing outpatient 
cards and fi les, and reporting to the nurses on those requiring special 
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attention and home visiting, a role they shared with community health 
workers. Th ey mobilised fellow patients, off ered monetary contributions 
or other support such as sugar, fruits, seed planting, etc. for those who 
seemed very needy, and acted as moderators when diff erent people met 
to share their stories and experiences. In many ways it resembled a family 
who lived apart but were united by a common purpose of survival and 
concern for one another’s well-being. Th is spirit of shared responsibility 
was passed on from the organisation, who aimed to inculcate this in every 
group they formed, so that expert patients were directly answerable to 
the community health workers, themselves a category directly answerable 
to the NGO clinic nurses.

Expert Clients’ Roles at the Public Clinic
After training, the expert clients were stationed at the public HIV clinic 
more or less as receptionists. Th ey directly reported and were answerable 
to the senior offi  cer in charge of the clinic, often the senior nursing sister, 
who in turn was answerable to the doctor, also the director of health 
services at the health centre. Th eir specifi c roles included receiving and 
registering patients as they came to the clinic, identifying very ill patients 
for immediate attention, fi lling in visitation cards and registers, weighing 
patients and measuring their height, occasionally giving a general talk 
encouraging patients to come for early treatment of opportunistic 
infections, educating patients about the benefits of treatment by 
sharing their personal life experiences, and off ering information on 
basic nutrition facts. Expert clients also solicited reports from patients 
about those who were too ill to come to the clinic – a rather informal 
way of following up on fellow patients who were also members of the 
post-test club. Th ey familiarised and assisted new patients with clinical 
procedures and issues. Expert clients also reported on the condition of 
those who were admitted to the wards, especially identifying needs for 
psychosocial, emotional, and moral support. Th e expert clients came to 
the clinic three days a week and were given lunch and the equivalent of 
US$1.2 for transport whenever they came. Other incentives included 
being given fi rst priority for training when opportunities arose, or 
travelling to other parts of the country for tours. Th ey obviously enjoyed 
having their status recognised, especially by visitors. 

But what do we learn from this initiative of using expert clients 
within the clinic setting, and what kind of relations have emerged during 
the process? Below I begin by showing the results and lessons learnt 
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from the initiative, and then discuss the implications, for expert clients 
and nurses, and for the health facility as an institution10. Considering 
the ethnographic methodology used over a twenty-month period, the 
results here show in-depth insights but cannot refl ect adequately the 
striking changes in perceptions which took place over time. However, 
from my observations, I saw that there was generally less inhibition 
and a greater degree of fl uidity in social interactions between providers 
and expert clients over time. Th is could be interpreted as acceptance of 
their presence and/or appreciation of their work in the clinic space, but 
it could also be attributable to the fact that their presence in the clinic 
became normalised. 

Expert Clients Going the Extra Mile
Observations revealed that at the NGO and public HIV clinics, expert 
clients acquired new complementary roles. For instance, in group 
counselling sessions expert clients took on an intermediary role. Th ey 
reported to fellow patients, updated them on upcoming health related 
events in and around the district, and informed them about upcoming 
plans by the management; they also solicited feedback from patients on 
the overall situation of care at the clinic and in the community, and on 
their own personal situations (in terms of attendance, dropout, deaths, 
constraints, etc.). Relevant information gathered in such sessions was 
then reported back to the nurse in charge. 

In their role as intermediaries, expert clients were doing much more 
than they were trained for. Like the nurses, they went the extra mile for 
their fellow patients. For instance, at the public clinic, proposals were 
sometimes written and presented by expert clients to the clinic in-charge 
nurse, who endorsed them to the management for action. 

We proposed what is now called the porridge project for the 
clients while at the clinic, we also proposed the breaking and 
opening up of a window in the records room to ease pressure and 
noise from the corridor of people collecting their fi les, but also 
so that clients don’t have to stand for long hours while waiting 
in a queue for their fi les. Th ese are small changes but they have 
made a diff erence and improved overall care for us patients and 
the working atmosphere for the healthcare providers. (FGD with 
expert clients at the public clinic, July 2006)

10 By institution I mean the HIV/AIDS health facility as an organised setting made up 
not just of buildings and people but codes of conduct and rules and regulations.
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At another level, the expert clients acted as advocates to improve overall 
care at the clinic. For instance, after listening to the woes of fellow clients 
about marital and family problems, they suggested to management that 
the alliance of female lawyers (FIDA) be lobbied to come and assist 
clients with legal advice. Th ey displayed a sincere desire to holistically 
improve clients’ general situation, and FIDA began visiting both clinics 
once every two months, taking on court cases without charging any fees. 

Since mid 2007, through our bosses, we invited FIDA to help 
educate us about our rights as HIV positive patients and they 
now come here once every two months to give legal assistance 
to those who need it at no cost, and also teach us how to write a 
will. (FGD with expert clients at the NGO clinic, October 2007)

Th e fi ndings show that the roles of expert clients at the public clinic 
have grown to extend beyond the clinic, complementing the work of 
community health workers where they exist. Th ey act as extension health 
workers, linking the community and the health facility in the sense that 
they help deliver drugs to those who live near their home areas and are 
too sick to pick medication on clinic days. Th ey also act as ‘ambassadors 
of hope’ for ART by sharing their experiences, not just with fellow clients 
at the clinic but also in the communities where they live. For instance, 
those at the NGO clinic were specifi cally called to address community 
health gatherings on HIV/AIDS, care, and treatment.

Results from interviews and the evaluation workshop clearly show that 
in both contexts, over time, expert clients acquired new roles beyond the 
clinic context, though in varying degrees. Th ey acted as a bridge between 
the clinic and the community. Th ey went out of their way to make home 
visits, sometimes off ered material support, or referred patients to other 
care organisations. As a consequence, many people have been encouraged 
to test for HIV. Expert clients were able to give peer support, counselling, 
and encourage adherence among other clients. Th rough training and 
practise, they gained more confi dence and better skills for knowledge 
sharing, and hence could act as role models giving hope to clients and 
caregivers. Th is is exemplifi ed in the following quotes from FGDs with 
family caregivers of ART clients.

Our expert client visits every home with an AIDS patient in this 
village at least once a month to encourage us not to lose hope 
in caring for our sick person. (Family caregivers of public clinic 
ART clients, September 2006)

She is really an expert… She is a good example to us, she visits 
us often and encourages us and even helps us with house chores 
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for the patient. (Family caregivers of public clinic ART clients, 
September 2006)

He has also encouraged many people here to get tested, especially 
through sharing stories of his past experience with the disease. 
(Family caregivers of NGO clinic ART clients, July 2006)

Her kind of comfort and encouragement is crucial, not just for 
the patient to regain hope but also for us who are not yet sick, 
to be nice while caring for others because tomorrow it might be 
me. (Family caregivers of NGO clinic ART clients, July 2006)

A crucial diff erence between the two clinics, however, was that the expert 
clients at the NGO clinic were annually trained and prepared to take on 
these extra tasks, and had better up to date knowledge and skills, which 
was not the case for their counterparts at the public clinic, who at the 
time of writing had only once received initial training. As we shall see 
below, this lack of proper preparation and training had implications for 
the quality of social relations between expert clients, patients, and nurses. 

From observations at the public clinic, expert clients showed eagerness 
to learn. Th ey frequently sought opportunities to better their knowledge 
by asking questions and were keen to watch how nurses carried out 
diff erent tasks, and even how they carried themselves during their work. 
Expert clients attempted to carry themselves with a similar demeanour 
and express themselves with confi dence, as the nurses did. By doing so, 
in a way they attempted to command and retain their newly acquired 
respect from fellow clients and the community in general. Expert clients 
also attempted to display total command of what they said and did in 
the way they spoke and attended to patients, and this won them further 
respect.  

Th e expert clients at the NGO clinic were sure of constant monitoring 
and annual training to equip them with new knowledge, and therefore 
did not endeavour to look for extra information on their own initiative. 
But their counterparts at the public clinic had to put in a lot of eff ort to 
search for information or fi nd out how to care better. 

We have to learn the rules of the game; otherwise, our patients 
sometimes suff er a lot. We even go and seek knowledge outside 
this clinic, e.g. we go and visit other clinics to see how they do 
things and we come here and sometimes propose to our bosses. 
We also ask our friends who get medicines from elsewhere 
questions on patient care at other HIV clinics. We simply want 
to help ourselves – we want to see things get better and better 
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for us patients and for our providers, who we recognise have a lot 
of work on their shoulders. (Interactive discussion with expert 
clients at the public clinic, July 2006)

After our initial training by Uganda Cares, I attended a three-
month certifi cate course in counselling for ART and now I know 
a lot about the drugs and care. I am often invited to give talks 
on HAART care. I also have started writing a booklet on what 
an AIDS patient using HAART should know, because many of 
our people are just ignorant and they have stigma… Th ere is a 
lot I can share with them because I have known my HIV status 
for 10 years and I have gone through the worst from all circles, 
including my own family and children forcing me to take ARVs 
secretly. But that is all diff erent now... everyone is now fi ne with 
me. (In-depth interview with expert client at the public clinic, 
October 2007) 

Th e quotes above point to the fact that the expert clients were motivated 
and had time to go the extra mile to obtain information about ART 
drugs and general care. Th ey also had good networks, time and could go 
elsewhere to become more treatment literate. But what aspect precisely 
made these expert clients more willing to go the extra mile had to do 
with the suff ering they had gone through themselves and which they 
shared with fellow patients. Th is put them into a particular category 
of person. Th e respect they gained and the opportunities to gain more 
knowledge also motivated them as they could use this knowledge 
elsewhere and even earn something from it. Th is provides a good lesson 
to community-based projects who rely on volunteers to consider which 
aspects of voluntarism may be key to successful implementation, and 
also to sustainability of the programme. 

Emerging Power and Trust Relations
Ironically, the expert clients in general became powerful and more 
trusted than the nurses. Why was this? Th e key reason was that expert 
clients, as HIV positive patients, identifi ed and openly shared with fellow 
patients about their experiences of the disease and HAART treatment. 
Furthermore, as caregivers, expert clients did not feel stigma in the clinic 
space. On the contrary, they saw the clinic as an area where they could 
open up and express their emotions. 

At the clinic, we feel at home with fellow patients, we openly 
talk about our pains and joys with the disease and we share our 
stories of where we have come from and encourage one another... 
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As patients, we understand one another’s language of pain and 
suff ering, and sharing it at the clinic than in any other place is 
empowering for us because the clinic is a friendly atmosphere 
where we talk openly... Sharing draws us close so much to our 
fellow patients – we are their consultants. (FGD with expert 
clients at the public clinic, October 2007)

Th is openness and unlimited sharing won expert clients a lot of respect 
and endeared them to patients. As a result, they knew a lot of client 
information that was key to treatment but which was not necessarily 
known to other professional care providers. When discussing pregnancy 
and ART, female FGD participants from the public clinic had this to say:

Th is is the second time I am pregnant when on HAART, but 
I prefer to tell our leaders [referring to the expert clients] who 
are more understanding and will guide me where to go without 
blaming me why I got pregnant. I cannot tell the doctor or nurses 
that I am pregnant simply because they may at times abuse the 
hell out of you… 

At this point almost all the FGD participants were nodding their heads 
in agreement. Another participant interjected:

For me, when it happened the fi rst time and they accused me of 
neglecting my own life when they are trying their best to help 
me… they forget that I love my life more than they do care… 
Anyway, I resolved not to tell until it showed. I am now fi ve 
months pregnant but I have not told those other nurses yet, 
so they do not know, except nurse Harriet who treats us like a 
mother. However, I told all our expert clients because they are 
very supportive of us, they understand these things, they are 
trustable and will handle you with compassion… Th ey really are 
good, even if at times [they] may complain about us… Th ey are 
only human and suff ering as we are and they are not even paid. 

Yet another participant went on to say:
Ehh…!!! some nurses here often don’t know or even understand 
the great diffi  culty we women go through to survive and to 
convince men to have protected sex. Th is is even more so a 
challenge for us young women. So, nurses generally distrust 
us when we tell them we are pregnant, that is why we tell our 
expert clients fi rst… Th ese know more about us than even nurses 
do because when you go to them, they give you time and keep 
following you to know how you are doing. 
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Th e above statements point out strong issues that formal medical staff  
should think about rather than judging the women. For instance, trust 
in expert clients can be seen in the level of clinical information they had 
about patients, which was seldom known to health professionals. Such 
information related especially to signs and symptoms, state of mind, 
and issues of counselling and patients’ well-being. Reasons why patients 
concealed information from health professionals also related to a general 
overemphasis on the drugs and adherence rather than the totality of the 
body, soul, and mind. Th ese fi ndings underscore the need for ongoing 
quality counselling, the absence of which is undermining the confi dence 
of ART clients in nurses in general. 

Th e expert clients expressed that they always enjoyed being useful, 
answering clients’ questions or searching for answers which they did 
not readily have. In an FGD in October 2007, expert clients at public 
clinics had this to say:

It feels empowering for us when patients seek answers from us. 
It brings us some feeling of respect and prestige to know that 
we are actually being utilised as experts.

It also feels good to search for answers and always learn 
something new that is helpful for us all about our condition. 

From the in-depth interviews, expert clients reported that they were 
actually more accountable to fellow patients than to the nurses and 
the health facility in-charges. Th is was mainly because expert clients 
and patients viewed one another as balwadde banaff e (fellow suff erers/
patients), and thus had common interests. Th e expert clients also 
sometimes felt that the health system was manipulating their plight, 
since they worked a lot but were not paid. 

Another issue that came out strongly was the lack of proper supervisory 
guidelines for expert clients at both clinics. At the NGO clinic, the fact 
that expert clients were left to handle patient groups even outside the 
clinic was not only an additional role, but one which calls for proper 
supervision and constant retooling in terms of skills. On this issue, the 
NGO clinic had made positive strides forward, but at the public clinic, 
no broad-based retooling had ever been done, and this partly accounts 
for the confl ict situations which arose in the way expert clients there 
managed patients. Th is point was emphasised by the nurses:

I think expert clients are being put in tricky situations, managing 
group dynamics, managing people, disclosing personal 
information, and they should not be doing that without proper 
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supervision, which as we speak is currently missing. But because 
it’s supposed to be lay, it’s like, well, they’re not considered that 
they need that, but actually the stuff  that these patients are 
coming up within their interactions and sometimes during group 
counselling, the expert patients really need continuous support 
and not to be left on their own to handle patients. (Informal 
discussion with nurses at the NGO clinic, May 2006)

Th e statement above raises a pressing dilemma, for when the policy 
for patient involvement in the clinic was written, no clear supervisory 
guidelines were set in place. Since an expert client is a volunteer, perhaps 
no one considered spending much time developing operational and 
supervisory guidelines. However, as seen above, their involvement in the 
clinic space does greatly aff ect the quality of care delivered to patients. 
Th us an eff ective policy and operational model for expert clients would 
not only lead to the more meaningful involvement of PLWHA in ART, 
but would also benefi t all actors in the clinic space.

FGDs with patients revealed that they felt expert clients were more 
available to them, they appreciated their openness about their HIV 
status and ART experiences, and saw them as positive role models. Th ese 
were benefi ts which patients did not gain from the professional medical 
care workers. Expert clients were highly valued because they shared 
their embodied experience with other patients. Th is point was further 
emphasised by the public clinic expert clients in an FGD:

With our patients, we share into the AIDS disease... We talk 
about its symptoms and ART eff ects on our bodies. We share 
the good and tough times – we are honest with them. You see, 
with ART and AIDS, you cannot lie forever, even if you wanted, 
so we tell the truth... We often tell our personal struggles with 
adherence and disclosure... For me I often tell patients what 
happens to me when I mess up my ARVs, and this is not to 
scare them but to prepare them in case the worst is inevitable. 
We share everything about illness and care with fellow patients 
and even when the drug stocks are out, or we suffer side effects, 
we cry and laugh together with the patients.

We are expert clients and we act so, but we tell our personal tales 
of suff ering with the disease and with the drugs to fellow patients 
to encourage them and to give them hope... We lose nothing in 
doing this but instead win their trust because we are sincere with 
them. We tell of our beginnings with ART, the side eff ects we 
suff ered, those that we still suff er, how we manoeuvred them, 
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etcetera... You know we are not angels; besides, we consider 
ourselves patients fi rst and experts second.

Th e expressions above show clearly that the expert clients admitted 
openly to having an embodied experience with the drugs. Th ey took 
on an expert role while at the same time being empathetic and sharing 
personal experiences of side eff ects and diffi  culties in accessing drugs; 
something which the nurses did not openly do. 

How expert clients viewed themselves in relation to other patients 
diff ered from the HIV positive nurses. As compared to the latter who 
considered themselves professionals fi rst (with professional ethics, at least 
in principle) and patients second, expert clients viewed themselves as 
patients fi rst and experts second. Th is gave them leverage and put them 
more at ease in the way they related with other patients. For the expert 
clients, putting their patient identity before their expert identity was more 
attractive. It gave them a greater degree of power, privilege, and easy 
access among patients than was the case with the nurses, who chose to 
downplay their patient identity and preferred to front their professional 
identity. Th e nurses thus had to invest more energy in maintaining this 
front since the eff ects of HIV/AIDS and ART on their bodies were likely 
to eventually disclose their dual identity.

In an FGD with male patients at the public clinic in June 2007, when 
asked to give their opinion about their nurses, one man said:

Th ey really don’t give us time, they are selective of who goes to see 
the counsellor, but most times you fi nd that majority of us have 
problems beyond just taking pills yet which aff ect our adherence 
to the rules of the drugs. Th ese expert clients are always here to 
listen to us and share with us and they actually understand us 
better than most nurses here; so, we share with them a lot about 
us than we even tell to the nurses and counsellors.

Patients also disclosed that they sometimes withheld information from 
nurses for fear of being denied the medicines, especially in cases of 
non-adherence. Th e concealment of information from nurses also at 
times related to fear of being given certain treatment options, such as 
prescriptions that were unavailable at the health facility, (which even 
included essential drugs as panadol and septrin). Other views expressed 
in the FGDs were that often some prescriptions were unaff ordable; so 
instead of telling the nurse about a symptom – after which she would 
prescribe a drug which one could not aff ord and would never buy – 
patients told the expert clients, who could sometimes advise a cheaper 
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trial remedy which they themselves may have tried for similar signs and 
symptoms.

So, the expert clients were not simply compassionate caregivers. Th ere 
was something more reciprocal going on – an exchange of experiences. 
What expert clients were doing related more or less to the kinds of 
relations and work found in support groups. Th e diff erence, however, was 
that they occupied diff erent spaces. Support groups and their members 
give support and are sometimes held independently or outside (at least in 
principle) of clinic operations; but the support given by expert clients was 
intertwined within the day-to-day routine operations within the clinic 
space. However, in all cases the need for social support is underscored.

Contest in Care Relations: Expert Client and Patient 
Interactions at the Public Clinic
In June 2007, I observed the following interaction:
Expert client: It is 3:30pm by my watch and you are just arriving?
Patient:  [Silence]
Expert client:  Why are you so late? We do not entertain late coming here, 

the next time you come late, no ARVs.
Patient:  [Silence]
Expert client:  If you come from far, you must try leaving home very early, 

you understand?
Patient:  I wish to but there is only one bus and it gets here into town at 

2:30pm and leaves at 5:30pm so I get home very late at night 
as well.

Expert client:  Don’t you have friends in town to spend a night before the 
clinic day? 

Patient:  [Silence]
Expert client:  Next time make sure you come a day before and sleep in town 

with friends and be here early, you understand?
Patient:  [Silence]

During this exchange at the public clinic, the expert client was also busy 
writing down the details of the patient and giving him a registration 
number. When I talked to the patient afterwards and asked him why 
he had not answered the expert client’s questions, he said to me:

Out of experience, many of us have learnt that with our expert 
clients, it is sometimes safer to keep quiet or you may react in a 
way or say something that may get you into trouble. You don’t 
want to get into trouble with them, no. So and so [names of 
expert clients withheld from text] often behave as if they are the 
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ones who provide us with the ARVs but it’s the nurses and not 
them. It should be the nurse asking me or giving such reprimands 
and not him! (FGD with patients at public clinic, June 2007) 

When I raised this incident during an interactive group discussion with 
patients at the public HIV clinic, some patients could not help but pour 
out their hearts:

Th ey [expert clients] want to dominate us, yet they too are 
patients… We chose them but sometimes they forget that. 
( Patient, June 2007)

When you get into the bad books of expert clients, as 
being arrogant and not respectful or recognising their 
role, life can become almost unbearable at the clinic visits 
(patient, June 2007).

Th ey can threaten you like he did, or choose to make you sit 
and wait, allocate you a later number even if you came early, 
make sure you miss whatever opportunities there may be, like 
once in a while when there is a chance to go places or attend 
training workshops. 

Aha!!! … [Laughter] You don’t want to get in their bad books… 
silence is golden. 

Out of desire to demonstrate their authority and control, I sometimes 
heard expert clients in the public clinic sternly caution patients who got 
clinic procedures wrong or came to the clinic after 2:00pm, threatening 
not to allow them access to ART services next time, as if they were the 
nurses giving out the ARVs. Expert clients in the clinic space have in a 
way become gatekeepers of access to ART care, a role formerly held by 
nurses. On the particular occasion cited above, the male expert client 
went out of his way to reprimand a male patient and suggest options, 
simply to ensure that he would report to the clinic earlier for treatment. 
For the patient, silence was a way of avoiding more trouble, but he did not 
approve of being reprimanded by a fellow patient. Silence thus became a 
weapon of resistance, while at the same time it was a means of avoiding 
jeopardising future access or interactions with the expert client. 

But what did the nurses think and feel about the interrelations 
between expert clients and patients? Th ese interrelations in the public 
clinic presented an uneven picture. Expert clients held both sides of 
the coin: one day they were being praised by the nurses and patients, 
but the next day they were blamed. Th is acted to keep the expert 
clients not only motivated through being appreciated, but the blame 
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also kept them in their place, reminding them that they were after all 
not professionally trained. In other words, it was a kind of control and 
check on their behaviour and activities. But it was also true that over 
time and with more experience on the job, expert clients did become 
more powerful and professional in knowledge and practise. I observed 
similar trends among expert clients and patients at the NGO clinic, 
although the tensions were less apparent given the fl uidity of the clinic 
space and the fact that patients could change from one treatment centre 
to another with ease if they felt dissatisfi ed in any way. Th e discussion 
here is interesting in as far as it is in stark contrast to what can be found 
on expert patients in literature (Lehmann & Van Damme 2009), much 
of which is pretty positive. 

Tension in Relations Between Caregivers
Th e case of the expert clients here highlights what happens when there are 
no proper streamlined supervisory and operational guidelines. Generally, 
nurses and expert clients agreed that the latter were being constantly 
confronted with issues of acceptance and legitimacy as relatively new 
entrants into the traditional hierarchy of the clinic space. 

Th e nurses here often joke that we are the “adopted children of 
ART medicines” and they [the health professionals] are the born 
and trained children of medicine. (FGD with expert clients at 
public clinic, September 2007)

Th is metaphor has two diff erent meanings. An adopted child may be 
privileged above others, in that at least they have a home to stay in plus 
other defi ned benefi ts. But depending on the mood and manner in which 
this was said or perceived, it could also carry negative connotations. It 
could also be a reminder to expert clients that they have no entitlements 
– for example, in terms of ownership over anything in the clinic space 
– therefore they should watch themselves in what they do and say. Th ey 
should watch out and respect the authority and entitlement of the born 
and trained children of medicine, the medical health professionals, and 
who it seems feel somehow threatened by the expert clients.

During an interactive group discussion in July 2007, nurses at the 
public clinic had this to say about their observations and experiences of 
the expert clients, as well as what I heard from some patients, including 
reports of threatening behaviour:

Oh, sometimes we see the way the expert clients speak to these 
desperate patients because they want to show they are in control 
and it is not always nice that way… We receive many complaints 
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from patients about the behaviour of expert clients but we are 
constrained because there are no clear guidelines, for instance 
on disciplinary measures for them from the Ministry of Health 
which authorised their presence here.

We had one expert patient whom we cautioned because patients 
confi rmed that he automatically chases them when they get late 
and you know these are sometimes very sick people coming 
from very far, they need our help and sometimes you really 
have to understand, and also simply chasing them is not good 
for adherence – they may miss doses and then who is to blame 
when drug resistance comes? It is the patient and nurse, right? 
Why not the expert client who sent away the patient, and God 
knows how many times? Why blame the innocent nurse and 
helpless patient?

We want patients to seek ART care but sometimes get baffl  ed 
with the behaviour of our expert clients… Th ey discourage 
patients in diff erent ways, some cheat the poor patients especially 
in the community, and we face the music when the patients come 
here and we have to explain because they are taken by patients 
as one of us but they lack the necessary skills.

Because they are not well trained or even supervised, expert 
clients at times give wrong messages to patients, causing 
confusion… Like the case of the two ARV expiry dates that were 
put on the same box and the expert client told patients that we 
were giving them expired drugs which caused panic and some 
patients never came back. Now this was absolutely unethical 
because on the individual packaging inside and on each of the 
bottles, a single expiry date was written and the ARVs were meant 
to expire two years later than the dates on the outside box. Th is 
was a packaging error… We tried to explain to the patients but 
the damage had been done… Some patients never came back, 
took the rumour around, and who knows what happened to 
those patients? We were also summoned by the health centre 
management board and by the town council board over these 
rumours… Imagine, we had to bear all that as nurses because of 
one loose-mouthed expert client who took things in his hands 
without cross-checking facts. Now, such is [a] real headache and 
it undermines our work because patients may easily lose trust in 
us and this is not just bad for us but mainly to patients because 
they will die if they live in fear and don’t come for treatment… 
Once it has happened and we don’t want it happening again.
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Th is is a really important case and lesson, in the context of the promotion 
of task-sharing (by lower-level cadres) with ART. It shows how improperly 
trained and/or supervised people can really cause problems. It is clear that 
the nurses acknowledged the great challenge posed by the way expert 
clients sometimes negotiated their caring relations with patients, and for 
which nurses shouldered the burden. On one hand, nurses questioned 
the professionalism of the expert clients out of concern for their patients, 
but on the other hand, they also feel threatened. Nurses were supposed 
to contribute to the national goal of getting as many people on ART 
as possible, and to get them to adhere to treatment. However, from the 
statements above, it is clear that the presence of new gatekeepers – who 
may not necessarily understand this vision – might sometimes actually be 
to the disadvantage of fellow patients. Moreover, expert clients sometimes 
seemed, intentionally or unintentionally, to stand in the way of nurses, 
occasionally causing them great hurt and anxiety, as in the case of the 
rumour of expired ARVs. Th is incident turned into a mutual punishment 
for both patients and nurses. Patients were misinformed, and this led 
to some making decisions which could have been of great detriment to 
their health; while the nurses had to be summoned to face questioning 
by panels of management boards to explain themselves and this rumour. 

From informal conversations with nurses, I gathered that there 
were strong sentiments that expert clients sometimes undermined their 
authority and that this might cause real confl ict in the long run. When 
I returned to the fi eld in December 2007, these feelings had come to 
manifestation. One of the expert clients at the public clinic had been 
dismissed. It was alleged that 39-year-old Fred (not his real name) had 
for a long time been posing as a professional medical care worker in the 
community, and soliciting money from unsuspecting patients. He had 
also been inviting them to the clinic for cheap CD4 tests on days when 
this was not happening (at JCRC people were only bled for CD4 counts 
on Mondays), or to come for cheaper drugs like septrin (as this often 
ran out at the clinic and patients were required to buy it at a higher cost 
elsewhere). Yet on the day of their false appointments Fred was nowhere 
to be found. Th is left the nurses with the uneasy task of explaining to the 
angry patients how one of their own could do such a thing. Th e nurses 
became generally agitated, and as the cases grew in the line, with more 
patients reporting similar incidents, Fred’s actions were uncovered and 
he was expelled. But the damage had been done. During an FGD with 
patients, I asked if they knew whether Fred had done this before, and 
some patients were notably angry: 
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Fred has done this for a very long time to many of us and he never 
paid back our money except for one client where the head nurse 
got involved. We kept quiet because sometimes he threatened us 
not to tell anyone. Yet on some occasions he actually would get 
you the drugs you wanted… and we feared he could be conniving 
and sharing the money with some medical health workers who 
in turn might deny us the ARV drugs. 

When the usually jocular Fred did not show up at the clinic for three 
consecutive days, and for the usual after work chat on two subsequent 
occasions, I waited for the close of the clinic day, when all patients 
had left, and asked, “What is happening around here? Where is Mr 
Chatterbox?” (Mr Chatterbox was Fred’s nickname in the clinic). 
Th is was when I heard the story. I observed from this and subsequent 
discussions that the whole Fred saga had caused bitterness and anxiety 
among the nurses:

Almost every week we started receiving patients complaining 
about their money and that it had been taken by one of us. It 
took us time to fi nd out because he [Fred] also used to give them 
diff erent names. Now these patients think we are liars, or that 
we are taking advantage of them! (Informal conversation with 
public clinic nurses, July 2007)

We are sad that these expert clients [reference was no longer just 
to Fred but all four] are discrediting us among the patients and 
misrepresenting our image in the community. We still need our 
credibility. (FGD with public clinic nurses, July 2007)

Th is incident injured the relationship between the expert clients and 
nurses even more explicitly. It seemed to create a cold war, during which 
some nurses momentarily tightened their grip on the operations of the 
expert clients by behaving in a rather strict and withdrawn manner. For 
instance, the three expert clients who remained shared that:

Fred’s actions have ruined the clinic atmosphere for us all [which 
they often described as informal, and which gave them space to 
do many things in their way without much supervision]. Th ere 
is now a growing feeling of mistrust by patients for us expert 
clients… Th ere has been a kind of distrust for us by nurses, 
but with Fred’s incident it has exploded… You see, one rotten 
tomato makes the whole basket rotten… Nurses cannot trust 
us anymore. (Public clinic patients, July 2007)

It was obvious that there was a big cloud of uneasiness over the way 
the two sides related. Th e expert clients had become more formal and 



Contrasting Care Relations Among Caregivers 205

withdrawn. Th e cordialness and informality that seemed to characterise 
the interactions between expert clients and nurses before was now almost 
non-existent. Th e expert clients for several months only came to the 
clinic, did their work, and left again, avoiding the usual long chats with 
the medical workers as they fi nished off  at the end of the day after all 
patients had left. In terms of lessons learnt, this highlights the importance 
of close management and supervision. It is clear that the expert clients 
had simply been given too much free rein, and that they were being relied 
on or leant on too much but without any close supervision.

Other challenges related to the control of knowledge by the nurses 
as professional health workers vis a vis the expert clients and the general 
clientele, as well as abuse of power. Questions arose relating to who should 
give what information to whom, how, why, and when. In other words, 
who should have control over what knowledge? Generally speaking, 
though nurses had more medical knowledge, expert patients had more 
knowledge than some nurses on other issues, such as nutrition and side 
eff ects control and management; so, it created a clash of expectations. 
Expert clients expected respect for what they knew, but in some cases 
they knew only as much or even less than other clients. Th is variable 
knowledge level often related to the expert clients’ level of exposure to 
HIV/AIDS related information and their ability to read. 

Overshooting Boundaries, Ethical Dilemmas, and 
Clash over Technical Expertise
In many of the above quotes from expert clients there is displayed 
eagerness to learn about the drugs and share the knowledge with 
their patients; the kind of treatment literacy that is advocated in the 
HIV/AIDs movement. However, nurses in some respects found this 
technical expertise threatening. Moreover, there were general feelings 
and agreement among all medical care providers and even among 
clients themselves that expert clients as PLWHA often overshot their 
boundaries. 

Despite its advantage of restoring faith in the medical profession, 
HIV/AIDS treatment using ART has done our profession some 
harm as well. Because of the complexity of ART treatment and 
care, we have new entrants in the clinical aff airs called the expert 
clients who, I must say, have been very helpful. But you know, as 
time goes on and especially when there are no proper streamlined 
guidelines, things begin to be problematic. (In-depth interview 
with nurse counsellor, July 2006)
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Our expert clients sometimes want and pretend to know more 
than we – the experts on HIV/AIDS treatment… Quite often 
this leads to some discomfort and a clash in expectations. (FGD 
with public clinic nurses, July 2007) 

It is a bit challenging working with expert clients being treated 
and working in the same space. Th ey tend to know the in and 
out of things correctly or incorrectly, and because they have 
no medical training they sometimes jeopardise our ethic of 
confi dentiality in care (In-depth interview with public clinic 
nurse, July 2006).

Th ey [expert clients] are too inquisitive and often overstep their 
boundaries. We have to be careful sometimes what we say or do 
because they are unaware of professional medical practise and 
ethics… Th ere have been cases like the drug stock-outs case 
and where a patient died due to lack of second-line regime, the 
placebo patient case, etc. In all cases emotions fl ared beyond 
reason and we were accused of deliberately wanting to kill 
our patients by our friends the expert clients. In turn, they 
misrepresented us by misinformation to the patients and the 
tensions were obvious and our honour and respect became at 
stake. (In-depth interview with senior nurse, October 2007)

Expert clients help in giving key information to patients, but at the 
same time they are implicitly expected to maintain the ethical code 
of confi dentiality that still dominates HIV/AIDS care and treatment. 
However, the ethics of confi dentiality was not something they were 
trained in, and yet because they were able to access the backstage of 
nurses, a lot of confi dential information was at stake. Such a clash of 
expectations had already created tension between nurses and expert 
clients, which could create yet further uncertainty and inertia that 
might get in the way of progress and improvement; for instance, in 
terms of trying to establish stronger service delivery partnerships with 
lay providers and the community so as to improve access and delivery 
of care. Expert clients are seen as mediating the relationship between 
the patients and nurses, and by so doing, they continuously seem to 
assume the roles of nurses who are the lower cadre in clinical medical 
care. While they should be looked at as complementing clinical care, 
they have also often been seen as a new category of entrants into the 
clinical space that in a way threatens the roles of nurses. 

In the ART era, since much medical knowledge has become 
more available than ever on the open market, the nurses felt that the 
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involvement of expert clients in the clinic space could compromise 
their roles in the long run. Some nurses at the public clinic described 
becoming caught up in ‘awkward situations’ where they were uneasy 
carrying out their work because the expert clients knew too much, or 
said more to patients than would otherwise have been said. Th is point 
was emphasised by the public clinic nurses during an FGD:

Th e expert clients are always too eager to see, to know, and to 
learn from us at the same time, which is not bad. However, they 
sometimes have inappropriate technical information… Given 
that the ART information market is open to the general public, 
it is diffi  cult to control what and how to tell and not to tell 
patients. In reality, some information, like convincing someone 
that ART cannot work on them when it has worked on other 
familiar people, the case of mercy killing of an agonising patient, 
or placebo treatment of a dying patient who has failed on the 
available ART regime, unavailability of a next line drug regime, 
etc., are things that need to better be left to the medical care 
professionals. (Nurses at public clinic, July2007)

Th is point also refl ects the diff erence between the two clinics in terms 
of the level of engagement of expert clients. At the public clinic, expert 
clients were much closer to the nurses – in terms of shared physical space 
and time – which resulted in a greater familiarity with clinic operations, 
procedures, and interactions. Indeed, though it did not always result in 
open confl ict, this proximity could not but inevitably lead to tensions 
and complaints. Another reason for the tension was that expert clients 
received only very basic, minimal, often inadequate training before being 
exposed to this very complex network of interactions within the clinic; in 
the process of trying to fi t in, moments of awkwardness and discomfort 
for both nurses and expert clients could not be completely eliminated. 

At the same time participant observations from group counselling 
sessions revealed that patients generally had high expectations of expert 
clients, and at times expected to hear new solutions to their problems. 
Patients sometimes had technical questions for expert clients that went 
beyond their level of knowledge and education. Th is spurred expert 
clients to go on aggressive searches for answers to clients’ questions 
from all possible sources, including trying to penetrate the backstage 
of professional health workers to get more information. However, this 
was sometimes to the dislike and discomfort of the professional health 
workers.
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Sometimes client questions are too technical for us and we need 
to consult; so, we go to the nurses or clinician or the doctor… 
Th ough sometimes we may not know how far to go or how to do 
it and this usually annoys the nurses… Th ey complain that we 
disturb them with questions that are not of our concern or we 
ask at the wrong times. (FGD with expert clients, October 2007)

Needless to say, the nurses themselves did not receive adequate preparation 
on how they should relate with this new category of lay providers. Th e 
only prior preparation they received was the general approval of this 
new category by the Ministry of Health in its ART strategic policy 
document (MOH 2007-2011). Nurses had received a notifi cation in a 
general meeting of the arrival of the much needed helpers, and were told 
they were to be trained to work in the clinic to lessen nurses’ workloads. 
Th e nurses were asked to help patients in the selection process of suitable 
candidates. Th e recommendation documents for the expert client 
initiative did not spell out clearly what the expectations, rights, and 
obligations of each of the categories involved in the clinic space were. 
Instead, only introduction letters addressed ‘to whom it may concern’ 
accompanied the expert clients as new active clinic space entrants. Th us 
all actors in the clinic space found themselves ill-prepared for how to 
interact with one another.

Th at expert clients learnt and sometimes revealed information to 
patients that nurses, as health professionals, would rather they did not, 
brought the nurses some discomfort. But nurses’ discomfort could also 
be interpreted as a form of resentment about the very presence of these 
lay providers, seen as watchmen of the medical practises of nurses in the 
public clinic space. Th ere were the occasional accusations or complaints 
by expert clients, patients, and their caregivers about some nurses, who 
at times were perceived as ‘accelerating suff ering’ instead of relieving it 
by way of their behaviour. Th us often the nurses were torn between the 
necessity of having these expert clients around and the discomfort of what 
they brought with them. As one public clinic nurse in an FGD put it: 

Very often you will hear there are sometimes accusations of 
killing our own patients by denying them ART treatment or 
having given them a wrong dosage. Th is is frustrating, especially 
well knowing that we are supposed to be giving life and this is 
the correct impression patients must always have of us, their 
providers… Sometimes you find these expert clients very 
necessary but sometimes you would think you would rather 
do without them, especially when you fi nd them discussing 
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with patients some technical information that they may not 
understand in medical terms. It sometimes alarms the patients 
and the eff ects of which both expert clients and patients cannot 
handle… And as a nurse providing care, this continuously puts 
us in an awkward position.

Because the nurses in the public clinic did not have regular opportunities 
to update their knowledge on ART – something they often pointed 
to as limiting them in their work – this may have affected their 
confi dence when dealing and relating with expert clients and patients. 
Th is contradicts the assumption that expert clients would be passive 
and always submit to the authority of nurses, enabling a harmonious 
relationship to exist within the clinic. By comparison, at the NGO 
clinic, partly because there was no direct involvement in clinical work 
by expert clients, the above sentiments did not feature prominently 
in the interactions between them and nurses. Furthermore, because 
nurses and expert clients there often received opportunities to update 
their knowledge, including training in leadership skills, tensions were 
minimised.

Contrasting Nurse – Expert Client Relations
An erroneous assumption often made in ART care is that when you 
give pills and introduce extra hands to do the work in the clinic space, 
everything else goes smoothly. I have shown that in everyday practise, 
ART provision comes with relational challenges and tensions. Nurses are 
presented both with a life-saving technology, but at the same time they 
are challenged by the ambiguity in relations surrounding its provision. 
Th ey have to work with lay providers in the same space to help patients 
use a complex medical technology. But the interrelations with these lay 
providers, who have not been properly institutionalised within clinical 
care, pose challenges in terms of how to defi ne the limits of their role. 

In common with the nurses, expert clients go the extra mile to care; 
for instance, ensuring patients get something to eat when they come to 
the clinic, negotiating and expediting care procedures for patients, and 
soliciting legal aid for patients that need it. Patients perceived the quality 
of the HIV positive carer to be good, in part because of their embodied 
experience of having HIV. Th is was also similar for the HIV positive 
nurses, who learnt better ways of dealing with their patients, earning 
them ‘favourite nurse’ status. Even if they did not directly share their 
experiences with their patients, indirectly their embodied experience 
endeared them to patients. 
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Expert clients also go the extra mile in treatment literacy and have 
time to search for information, but in the process they threaten nurses. 
In turn, nurses tend to push them down, and so there is a recurrent 
clash of expectations and power relations. I have shown that for expert 
clients, being HIV positive becomes empowering because they are in a 
space where they do not feel stigmatised and thus can openly share their 
illness experiences with the other patients, become endeared to them, 
and gain respect as role models. Th ey are also empowered by being in 
the biomedical clinic as lay care providers together with professionals, 
which in a way acts as a powerful check on the practises of nurses in 
the clinic. By contrast, in the previous chapter we saw how nurses feel 
disempowered by their HIV positive status in the clinic because they 
perceive that the atmosphere stigmatises them as carers who are patients, 
and therefore feel uncomfortable about openly sharing their illness and 
treatment experiences with their patients. Nurses not only fail to share 
their illness experiences with patients and colleagues, they also take 
fl ight to receive care elsewhere.

Th e fi ndings also show that the presence of expert clients has opened 
up the clinical setting as a sort of space where, at least in principle, the 
patient has a voice in care. Th ere was a great degree of patient expression 
within the clinical space, as can be read in the approved and implemented 
proposals which resulted from patient voices calling for a diff erent form of 
care than what was being off ered (for example the porridge proposal, the 
window project, the FIDA project). Th is kind of agitation in healthcare 
is rather unique to HIV/AIDS treatment practise in Uganda.  

For the eff ective management of a chronic disease, it is deemed 
essential that the patient assumes an active role, which is a departure 
from the traditional medical paradigm where the patient is seen as a 
passive recipient of care and treatment from the doctor. But I must 
caution here that it is important to carefully consider the logic behind 
this notion. Involvement of patients in high-income countries stems 
from the logic that every patient should be able to and would benefi t 
from self-management of their chronic condition, even if this is 
sometimes problematic (Bennet 1979). However, the logic and emphasis 
on involvement of patients in low-income countries stems from the 
need to curb the problem of scarce human resources and relieve the 
workload burden of professional health workers; in other words, the 
need for patients to be engaged in care delivery for the sake of fellow 
patients. Becoming an expert patient, therefore, becomes a privilege and 
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gives a new position of power to certain patients, since it is elective and 
discriminative (because one must portray certain qualities, for example 
literacy and a state of wellness attributable to HAART). Moreover, this 
initial privilege leads to further forms of power and status, since expert 
clients can access training opportunities and information (hence self-
empowerment) that are not readily accessible for other clients. Th is in 
fact may generate further inequalities among patients and act to further 
disempower the majority of patients while privileging just a few.

With only very limited training but a signifi cant desire to handle and 
communicate complex ART knowledge to patients in need, lay providers 
are likely to make errors which the nurses must eventually pay for. Th e 
expert clients in this study were not prepared during their training 
for managing the complex medical, clinical, procedural, and ethical 
issues involved in ART care. So, they were often not aware of where 
to stop in their quest for information from the nurses, or in revealing 
certain information to patients. In ART care practise, confi dentiality 
is considered key; but having penetrated the backstage of the nurses’ 
operations, the expert clients sometimes revealed to patients technical 
or confi dential information, and hence caused confusion and panic 
among both patients and nurses. Th e blame, however, often fell on the 
nurses. Moreover, such revelations by expert clients to patients at times 
challenged the ethical code of conduct of the nurses that required them 
to be detached from patients, as well as the principle of confi dentiality, 
since expert clients are patients themselves. Th is was something nurses 
felt uneasy about, and for which they were never prepared; yet they had 
to fi nd proper ways to creatively confront this given that there were no 
clear guidelines institutionalising expert patients in the clinic space. 

Consequently, expert clients are seen, in part, to negotiate a respectful 
relationship between nurses and patients. In the process, however, they 
become a threat because they have compassionate relations with patients, 
gain more and more technical expertise, and expand their role; they 
do not keep to their boundaries, which in fact are not very clear due 
to lack of operational guidelines. But on the other hand, the fact that 
HIV positive nurses constantly negotiate the stigmatising atmosphere, 
and are able to create secret safe spaces from where they become more 
skilled and thus better carers, in a way compensates for their fears and 
greatly reinforces their power.

By exploring these emerging relationships, I have highlighted the 
contests and tensions arising in ART care-giving. Th e implication of 
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the fi ndings is that while care-giving can be an immensely enriching 
experience, one that immeasurably deepens human connections, it can 
also create crushing burdens, devolving into mutual punishment. If the 
providers or expert clients as caregivers are not morally, emotionally, 
and educationally prepared, and the general atmosphere improved, 
then care-giving could become a frustrating experience and, for those 
involved, an intrusion and a threat rather than a helping connection. 
Even caregivers can become so stressed by impossible demands that they 
are unable to give the care they would otherwise be able to off er, and 
their frustration could turn to undiff erentiated anger, aff ecting their 
performance and inevitably leading to the denial of comfort to patients 
and to one another. What care practises and relations emerged as a result 
of the HIV positive nurses’ experiences? I turn to this question in the 
remaining part of this dissertation.



Part Four
Creativity In Care-giving – Going 

The Extra Mile
Given the nurses’ experiences that I have elaborated on in the previous 
parts, in this last part I round out the picture of their caring roles and 
practises by showing how in concrete terms nurses go extra miles by 
creatively co-constructing care. I describe the relations of care-giving 
that emerged as a result of the kind of personal experiences and relational 
encounters nurses engaged in. Nurses creatively (re)design therapy and 
care practises through a clear reversal or downplay of certain roles so 
as to acquire techniques that enable them to cope with their being 
care providers suff ering from the disease they treat in others and often, 
contrary to known set standards and guidelines. Th ese HIV positive 
nurses defy odds by appropriating their dual role and adopting relations 
and practises that enable them to exploit their patient identity to their 
advantage and that of their patients and to challenge power relations at 
diff erent levels in the healthcare system. Going the extra mile in a sense 
reveals that these rather secretive nurses only act to reinforce in a new 
way the global HIV/AIDS care paradigms of openness and disclosure 
through the practises and options they adopt. Th is is partly because 
these nurses treating the disease they suff er from attempt at negotiating 
the ambiguities they face but do not actually get to really overcome 
them. In conclusion I draw the lessons we learn from the practises and 
experiences of these nurses while refl ecting on their theoretical and 
policy implications. 
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8
Redefi ning Care? Nurses as 

Designers Co-Constructing Care

Nurses are generally portrayed negatively in Africa but if we want to 
understand the realities of nursing care, we need to begin with their own 

experiences… (Kyakuwa 2009)

In the previous chapters, I showed how HIV positive nurses’ experiences 
of their dual role as both carers and patients resulted in diff erent forms 
of negotiation when in diff erent spaces. I also showed how nurses 
experienced an embodied confl ict between the everyday bodily reality 
of ART, in particular its troubling side eff ects, and the biomedical 
dialogue of hope, life, and adherence. Given that the nurses’ bodies 
sometimes disclosed their HIV status through the visible side eff ects of 
ART, how did they deal with this reality? What therapeutic options and 
practises did nurses as patients turn to, to deal with these side eff ects? 
What relations of care-giving emerged? In this chapter, I show how 
these nurses creatively (re)designed therapy and care practises in ways 
that went against national and international guidelines which state, for 
example, that once on ART, patients should not use herbal medicines or 
self-prescribe. In a clear demonstration of going the extra mile, nurses 
as professionals accepted to learn from their patients and a herbalist – a 
new practise in care which gave rise to a relationship of humility. As a 
result of this learning process, nurses designed and produced the ‘mobile 
cream’, a herbal skin therapy. Th ese nurses were not passive victims 
of the challenges they faced, but acted with agency to counteract the 
negativity they encountered.

On a Th ursday evening in July 2007, I was riding with some of the 
NGO nurses on one of our usual long return journeys from one of the 
most hectic and furthest NGO outreach clinics in Lyantonde district. It 
was several months after my fi rst meeting with Molly (32) and Herman 
(38), when I had begun working with them on outreaches. During the 
long ride, I engaged them both in an interactive discussion on their 
experiences as persons suff ering from HIV/AIDS, using and providing 
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ART. Molly recounted the same story she had told me just two months 
after our fi rst meeting; however, this time she gave a new twist, revealing 
how her experience of ART side eff ects had resulted in a signifi cant 
change within the workplace space. 

Due to her severe rash and herpes zoster, Molly felt she was being 
a bad role model to her patients and a bad representation of the power 
of ART. But she developed confi dence to confront her situation, and 
by doing so helped both herself and patients in a similar situation. In 
her words: 

Th e glares, murmuring of my patients at my lesions and rashes, 
as well as my heavy gut feeling for those who knew not what 
to do with their rashes, gave me confi dence to act and give up 
being just negative about it. I felt I should do something about 
this, especially not to kill the confi dence of my patients. Later, I 
asked my colleague to consult with the patients what they were 
using to fi ght such rashes. And I went on to do my own research 
with the patients whom I was more close to as my friends… 
We did this in all four districts and it was amazing what people 
knew and used.

Patient-Teachers and Nurse-Learners: The Moral Of 
Humility
After one month of research among patients on what they used to treat 
ART related side eff ects and persistent opportunistic infections (OIs), 
Molly and her colleague Herman heard all sorts of interesting answers 
and remedies. Molly went on to say:

During our offi  ce day11 meeting, I shared my experience with the 
rest of the staff . Many had ill feelings but given that I was a living 
test who had become a testimony for what the patients had given 
me, I managed to convince them, with Herman helping me. I 
gave them what I thought we could do as a proposal, and they 
debated and fi nally agreed to it because I had all these interesting 
things from our clients which when I tried to use them, my skin 
cleared within two weeks. And this was self-evident from my 
skin condition, but I also had the help of Herman and two other 
nurses who had been following on my progress with the herbs. 

11 One Monday every fortnight is dedicated to office work and the sharing of experiences. 
The day begins with morning prayers with all the staff, then anyone who has had an 
experience, question, or challenge during the previous two weeks is given a chance to 
share this. This is followed with office work where teams meet to tally records, account 
for activities, and write field reports. I too learnt a lot from this process.
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We agreed and convened three diff erent meetings on the subject 
with diff erent clients and came up with a standard recipe. In the 
fi rst meeting, we invited all the patients who were interested in 
the use of traditional herbs to our offi  ces and we gave them a 
transport refund. We assured them that we genuinely wanted 
to learn from them on how they managed with their illness 
related challenges that seemed persistent as well as their herbal 
experiences. At this meeting we discussed generally why they 
were interested in using herbs in addition to their ART.

Of this learning experience, Molly said: “we the nurses humbled ourselves 
and became learners, we were students of our patients… and they were 
wonderful teachers, I must say. We were made to understand that ART 
did not meet all their expectations”. Th e following quotes from some of 
Molly’s clients on ART illustrate this point well.

ART gives side eff ects like rashes… I came to start treatment 
early so that I don’t get the rashes that people would tell I am 
HIV positive, but to my disappointment, ART instead brought 
me rashes, really severe rashes, and I was told to be patient that 
it would go away. But for how long will I have to wait, no one 
tells me the answer… I hated the way I looked, that is why I tried 
something else that I got from one of the clients here – a herbal 
remedy – and it worked for me. (Female ART client)

You see, you take ART hoping all the severe symptoms will 
disappear, for some they do but for others they don’t… For me, 
the symptoms didn’t simply go away. My CD4 count became 
high [650 from 68] but headache, rashes, and aching joints 
remained. So I tried a local herbalist and his herbs worked 
wonders. (Male ART client)

It is not easy for us when you tell us not to use anything else 
besides the drugs you give us and yet you won’t guarantee us 
100% their effectiveness. In the beginning we simply believed 
what you were telling us, you nurses, about ART; that we would 
be restored to complete health. But look at me now. Instead 
of looking better, after two years, I look more and more like 
kangabaana [a scarecrow]. My skin won’t simply obey your 
medicines. (Male ART client)

I went on to ask Molly how it felt to turn the tables and sit and learn 
from her patients. 

Molly:  At fi rst it felt awkward, strange, unethical… But soon we realised 
that patients knew so much. We generally stopped being too 
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judgmental and uncomfortable and became easy with them… We 
were enjoying learning and sharing into their deeper experiences. 
But you know, the language thing of professionals, always wanting 
to be and to show that you are in control and are the knowledgeable 
one. We had to set rules of respecting one another’s views, and I 
must say on our part it took, ooh, it takes a lot of humility and 
eff ort. But again we realised that is truly what caring is all about…

Margaret:  Ah, what did you say? Can you say that again? [Th is was another 
insightful and revealing moment for me: care was not just about 
power and charity, but also about humility.]

Molly:  Yes, and I mean it… to care is humility. It is to humble oneself as a 
professional, to know and accept that others, and in this case your 
patients, know what works or at least might be better than what 
you have to off er… It is also accepting it as potentially good for 
you too. ... Humility is knowing and accepting that your patients 
are knowledgeable, but it is also accepting yourself to be taught by 
them in whatever way as a professional without feeling off ended 
or that what they are telling you is useless or nonsense, because 

perhaps you are more schooled (July 2007).
Herman:  Humility is accepting, you as the professional, that you do not 

have all the answers… It is showing appreciation of other people’s 
eff orts to improve their care and well-being without being overly 
critical (July 2007).

The Mobile Cream is Born (Named After the Mobile 
Clinic)
Molly:  Coming to a concrete recipe involved several consultative meetings 

with one group of patients who had shown exceptional expertise 
in herbs during the fi rst meetings. During this second round 
of meetings in which back and forth suggestions were given by 
the patients on what were useful herbs, we, the nurses, listened, 
asked questions, and took notes and minutes. It was one of those 
moments when as nurses we became students learning from our 
patients and taking interest in each and every detail and asking 
questions of clarifi cation… It was a great experience, they know 
so much. In the beginning, there were several disagreements and 
contradictions on the multiplicity of usages for certain herbs and 
their safety. But then fi nally we resolved to contact a local herbal 
expert on the recipe that the patients had given us. 

Herman:  On three occasions, we visited the local herbalist together with 
some patients and he confi rmed the recipe with two additions on 
our list from his own recipe, and for this we paid a small fee. 
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Molly:  We then invited him over to our offi  ce clinic a couple of times where 
he taught us how to prepare the recipe in almost very defi nitive 
measurements. 

I visited the herbalist who had taught the nurses how to prepare the 
cream. He was a well composed, smart man in his 70s, and lived in 
an extremely clean dwelling. His demeanour and appearance gave him 
credibility as a herbalist with 50 years of experience. He talked with 
passion and authority. “I care for all kinds of patients and God cures 
them,” he said. He relied on his knowledge not only in herbs but also 
of God. He took pride in the fact that there were people who wanted 
to use his knowledge to reduce the suff ering of others when he fi nally 
passed on; particularly that abasawo (professional nurses) had come to 
consult him, which for him was a recognition of his work. It seemed to 
me that the nurses trusted the herbalist for his expertise in alleviating 
suff ering, and patients were trusted in their ability to fi nd remedies that 
worked for them.  

Once the formula for the cream had been fi nalised, two further 
meetings involving patients and the NGO administration were held, 
where it was agreed that the patients would supply the more diffi  cult 
to access ingredients like abasa and kanzironziro (one has to fi nd them 
in the bush, dig up the roots, then dry and grind them into a powder). 
After some negotiation, the administration agreed upon a satisfactory 
remuneration to the patients for the ingredients. It was then agreed that 
the nurses would take responsibility for preparing the cream. 

Th e nurses invited the herbalist to their offi  ces a couple of times to 
teach them and demonstrate the preparation until they had perfected the 
skill. Now, once a month the nurses prepare the mobile cream, which 
is used for skin related problems and is very popular among patients. 

Since we found out about some local herbs which could better 
complement the treatment we give to our patients, we lately 
prescribe the cream for all skin related rashes and it is wonderfully 
working out. Patients are happy with it… Th ey know that it 
works for them. (FGD with nurses at NGO clinic December 
2007)

Today, over four of us here know how to prepare the cream and 
to look up some of the ingredients. For some of these ingredients, 
we contracted our clients to bring them and the organisation 
pays them a fee for a given quantity; so, they also earn a bit from 
that. For instance, our clients bring the main ingredients like 
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kanzironziro and we collect the leaves and boil them together 
with jelly. (Molly)

Below is the fi nal recipe that was agreed upon by both nurses, patients, 
and the herbalist.

Ingredients:
1 kilogramme Vaseline jelly (bought in market)
6 tablespoons kanzironziro powder (dried and pounded roots, bark and 
leaves usually collected from natural forest)
1 tablespoon abasi powder (bought from market)
5 pinches magadi salt (bought from market)
4cc of fresh clean water
¼ kilo of freshly pounded pawpaw leaves (local  fruit tree in homesteads)
¼ kilo of freshly pounded mango tree bark (local fruit tree found in homesteads)
2/4 kilo of freshly pounded lantana camara leaves and seeds (wild weed found 
in bushes)
¼ kilo of freshly pounded namirembe leaves (wild weed found near water springs)
¾ kilo of freshly pounded bombo leaves (weed usually found in banana plantations 
and bushes)
¼ kilo of freshly pounded lemon tree leaves (local fruit tree in homesteads)
¼ kilo of freshly pounded sugarcane leaves (from one with specifi cally black bark 
found in homesteads)
¼ kilo of dried and pounded Mutuba tree roots (local tree often found in banana 
plantations and near graveyards)

Method of preparation:
1. Melt the Vaseline for 5 minutes
2. Add kanzironziro and Mutuba powder. Boil for 5 minutes.
3. Add magadi salt, wait for 1 minute.
4. Add abasi powder.
5. Add 2cc of water to enable abasi to dissolve in the kanzironziro.
6. Soak and mix all freshly pounded ingredients in 2cc of water.
7. Th oroughly mix all contents together.
8. Cover and bring to boil for 5 minutes.
9. Remove from heat and wait to cool.
10. Filter into a container and leave to cool completely into a jelly like 
consistency. It is now ready for use (Figure below).



220 Going the Extra Mile

Figure 18: Th e mobile clinic nurse prepares the mobile cream. After it cools, it is 
put in plastic tins, labelled, and is ready for use.

Th e mobile cream made by the NGO nurses has become the cream 
of the day in the programme for over fi ve years, and is spreading to 
diff erent facilities caring for PLWHA as an eff ective management for 
skin infections, serving as an antibiotic, antifungal, and antihistamine. 
Th e nurses said it is cheap, easy to make, and very eff ective. A client 
testifi ed to its effi  cacy, saying: “My skin was like elephant skin, but the 
mobile cream healed me. I have nothing to compare it with. Do you see 
me now? Can you imagine that I was the one with the elephant skin?!”

For the nurses, being HIV positive created a shared identity of 
suff ering with the patients they cared for. Th ey then tried to normalise 
their situation through innovation, giving way to a rather positive 
outcome. Some of these innovations were so pragmatic that they 
challenged dominant global practises on HIV/AIDS care; such is the 
case of the mobile cream, which saw professionally trained nurses – 
advocates and conduits of western biomedical HIV/AIDS treatment in 
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local communities – simultaneously become advocates and conduits of 
indigenous/traditional herbal medicine. Th is was yet another duality of 
these HIV positive nurses. 

Th e dominant global care practise which states that once on ARVs 
patients should not use complementary therapies, specifi cally local 
traditional herbal remedies, is common knowledge within HIV/AIDS 
care. Th e concern most often given is that this may cause toxicity and 
lead to premature death, and furthermore that the effi  cacy of herbal 
remedies is not proven and is always portrayed negatively (Katerere & 
Ellof 2006, Anderson 1994). Upon initiation onto ART, patients are 
strictly cautioned by biomedical providers that they should not at any 
time mix western and traditional herbal medications. At the NGO clinic, 
however, professional medical providers who were at one point reluctant 
to recommend more than a weak multivitamin were now advising 
patients to use various non-medical food supplements, including things 
like Swissgarde and Tianshi. What happened in the medical community 
to make the once strict conventional medical provider now a devotee of 
complementary medicine? 

What is particularly unique in the case of the mobile cream is that the 
nurses did not simply recommend that patients go and fi nd pre-existing 
complementary remedies for themselves, they humbled themselves before 
their patients, learnt about their experiences with alternative remedies, 
collaborated with them in searching for the ingredients, and then 
processed and prepared them into a novel and eff ective end product. 
Th e development of the mobile cream provides an example of how 
non-biomedical knowledge was used by both patients and professional 
health workers to complement ART treatment and care. Molly strove 
to overcome ART related side eff ects and in the process changed the 
organisational outlook to herbal remedies; the organisation then adopted 
this herbal concoction and named it the mobile cream after the NGO 
mobile clinic, so as to give the cream legitimacy. 

Th e professional health workers in the NGO mobile care programme 
have largely embraced an evolving understanding of health and care. 
Patients’ experiences of ARVs, and HIV positive nurses’ symptomatic 
trends (recovery time and severity of symptoms) in relation to their 
clients’ health and self-treatment, have been an eye opener, leading 
nurses to initiate change at the organisational level. As described above, 
many ART patients failed to respond satisfactorily to the available 
western biomedical treatment for skin rashes and infections, while 
others developed external side eff ects related to ARTs; as a result, many 
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resorted to local herbal preparations. After observing the positive changes 
in symptom severity and recovery time in patients who reported using 
extra or alternative remedies, Herman and Molly (who had themselves 
successfully used herbal alternatives on their patients’ advice) negotiated 
with the administrative and management staff  of the programme for the 
more formal integration of such remedies into their practise.  

From my observations at the outreaches, some clients used the cream 
not only as a medicine to treat existing problems, but also on a daily basis 
to prevent skin problems and to look good. In fact, this partly explains 
why the mobile cream tins were always empty at the end of almost every 
outreach. Th e users seemed confi dent to use it, not least because they 
experienced no side eff ects related to the cream. 

In Molly’s case, before she began her consultation process which 
led to the development of the mobile cream, what she told her patients 
was being contradicted by what her body was communicating. She 
was promoting the wonder of ARVs even though her symptomatic 
body portrayed a story of suff ering. At this point she felt she could 
not tell her patients that, like them, she was on ART and that it was 
partly responsible for her outward appearance; this would contradict 
her essential message about ARVs – a message of healing, of relief from 
symptoms and pain, of hope and a new life. It was precisely this that 
made her feel like a bad role model. However, Molly’s experience shows 
how an HIV positive provider’s experiences can be appropriated to 
become a useful resource to individuals and organisations. But at the 
same time they show an act of concealment of the bodily experience of 
the side eff ects of ART among nurses. 

Conventional Ideas about Health and AIDS Medicines
Medical care workers in the early period of ART were jubilant, seeing 
it as a magic bullet and answer to the frustrations caused by the deaths 
of their patients which they were unable to prevent (Iliff e 1998). ART 
was seen as restoring the long lost hope and confi dence of professional 
health workers. Traditional remedies were highly discouraged, with 
warnings of such problems as drug toxicity that may result in death, 
the incompatibility of western and traditional medicine (Balaba & 
Kabatesi 2005). 

We were often told by the abasawo not to take any complementary 
treatments for whatever illness unless prescribed by the 
doctor. Specifi cally, traditional herbal medicines were highly 
discouraged. (FGD with clients of NGO clinic, 14th December 
2007)
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HIV/AIDS patients accessing ART were searched at hospital gates and 
inspected on the wards to ensure that they were not in possession of 
traditional medicines (Balaba 2006). Conventionally in biomedical 
treatment, within the clinical context the patient should fully abide 
with the dos and don’ts of the medication as prescribed by the physician 
so as to remain disease free (Iliff e 1998). But in the case of HIV/AIDS 
and ART, one cannot ever be disease free; rather, one will maintain a 
chronic condition that brings various challenges. 

Th e mandate to ‘follow the doctor’s orders’ puts the patient in a 
vulnerable position, more or less at the mercy of the health worker. 
When patients fall short in following the rules, they are immediately 
accused of non-compliance and risking their life and health. Th e patient 
thus lives in fear that they must follow the rules or lose their life. With 
such an approach, power and authority are played out to the provider’s 
advantage as the bearer of the key (often in the form of drugs) to health 
and wellness. Here, being healthy means being physically and mentally 
free from any form of sickness and disease (Illife 1998, 2006; Kleinman 
1978).

However, after only a few years of ARV treatment for HIV/AIDS, 
professional health workers in resource-poor settings found themselves 
facing an even greater challenge: the management of ART side eff ects 
and persistent OIs that failed to respond to available western medications. 
With the lack of readily available second and third-line ART treatment 
options, health workers have come to learn that not only does the 
treatment itself have its limitations, but that HIV/AIDS requires a more 
holistic approach in general (Green 1999; Balaba & Kabatesi 2005). 

It is interesting to note the contradictory stance of the Ugandan 
government in relation to HIV/AIDS treatment. Th rough the coalition 
of medical doctors and traditional healers (THETA), the involvement of 
traditional healers in HIV/AIDS treatment and care has been promoted; 
at the same time, however, the government-funded ART programme 
discourages the use of traditional herbal remedies. Th us the authorities 
are faced with two incompatible positions, both of which they need 
to promote in order to appease two very diff erent, but very important 
political constituencies. In fact, as of this writing none of the remedies 
brought forward by the traditional healers in THETA have received 
approval for patient use, as doctors claim that they must fi rst be subjected 
to clinical trials for which funding is not currently available (Katerere 
& Ellof 2006; Anderson 1994). However, although the government 
sponsored ART programme still discourages the use of alternative 
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medicines, fearing toxicity or drug interactions which could lead to the 
discontinuation of ART, HIV/AIDS outpatients commonly use herbal 
medicine (Langlois-Klassen et al. 2007). 

Shifts in HIV/AIDS Care: From ART Treatment to 
Well-being 
In general, the literature suggests that professional health workers have 
had to give complementary therapies a second look. One reason for 
this is the increasing awareness that numerous mainstream therapies 
are dangerous in themselves. For example, in a study published in the 
April 1998 Journal of the American Medical Association, it was found that 
adverse reactions to prescription drugs, taken as prescribed, was the sixth 
leading cause of death in the United States, just behind heart disease, 
cancer and stroke (Green 1999; Dilger 2001). As a result of new clinical 
and economic realities, more professional health workers than ever before 
are off ering some form of ‘complementary’ medical therapy (Katerere 
& Ellof 2006). Th is demand derives from a number of factors, such as 
provider frustration with the limitations of mainstream medicine. Other 
factors include a growing body of scientifi c literature linking chronic 
degenerative diseases to nutritional and emotional factors, and a greater 
awareness of the medical practises of lay health care providers and other 
cultures such as Asian and Ayurvedic (Balaba & Kabatesi 2005).

The scope of complementary medicine in existing literature is 
broad. It usually includes – but is not limited to – such therapies 
as homeopathy, acupuncture, nutrition, herbal remedies, relaxation 
techniques, nutritional supplementation, and various types of hands-
on techniques (Katerere & Eloff  2006). Although the terms alternative 
medicine, complementary medicine, unconventional medicine, holistic 
medicine, ‘natural medicine’, and ‘integrative medicine’ have all been 
used interchangeably, what people understand by such terms is anything 
but uniform (Green 1994, 1999). Some agreement does exist on a basic 
defi nition of these terms, which refers to them as diagnostic methods, 
treatments, and therapies that appear not to conform to mainstream 
medical practise, or are not widely taught at western oriented medical 
schools.

In Africa in particular, today more than ever, medical health workers 
are looking for new solutions to holistically treat the problem of HIV/
AIDS in a bid to prolong patients’ lives. It is common knowledge that OIs 
can persist even with ART, and that ART presents side eff ects for which 
there is no available eff ective treatment in resource-poor settings. Patients 
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desire not only to be alive but also to have symptom-free bodies. Th us 
there is a desire and expectation for wellness among both providers and 
patients. Given that some medical health workers are also patients, the 
demand for exploring these complementary health options is even higher. 
To emphasise these points, below are excerpts from an interactive group 
discussion with nurses and patients sharing their views on this topic.

We had to style up! Th is meant swallowing our professional 
pride – you know, we medical workers are very proud – we think 
we know best and perhaps we know it all. We had to go out of 
our way to listen and to learn from our patients. Today patients 
have the drugs and are appreciative of what ART does but they 
expected more in what ART does and it simply didn’t do it – it 
didn’t take away all symptoms but instead brought some more. 
Today, it is not just the ARV pills and adhering to the routine 
only. No. Th e patient also needs to be very innovative in as far 
as discovering what works for them in terms of the total person, 
so that the focus is no longer the disease and the pills but that 
which makes them feel healthy...

[Another nurse quickly interjects] Th is is because over the years 
of providing care, we have come to learn from our patients that 
being healthy is not just being free of disease. With HIV/AIDS 
and its treatment, it’s having the disease within you and yet feel 
strong in your totality, feel alive and free from symptoms.

HAART gave people hope, but more so, the way we package 
it for them is what works wonders to keep them and us going 
(December 2007).

In an in-depth interview with Herman, he further iterated this viewpoint.
We encourage and desire to see our patients without anything 
disturbing them, things like symptoms or persistent side eff ects. 
We desire to see healthy patients. Work then becomes more 
interesting as you visit more and more patients and fi nd that they 
are happier, that their symptoms are disappearing and they are 
getting back to shape – they have something to thank you about. 
Th en work never becomes a routine, you look forward each day 
to visit another place. We are even able to buy home necessities 
like food from our patients, which is an encouragement that 
we can support them and even their activities locally in their 
homes. (January 2008) 

HIV/AIDS and the scale-up of ART has proved more than ever 
that treatment and staying healthy is more than just taking pills and 
complying with doctors’ orders. Th e complex nature of HIV/AIDS 
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treatment has ushered in a new emphasis on the holistic treatment of 
the person. In the case of ART, the offi  cial rules to follow to stay healthy 
are: follow the dosage schedule; eat a well balanced diet; drink a lot of 
water; balance work, rest, and exercise; have no sex and if you must, 
it must be protected; clinically treat OIs; do not use traditional herbs. 
Patients are initially told not to use self prescribed biomedicines or any 
other treatment while on ARVs. But the nurses interviewed were in 
unison that with HIV/AIDS and ART treatment, there are symptoms 
and signs that fail to respond to western medicine and do better with 
other remedies and techniques. 

Patients’ Views
Patients have faith in the effi  cacy of ARVs, but are increasingly aware 
that if used on their own they may not produce the desired eff ect of a 
symptom-free, healthy-looking body. Th is is because of their complex 
nature and the fact that everyone experiences them diff erently. Even 
patients who reported 100 percent adherence to ART said that they 
experienced severe or mild side eff ects unpredictably. 

Every fortnight when the mobile care nurses came here, I 
reported the problem of headache to them but it never subsided… 
Yet I was very faithful to my ARVs. For two years that I have 
swallowed them, I have had the severe headache and I have not 
been able to bend or do what I like doing most, even if physically 
I recovered, regained weight, and looked as if normal… I have 
been enduring a lot of pain. (Female ART client of NGO clinic 
January 2007)

Patients expressed ambiguity about ARVs over-time, asking questions 
about why other people (often fellow patients) have gotten better on the 
same drug, or had no side eff ects at all, while they were failing to improve. 
Such questions were very common and seemingly no satisfactory answers 
were given by the nurses. 

My wife and I use the same ARVs and had the same CD4 [110] 
when we got initiated to HAART three years ago. What I don’t 
understand is how even when on the same drug, my wife has not 
suff ered side eff ects as much as I have. I had suff ered recurrent 
rashes in the past until I insisted on using the mobile cream 
and now I am perfectly fi ne. (Male ART client  of NGO clinic, 
January 2007)

After two years of taking ARVs, my butofali [literally ‘bricks’, 
referring to CD4 count] is persistently low and I continue to 
suffer from constant fever and cough, which my friends do not 
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have. So, I keep wondering why the drugs have not given me 
any improvement. (Female ART clients of NGO clinic, January 
2008) 

Unlike the public clinic ART programme, the NGO programme off ers 
palliative care (using codeine and morphine) to terminally ill patients, 
especially those who have developed cancerous conditions. However, side 
eff ects management, especially of pain, was still relatively poor in general 
ART care because of the drug expenses. For instance, most patients 
interviewed (32 out of 40 patients in total at both health facilities) had 
reported suff ering from mild to severe chronic pain.  

Th e patients believed that there was more to HIV/AIDS care than 
the dos and don’ts of ART (mentioned above). Th ey wanted to be alive, 
healthy, and attractive, and this meant being symptom-free and treating 
all OIs, being mindful of physical and mental wellness, adopting certain 
behavioural practises that made one feel alive, strong, and able to do 
what one wants – in other words, they were concerned with well-being. 
Observations of patients made this point even clearer. Patients put up 
brave faces and some paid great attention to their appearance. Many 
women often had new and rather expensive hairstyles whenever I met 
them, yet they complained of not having money for transport to come 
to the joint outreach centres for their drugs. When I asked how much 
it cost to do their hair, often it was twice or three times the cost of the 
transport. But they insisted on the importance of such an expense:

You know we want to look upbeat, smart, and healthy. We don’t 
have to look miserable, untidy, or whatsoever, simply because 
people will start questioning and pointing fi ngers. You try to 
look as healthy and as normal as possible. (FGD with female 
clients at NGO clinic January 2008)

One simply has to work out a strategy to keep well… ARVs are 
not the answer to everything that comes with HIV/AIDS… 
You know, you need to look healthy and attractive and ARVs 
don’t guarantee this. (FGD with female patients at NGO clinic, 
January 2008) 

Later, I found out that paying attention to one’s appearance was also a 
strategy for the younger female ART clients to remain competitive when 
it came to having boyfriends:

I don’t want to look wrinkly and full of rashes… that is shabby! 
So, I have to style up by trying whatever else can keep up my 
appearance, or my man will be taken, my dear [others nod and 
laugh in agreement]. (FGD with female clients at NGO clinic, 
January 2008) 
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Being and staying healthy was a key concern for both male and female 
clients, and was not just about adhering to the dos and don’ts; it was 
about taking the initiative to fi nd out what would help to be symptom-
free, feel alive, strong, confi dent, and able to do what you want when 
you want. As one female NGO clinic client put it in an FGD, to the 
approval and agreement of others, “We are now especially interested in 
exhibiting a symptom-free body and the mobile cream does it for us”. 

For Molly, the kind of fl exibility, organisational support, collaborative 
eff orts, and – most importantly – access to resources that working at the 
NGO clinic aff orded her, in a way uplifted her morale to care not only 
for herself but also for her clients in new ways. Because there was an 
open forum within the organisation for sharing experiences, the lesson 
from Molly’s experience was picked up by her colleagues and resulted 
in a positive image of the organisation among the clients for the famed 
mobile cream.

Th e fact that ART, though essential, is only a life-prolonging rather 
than curative therapy keeps the reality of death close to the patients’ 
mind. Narratives from both HIV positive nurses and patients showed 
a vacuum of needs that had to be fi lled; the mobile cream is a good 
example of an alternative remedy fi lling that vacuum. By embracing 
the mobile cream as a complementary remedy, nurses and patients were 
able to minimise the eff ects of HIV/AIDS and ART treatment that 
reminded them of death. 

By using herbs initially forbidden by providers, patients projected 
an aggressive consumerism as well as a healthy disregard for authority 
and conformity. Patients expressed the wish to ‘die gracefully’, and were 
longing for answers to the age-old puzzle of life extension. More than 
ever, HIV/AIDS patients on ART wanted to hold onto a symptom free 
body, and there was growing awareness that it was possible to do so. 
Notably, only fi ve out of 20 patients I interviewed at the NGO clinic, 
compared to 17 out of 20 patients at the public clinic, reported having 
poorly managed pain and side eff ects. Th e low numbers at the NGO 
clinic related not only to the mobile cream but also to the fact that the 
NGO was the only organisation off ering ART complemented with 
palliative care. Some 34 out of 40 patients reported using non-western 
remedies, such as visiting traditional doctors or herbalists to treat 
symptoms and ART related side eff ects. It is urgent for governments to 
streamline palliative care into AIDS treatment and care.



Redefi ning Care? Nurses as Designers Co-Constructing Care 229

Boosting Confidence to Care: Caring Beyond ART
In my exploratory fi eldwork, upon initial observation clinical care was 
uneven and ritualistic, and there was a general feeling among patients of 
being uncared for. During my actual fi eldwork, I sought to look at the 
relationship of care outside of the language and rhetoric of care. I wanted 
to understand what nurses understood by care, whether this was what 
patients – and nurses as patients – expected, and what were the processes 
involved. At the same time, I sought to identify in these processes what 
further boosted their confi dence to care. Th us, I interviewed HIV 
positive nurses and expert clients to identify the expectations and the 
processes of care.  

For 17 out of a total of 20 healthcare providers that I interviewed at 
the two facilities, HIV/AIDS comes with what they termed a ‘package’. 
For several healthcare providers, this package was defi ned in terms 
of the stresses resulting from the scale-up of ART; these stresses were 
strictly related to service delivery and were often seen as lowering the 
quality of care. On the one hand, this is quite true; but on the other 
hand, a focus on HIV positive nurses throws more light on the question 
of what boosted nurses’ confi dence to care. While they suff ered similar 
service delivery challenges, they turned their double role and burden 
into an opportunity to care better for their patients. Th e members of 
the Open Up group believed that this package is special in a way that 
its composition, intensity, and heaviness vary. For them, this package 
combined both service delivery and user challenges. Prim clearly stated: 
“More than anyone else, I acknowledge that everyone suff ering from 
this disease has this particular package they carry, only understood and 
known to him or her’’(Prim, April 2008). 

In addition to service delivery challenges in care-giving, for the Open 
Up group this package was also defi ned as including: 

...the baggage of having HIV/AIDS disease and its associated 
opportunistic infections; a non-pleasant and complex treatment 
regime; monthly hospital visits; special dietary needs and so 
many other chronic care related needs; pain, worry, frustration, 
stigma, despair; and the ever lingering thought of death as ART 
is not a cure. And by the way, we are not even trained in chronic 
care, let alone in learning to be chronic patients. (Dorothy, 
April 2008)

Dorothy’s statement above was followed by laughter from Harriet, Prim, 
and Florence. To this Harriet also quickly added: 
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Strictly speaking, now that is the standard package! But for us 
healthcare providers who have HIV, ours is a double weight 
because we have to help carry the packages of our patients 
and its eff ects and at the same time carry our own. You know 
Margaret, you have to be some superhuman to take all this if no 
one is willing to help you with these extra loads or if you don’t 
cunningly fi nd a way how. For me, this is why I take refuge in 
my faith, and sometimes it works out nicely for me (Harriet, 
April 2008). 

From Harriet’s statement, there seemed to be a tripartite burden and not 
simply a double burden. As she put it, she had to carry the burden of 
her patients, the burden of herself as a patient, and her own burden as a 
provider. Th is made the caring role more tedious, and with no support 
enshrined in the care system, the HIV positive nurses were right to 
view their situation as sometimes “living in hell”. Harriet felt that she 
and her colleagues occupied a unique, privileged position in the sense 
that despite all the hardships they faced, they were able to remain in 
their caring role; this she attributed to their special coping mechanisms. 
When I asked Harriet if she thought others in her position had similar 
ways of coping, she replied:

Most likely not. Otherwise, why is it that many of our medical 
care workers continue to suff er silently, abandon the profession, or die 
prematurely? … Eh!! I surely tell you the reality, you cannot fathom 
the heaviness of this our package by simply being trained to off er HIV/
AIDS related care… Experiencing it fi rst-hand is the inevitable way to 
appreciate its weight. However, since it’s not our desire that everyone 
experiences it, then at least let more eff ort be made to best help those 
carrying it fi rst-hand and more so learn from us (Harriet April 2008 ). 

The Near Death Experience: A Motivation to Care 
Better
Diff erent people are motivated to do things for various reasons, and the 
resilience involved is in fact sometimes beyond comprehension. From 
my observations of the energy and vigour with which the Open Up 
group members talked about their caring experiences, some of which I 
had observed as they went about their work in the clinic, I asked how 
their experience of using ART in relation to their whole illness and 
recovery experiences had infl uenced how they related to themselves and 
their work. Below I present extracts of what they had to say during an 
interactive discussion in April 2008.



Redefi ning Care? Nurses as Designers Co-Constructing Care 231

I have been to a near death experience twice and I can assure 
you, pulling through that helplessness has given me the zeal to 
care for others regardless. When I see someone who is where I 
have been, I feel this person should have a chance too to come 
out and I simply go an extra mile because of this. (Dorothy)

You know what, friends? If you ever reached your grave because 
of AIDS and survived slipping into it, you simply can’t fail to be 
motivated to care regardless… I feel that is where I got divinely 
ordained to care… When you are supposed to die and then you 
suddenly live, it gives you a moment of truth to refl ect about 
always in all you do as well as how you do it. (Florence)

Having been near death more than once and seeing others die 
from the experience I survived myself, makes me refl ect a lot on 
how I must care for them. Otherwise what excuse do I have of not 
to thank God for the extension he has made to my life? Because 
in such a situation, I stopped to trust in only the medicines and 
I put my trust in God, and once I pulled through, then I knew 
God willed that I live; otherwise, if it were only medicines, then 
everyone should be pulling through! (Harriet)

You know what? Simply caring rightly for others has, over time, 
become my big thank you to God for the death experience he 
has seen me through; and of course thanks to ART. For me it is 
also a favour I owe God… Th e only problem is that we humans 
tend to sometimes forget so quickly and are not thankful enough. 
But all the same, having been there I can’t say I am the same. It 
changed my perspective to a lot of things. (Prim) 

For the members of the Open Up group, the motivation to care for others 
and to get it right after they had their own near death experiences was 
quite high. From reading each of these statements, it feels that they saw 
caring for others as a privilege on the one hand and an obligation on the 
other; they did not ascribe this simply to the medicines or their work, 
but to God or divine providence. Th e near death experiences seemed to 
lead to strong sentiments about not simply desiring to care, but to care 
correctly. Summed up, ‘caring correctly’ was defi ned in the Open Up 
group as involving:

Giving oneself completely with all your heart, strength, and 
might to the service of the patients, regardless of prevailing 
circumstances, especially limited availability of resources, poor 
working conditions, and low pay. Being able to help a patient 
the best you can at all costs, in all situations. 
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Recognition as a Motivation to Care
Recognition was also emphasised by the HIV positive nurses as a 
motivation to care, but they acknowledged that recognition was rarely 
if ever given at the public clinic. Th ey observed a strange aspect in the 
day-to-day running of the clinic:

What is strange about us is that we don’t often enough recognise 
one another, yet we know we must. We hardly compliment one 
another, ours is more or less a routine of work bound by hierarchy 
and bureaucracy. (Peter May 2008)
In my time as nurse here, despite the diffi cult conditions in 
which I work, confounded by the fact that I am positive and on 
HAART, I have never in the four years I have been here heard 
a doctor openly acknowledge my work in any way, even if I live 
positively and all the staff know the trouble I take to serve my 
beloved patients. But it encourages me that my patients recognise 
my work and appreciate me as I attend to them with my whole 
heart… and this really matters! (Harriet, December 2008)

For me, recognition and openly being appreciated show a great 
sense of caring from someone. This kind of show of care is very 
rare amongst us providers, but incidentally it becomes alive when 
[I] am handling my patients… I often compliment them when 
they have adhered well to their drugs, when they look healthier, 
when they try to make my work easier by being orderly in their 
lines, when they show patience or understanding toward me 
or fellow patients… It’s edifying to encounter such moments. 
(Florence, December 2007)

In this era of AIDS and HAART, when things are worse than 
they used to be especially in terms of workloads and pressures, 
continuous tokens of appreciation, even if it’s a pat on my 
shoulder, mean a lot. There is a sense of satisfaction it gives 
and you just keep going. This is real daily life, you know. First, 
forget about the salary at the end of the month because it’s never 
enough anyway. Here [I] am talking about the reality [of] our 
daily work. (Prim, December 2007)

To care, therefore, also meant to appreciate others, and it involved the 
desire to be appreciated and recognised by others. It involved a give-and-
take relationship, and this relationship (as described earlier) was mediated 
by power between the giver and the recipient. In care studies, the giver is 
often the one in the privileged powerful position; in this case the nurse. 
However, as I show in the next section below, the HIV positive nurses 
on ART have taken this relationship to a new dimension. It involved the 
recognition that as a carer and a patient they often found themselves in 
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a less powerful position; for instance, when they had to learn from their 
patients how to cope with certain aspects of their illness. Th is called for 
humility instead of egoism. 

From my interaction with HIV positive nurses, it became increasingly 
clear that the conventional understanding of care (described earlier) was 
diff erent from how they defi ned care. Care became multidirectional (give-
take-give) not just unidirectional (give-take). Care meant simultaneously 
giving and receiving without power barriers, and involved learning 
from patients. Th is could even be without the knowledge of the patient 
since the nurses did not often share with them their sero status, yet the 
nurses acknowledged learning and adopting ideas from their patients as 
they cared for them.  Th is made sense in as far as the nurses’ carer and 
patient roles were inseparable, and because in the process of interaction 
they drew on fragments of their identities to suit various situations. So, 
the nurses described a new dimension to the caring relationship: as they 
gave care to their patients, they too received care at the same time. Th is 
was so especially when it came to enumerating the ways patients were 
managing ART side eff ects and persistent symptoms. 

Th ere are times when I have learnt a new way to deal with my 
own situation in the process of giving treatment to my patients… 
So then in a way I am being taught and cared for by my patients 
as I treat them. (Dorothy December 2007)

Often I receive inner healing and consolation from listening 
to my patients in the process of caring for them. For instance, 
often I am being counselled as I counsel my patients because I 
experience the same problems, and what I tell them reverberates 
in my mind. You can say that I counsel myself but yet at the 
same time listening to them brings me inner awareness to heal 
the wounds by knowing that I am not alone. Th ey indirectly are 
caring for me and I am receiving care as I am giving them care 
at the same time. (Harriet, December 2007)

Another new dimension is that while the HIV positive nurses received 
care themselves, they employed their own knowledge from working 
with ART to advise or complement those who cared for them, or to 
even completely change their own prescriptions (as I described in an 
earlier chapter). For these nurses, the give-and-take relationship of caring 
became simultaneously enacted in one person and was inseparable from 
their fragmented dual role identities. Th e points made here are also 
evidence of how nurses were demystifying ‘complex’ ART, as well as how 
they were adopting better caring practises in very unconventional ways. 
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As discussed in the previous chapter, religion also played a big role in 
care-giving. Th e regime of ART use and care was also a regime of faith. 
Caring for patients was like serving God or submitting to his authority. 
NGO nurses prayed together every morning before heading to the 
fi eld, and on reaching the fi eld they often asked the patients if they had 
prayed; if not they then would pray together. In this chapter, I have also 
shown that for the NGO nurses, care was about the production of a new 
subjective quality – humility, which became accepted and extended to all 
the nurses and the management at the mobile clinic. Faith, experience, 
and humility were complementary disciplines that were continuously 
reproduced and augmented one another in these nurses’ care practises. 
Faith was reproduced in as far as nurses promoted and participated in 
daily prayer; experience was reproduced in as far as they were not in total 
control of their bodies and therefore had to creatively search for eff ective 
remedies; and humility was reproduced constantly in as far as the nurses 
had to rely on patients to bring them ingredients to make the mobile 
cream on a monthly basis. Th erefore, care was about the production of 
a certain discipline, and because nurses have been socialised in a certain 
way, their faith, experience, and humility were also key to care. Faith 
shaped the way they managed their ambiguous role. It was also partly 
because of the faith I as a researcher shared with the nurses that they 
became more trusting of me and confi ded in me.

Redefining Care Relationships
Ethnographic exploration has helped me to grasp the essence of the 
experiences of the nurses as both carers and patients. Th eir everyday 
experiences and practises resulted in care relations being redefi ned. Th is 
process of redefi nition for the nurses involved overcoming professional 
pride and egotism. Caring when accessing therapeutic resources was 
not about a strict power contest, as often characterises the portrayal of 
conventional biomedical provider-patient relations. Instead, it is a kind 
of win-win relationship where, in my account, the patient has been 
portrayed as knowledgeable and therefore powerful in many respects. 
To be humble is to care. Caring is based on humility. Th e nurses’ 
experience of humility is centred on their struggle to promote and 
prolong the well-being not only of their patients but also of themselves. 
It is through humility that the nurses accepted to be less professional; 
not in terms of diminished eff ectiveness and effi  ciency, but in the way 
they viewed themselves in relation to their patients. In a sense, this is a 
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radical way of bringing themselves down to the level of their patients; but 
this description of the situation might be problematic since the nurses 
are in fact patients themselves. Th erefore, in a way, they are both the 
professional and the patient. 

Redefi nition of the relationship of care between the nurse and the 
patient is required. Th e nurses became more respectful of the patients 
and their knowledge, because they had to learn from them and depended 
on them to supply the ingredients for the mobile cream. Th e patients 
became more professional since they were a source of learning for the 
nurses, agreeing to share their folk therapeutic knowledge and make a 
positive impact on the health organisation. What then emerged was a care 
relationship based on trust, respect, and above all dependence, as patients 
depended on nurses for treatment and nurses depended on patients not 
only for providing the ingredients of the cream, but also because they 
too are patients and need to use the cream themselves. Furthermore, 
because as yet there exists no cure for HIV/AIDS, and because the eff ects 
on the body of available ART treatment regimes are unpredictable, and 
moreover, because nurses will continue to be chronic HIV/AIDS patients 
themselves, this new care relationship between patients and nurses is 
likely to become more solid and stronger. For the mobile clinic nurses 
and patients, care will no longer be a one-way dependency relationship 
(in the sense that patients largely depend on the nurses and healthcare 
system at the local level); it will be characterised by interdependency 
between patients and nurses (since patients and nurses need one another) 
because of the mobile cream.  

ART fulfi ls certain requirements of patients, but this study shows that 
patients have more demands than the manufacturers of ART intended 
or can guarantee. Patients have certain expectations of the drugs and 
this infl uences what and how they think of ART and make use of it. 
Th e data suggests that the dramatic turnaround in the perception and 
practise of nurses in ART care is not only due to the complexity and 
incurability of HIV/AIDS. It is also due to its complex treatment that 
not only produces undesirable side eff ects, but that those eff ects may 
fail to respond to most available western treatments. Th is turnaround 
is also attributable to the fact that nurses have similar experiences and 
now hold similar values as their patients (given their double role – they 
are providers and patients at the same time). 
Molly’s experience (detailed above) with HIV/AIDS, its treatment, and 
an encounter with stigma, changed her outlook to care. She desired better 
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for herself and her patients. She did not sit back to lament and resign 
herself to her condition but, rather, proactively brought about change 
at her organisation. Organisational support and a positive atmosphere 
can be highly instrumental in bringing about positive outcomes for 
both healthcare providers and patients. For instance, the change in the 
nature of interactions between clients and medical care workers at the 
NGO clinic (brought about because providers were willing to learn 
from patients) provided a fruitful consultative atmosphere that went 
beyond the clinic to involve herbalists. Th e example from the NGO 
clinic demonstrates that because of the open atmosphere, a professional 
healthcare worker with fi rst-hand knowledge was able to help patients in 
a diff erent – and mutually advantageous – way. Th is included developing 
alternative remedies to encourage overall well-being and reduce troubling 
side eff ects (with the mobile cream), as well as engaging in social support 
(with the Open Up group).

Unfortunately, many professional biomedical health workers view the 
option of non-mainstream care as an either/or proposition (Heald 2003). 
But it is not just a question of modern science versus traditional healing. 
Both categories are constantly changing and new ways of treating and 
caring are integrated. HIV positive nurses at the NGO clinic emerged as 
key actors in the diff usion and supply of a complementary herbal remedy 
in chronic HIV/AIDS treatment. Th e process of innovation which led 
to the mobile cream involved elaborate collaboration between nurses, 
patients, and a herbalist, something quite unusual in biomedicine. Th e 
nurses gave the cream legitimacy in the way they packaged it, particularly 
by naming it after the ART programme itself. Like other studies have 
suggested (see Hardon, Desclaux, Egrot, Simon, Micollier & Kyakuwa 
2008), the effi  cacy claims of the mobile cream – an alternative remedy 
– actually reinforced a biomedical paradigm for HIV/AIDS care, 
and fi t well within a healthy living ideology promoted by AIDS care 
programmes.

Additionally, the mobile cream as a treatment moved from the 
traditional or local space to the biomedical space, and through the 
nurses moved again from the biomedical space back to the traditional 
space, apparently unconstrained by barriers or regulatory mechanisms. 
One of the reasons for this could be that it was only for external use. 
More research is needed to look into whether herbal medicines such as 
appetite stimulants would be similarly readily accepted. 



Redefi ning Care? Nurses as Designers Co-Constructing Care 237

Th e design process through which the cream came to be, and the 
fi nished product itself, refl ect an attractive hybrid of local heritage and 
modernity, which provided some sense of local identity in the highly 
globalised HIV/AIDS care and treatment practise. However, the design 
process also shows how the nurses were constrained in the sense that 
they had to adapt diff erent moralities of caring – that of humility and 
cooperation with patients and a herbalist – and which required an 
ongoing dependency relationship. Th ese new moralities of caring and 
the necessity of negotiating access to therapeutic resources not only 
point to the constraints that shaped therapeutic itineraries with which 
the nurses had to contend, they defy the ideal of the all-powerful and 
giving medical professional versus the powerless, recipient patient. Th is 
draws attention to Nguyen’s point (2006) that therapy always involves a 
form of exchange and is embedded in regimes of value. Th e NGO nurses 
interchange western values for local or traditional values on a monthly 
basis to manufacture this new mobile cream therapy, which defi nes and 
gives a new position to nurses as local therapeutic designers within the 
HIV/AIDS medical care practise. 

Did a similar innovation occur at the public clinic? While there was 
no equivalent to the mobile cream, the public clinic also experienced a 
rather unique and complex innovation – the borrowing and lending of 
ARVs between institutions, something untold of in the country’s history 
of health system and care management. Th is too was engineered by HIV 
positive nurses to curb stock-outs resulting from the health system’s 
inadequacy to provide the much-treasured life-prolonging ARVs. Th e 
story of stock-outs at the local level is one much embroiled with concern 
for the patient. Th us in the next chapter I show how HIV positive nurses 
in the public clinic experienced and appropriated their dual role in 
diff erent contexts; and drawing on the example of systemic ineffi  ciencies 
in ARV supply, I demonstrate how this aff ected and infl uenced nurses’ 
care practises beyond the clinic.  
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9
Nurses as Advocates: Negotiating 

Power Relations

Aha! Tell me, before ARVs, did you ever see or hear a medical professional 
here demonstrating because there are no medicines in the clinics to give to 

their patients? (Prim)

With the prominence of global norms in HIV/AIDS care such as 
disclosure, openness, and the lifes-aving power of ARVs, it is assumed 
that stigma will go down. However, in the previous chapters, I have 
shown the therapeutic and relational challenges which nurses, as frontline 
ART providers, have had to contend with, including the stigma that still 
persists around HIV/AIDS and its treatment. I have demonstrated how, 
at the individual level, these dominant global norms are reconfi gured 
and acquire new meanings in relation to the nurses’ experiences of their 
dual role as both providers and patients of the same disease. 

In the preceding chapter, I showed how nurses’ experiences of ART 
side eff ects led them to creatively overcome such challenges in relation 
to their caring practises at the NGO clinic. In this chapter, I round 
out this picture to present how nurses experienced and dealt with 
structural constraints related to ARVs at the clinic and policy levels, 
specifi cally stock-outs of the precious life-saving treatment. In what 
ways do interpersonal and individual experiences dialectically inform 
transformations in broader social structures and institutions of care-
giving? Specifi cally, how did the public clinic nurses appropriate their 
dual role, in what contexts12, and with what consequences? I show how 
nurses experience and appropriate the roles of being a patient of and 
provider for a highly stigmatising disease with a complex therapy, in 

12 I acknowledge the key influence that families of HIV positive nurses have in terms of 
providing coping mechanisms, but I do not discuss these issues here. This is because 
more than half of the HIV positive nurses in this study lived alone in districts far 
from their families. Secondly, with the exception of one nurse, those who did reside 
with their families did not yet live openly with their status, for fear of causing stress 
to young family members. For one of the nurses it was a guarded family secret, and 
so I as an outsider, was not very welcome discussing this with others.
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diff erent contexts and at diff erent levels. I argue that nurses managed to 
negotiate their dual role to overcome negative encounters, and actually 
appropriated their duality to bring about positive changes in the care 
of their patients. 

When I fi rst met Harriet in 2005, she had just been elected the 
district representative to the National Community of Women Living 
with HIV/AIDS, a position she still held at the time of writing. I asked 
her one evening, while seated over a cup of tea in her backyard, what her 
memorable moments of being a provider and user of ART had been so 
far. Below are excerpts from our conversation on 13th December 2007.

Harriet:  Oh, Margaret my dear! To care and suff er the same disease and 
use exactly the same care as your patients do is very complicated, 
but at times, I must admit, strangely unique to experience. It’s 
very complex because two diffi  cult things are combined in one 
person. It is unique because it makes you sometimes do things you 
never thought of ever doing as a medical professional. Have you 
ever heard health workers striking because there is no medicine 
to give to patients? No, they strike because they have been paid 
poorly – not for patients, not here. Well, having HIV made me 
cross professional boundaries of authority in the name of fi ghting 
for my fellow patients, as a medical carer and patient – now that 
was quite an experience. Do you remember the time between 
April and September 2007 when the whole country experienced 
the worst ARV stock-outs?

Margaret:  Yes I heard about it, but tell me more. What happened?
Harriet:  Well, as an HIV positive person, giving and using ART… You 

know, properly clad in my clinical uniform, I joined the National 
Forum of People Living with HIV/AIDS Networks in Uganda 
and the Consortium of Advocates for Access to Treatment, who 
are basically NGO activists, and we marched to the Ministry of 
Health to present a petition demanding an explanation from the 
minister for the persistent stock-outs. And by the way, we were not 
given audience that day, but to my surprise a senior offi  cial from the 
ministry summoned me days later and expressed dissatisfaction at 
my behaviour. He inquired to know why, instead of protecting the 
medical profession, I had betrayed it by joining into the match! I 
gave him an outright ‘Sir, I am HIV positive and I use these drugs 
not only for my patients but for myself as well, and besides, it is 
my right as a patient if not as a provider’. 

Margaret:  So, what was his response?
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Harriet:  Margaret, you can never believe this… ‘It’s unethical, 
unprofessional!’ he retorted scornfully. ‘Many of us are positive, 
but we don’t do and handle business that way… Don’t fail the 
profession by joining bandwagons’. 

Margaret:  How did you interpret his comment? 
Harriet:  I tell you, my mind had never been so disturbed in a very long 

time as that day, and to be sincere with you, I have not been at 
peace since. To this day, these statements ring back in my ears, 
and to me they sound a serious warning not only to my behaviour, 
but also to my job and exposure of my HIV status as a medical 
worker. Will my licence be renewed with such comments around 
me… Because I believe I was a topic of discussion among many 
key people that time. What a world of double standards we are 
in? Uh gosh! Margaret, how on earth can we protect careers at 
the expense of our lives, and can you imagine they are the people 
preaching GIPA which they hardly practise themselves! [Harriet 
was now looking visibly angry and troubled.]

Margaret:  How do you mean, Harriet?
Harriet:  Using ART as a medical practitioner has given me a diff erent 

perspective to the medical profession. I never knew that medical 
care workers at even such a high level experienced as much stigma 
as what I discovered that day. I realised that we need care, or let’s 
say create another intervention to take care of medical workers’ 
attitudes, because we are sometimes more sick than even the people 
we treat and label as our patients… We have more stigma, not just 
around us but even within us, than even the people we claim to 
treat; and the whole system is sick for that matter.

Unfortunately, as Jeppsson, Birungi, Ostergren & Hagstrom 
(2005) showed, health services and health status in Uganda remain 
largely unchanged despite extensive reforms, including an overall 
decentralization by government.  Th ey found that given its dependence 
on international resources, policies and paradigms, the Ministry of 
Health (MOH) paradoxically disembeds itself increasingly from the local 
community while attempting to improve its local connections hence; 
the wishes of these nurses might not easily be realisable.

A Challenge to Power Relations And Ethics 
It was evident that Harriet felt that being a carer and a suff erer gave her 
a right to traverse her professional borders and break the professional 
code of practise which states that the categories of provider and patient 
must remain clearly distinct. Such an act actually brought her directly 
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to the Ministry of Health, where the policies that give rights to carers 
and patients are made. However, the ministry offi  cial was not about to 
accept one of his own breaking this ethic and potentially tarnishing the 
image of the profession in the eyes of the public. Harriet felt she had 
the right, as a patient, to demand for ARVs for herself and her (fellow) 
patients; however, by displaying her dual role so openly, she came into 
confrontation with the very structures that supposedly advocated such 
rights. 

For Harriet to demonstrate and exercise her right as an HIV patient 
confronted the status quo in terms of power diff erentials within the 
healthcare system. Th is caused irritation to the authority above, which 
could be read as a result of the fact that Harriet represented too clearly 
contradictions within the care system, and the general misconception 
that health workers as the custodians of health are not supposed to be 
sick. Harriet’s HIV status put her into the categories of patient-carer 
and carer-patient at the same time, an ambiguous position for which 
the rights and responsibilities were not clearly defi ned. 

Belonging to such an ambiguous category is diffi  cult for the medical 
profession order. For the ministry offi  cial, a nurse taking an active 
patient advocate role threatened to readdress power relations between 
patient and provider. Th us Harriet was sanctioned by being summoned, 
scolded, and threatened for openly expressing her dual role identity. In 
other words, it was not ethical to traverse borders, to parade oneself if 
diseased, to not protect the integrity of the medical profession at all 
times and at all costs. Th e anger directed against Harriet was largely 
due to her stepping outside the standard professional code of conduct, 
and was not an expression of stigma against her HIV positive status per 
se. But what was Harriet supposed to do when confronted with medical 
realities which went against her conscience and experience? 

Being HIV positive (and marching with a forum for PLWHA), and a 
nurse (in uniform), Harriet explicitly paraded her dual identity. She was 
seen as displaying subjectivity, something other healthcare professionals 
would not readily accept. Th ough the ministry offi  cial acknowledged 
that many health workers are HIV positive, he stressed that they did not 
(and should not) parade themselves and thus betray their professional 
ethical code. However, to be at the frontline of ART provision meant 
that Harriet witnessed fi rst-hand her patients’ agony, and identifi ed with 
them in every stage of their illness. She was personally, morally, ethically, 
and practically confronted with her own and her patients’ realities at 
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all times. She was aware of the professional code, but consciously chose 
to focus on what she considered really mattered – a clear example of a 
care morality in fl ux. 

Moreover, the fi nding that HIV/AIDS continues to be perceived 
as a stigmatising disease has been noted by other nurses. For instance, 
the International Council of Nurses (ICN) selected ‘Nurses: Fighting 
AIDS stigma, caring for all’ as the 2003 theme for International 
Nurses Day. Th e ICN noted that “stigma and discrimination block the 
march forward against HIV/AIDS, fuelling the HIV/AIDS epidemic 
by creating a culture of secrecy, silence, ignorance, blame, shame and 
victimization” (International Council of Nurses 2004-2006, 2007a, 
2007b). Th e 2003 theme suggested that by continuing to fi ght AIDS 
stigma and providing care for all, nurses will lead the way in breaking 
down the walls of stigma and silence. For these nurses, stigma was not 
only associated with deviance but also with devaluation, a process often 
used to produce social inequality (Goff man 1963; LeBel 2008). HIV 
related stigma in healthcare settings discourages PLWHA from seeking 
care if they previously experienced unwelcoming treatment or their 
confi dentiality was not respected (Dieleman et al. 2007). Elsewhere, 
studies have shown that, fuelled by deeply felt responses including fear of 
infection, moral outrage, and shame, PLWHA may be shunned, denied 
care and support, or avoid accessing life-saving medical care out of fear 
of rejection (Stoneburner & Low-Beer 2004). 

GIPA for Whom? Nurses’ Rights to Patient Advocacy
Harriet felt her right to expression – as a patient – was violated, and she 
invoked the GIPA principle, well enshrined within health policy. Yet 
her experience off ers another illustration of the discrepancy between 
policy and practise: GIPA yes, but for whom? Harriet expressed further 
concerns when I asked about what GIPA meant to her in relation to 
her experience.

GIPA simply means empowering all of us living with HIV to 
rise to the ever changing and demanding challenges that living 
with the virus poses, and to show the world that we have a vital 
and decisive role to play in overcoming the epidemic. We need to 
change people’s perceptions and understanding of the virus and 
its implications in a positive way. But tell me Margaret, how can 
we do that when many of us who could in this model profession 
of ours don’t even see the need to overcome this stigma and 
denial and many others are simply cynical about all these things?
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Later I asked the other HIV positive nurses about what GIPA meant to 
them. Dorothy answered “GIPA means the actions and a commitment 
to fi ghting stigma and discrimination from wherever you are”. For Peter, 
“GIPA is an engagement and empowerment strategy of PLWHA to 
respond to the countless challenges HIV/AIDS and its treatment present 
in their own communities”. Th ese were rather concise, spontaneous 
responses, and generally I got the impression that all providers knew 
what GIPA was and what they expected from it (as patients). However, 
from Harriet’s experience, it was clear that the GIPA principle promoted 
by the Ministry of Health (with its own policy document, MoH 2005a) 
was far from becoming a lived reality, at least from her patient-carer 
perspective. Her experience revealed a loophole since she was not able 
(without sanction) to invoke GIPA to protect herself by claiming patient 
rights while being a provider at the same time. 

Uganda is a signatory to many of the conventions related to HIV/
AIDS and it advocates for GIPA, encouraging the right of involvement 
of PLWHA in daily decision-making regarding issues that aff ect their 
lives. However, even at the Ministry of Health, where the policies to 
implement such standards are made, there was clear uneasiness about 
accommodating the right of a health worker to patient expression and 
involvement in the things that aff ect both her and her patients. As 
an openly HIV positive nurse, she became a problem to the health 
system because her ambiguity threatened not only the core principle of 
detachment from patients, but the very foundations of power relations 
within the medical hierarchy. 

In Uganda, the fact that patients have mobilised and demonstrated to 
demand patient rights to treatment is unique to HIV/AIDS. Unlike any 
other disease, HIV/AIDS has given an incentive to patients to mobilise 
with a common voice to demand their rights. At one level, this refl ects 
an attempt to challenge the conventional power play between patient 
and provider, where the patient is seen as powerless and should be 
spoken for by the medical professional at all levels. It is also, in a sense, 
an attempt by patients to actualise the GIPA principle. But as we see, its 
implementation – even if Uganda is a signatory to this declaration – is 
not easy. In Harriet’s case, her patient rights were being challenged by 
the very people meant to promote them. One can see underlying this 
resistance the attempt to protect power boundaries within the medical 
profession’s hierarchy and to maintain the top-down approach of 
bureaucratic control, whereby decisions made at the national level are 
always considered in the interest of those at the local level. 
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Nurses’ advocacy in HIV/AIDS can be seen as a motivational force 
aff ecting identities, challenging global inequality for treatment, and 
developing local coping strategies. It has been suggested in other studies 
that HIV positive nurses are pessimistic and resigned to living with 
the negative and discrediting experiences of stigma and disadvantage 
which their condition brings (Dieleman 2007, who found nurses to be 
hiding from work. I argue that to follow this line of argument, however, 
would be too simplistic and would deny that nurses do not come to these 
interactions empty-handed. 

Th e results here give a more positive picture of HIV positive nurses, 
who do not simply hide; they are pragmatic providers of – and sometimes 
outspoken advocates of – ART. Th ey very much wanted to stay in 
their care-giving role; so, they creatively developed new strategies or 
dispositions to counter negative encounters, stay healthy, and remain at 
work. As I have shown in earlier chapters, beyond concern over drugs, the 
nurses’ own positive experiences of being cared for raised their desire to 
care for others. As such, they invested more time and energy in seeking 
out how to manage stigma and care better for others. 

ART Exceptionalism  
Internationally, there is current debate about AIDS exceptionalism: 
AIDS being seen as a disease that requires measures that no other 
disease requires. Th is exceptionalism is evident in diff erent aspects of 
care practise and treatment. It occurs at the policy level, where AIDS 
is considered an exceptional disease requiring many special policy 
measures and documents at global and national levels; for instance, the 
national ARV communication strategy, the ART strategic plan (MoH 
2007-2011). All these policies, authored by the Ugandan Ministry of 
Health, address similar issues, including disclosure, confi dentiality, 
adherence, and control. Yet there is a lack of consistency in AIDS 
treatment compared with that of other long-term illnesses, particularly 
as policy keeps changing.

At the patient level, I asked Harriet whether patients had in the past 
had a right to demonstrate so openly for drugs and treatment. She replied: 

Not one that I know of, no. Th is is rather unique to AIDS and its 
treatment. Th ere is a lot of politics involved. I guess it is because 
there is also a lot of money in AIDS.

Harriet pointed to another aspect of HIV/AIDS which makes it 
exceptional: the fact that since 2003 or so, there has been a large and 
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increasing amount of money devoted to it.  Th e mobilisation around 
HIV/AIDS to pull resources at diff erent levels, from the global to 
national and even the local level, is something very exceptional: from 
global resource pools like Global Fund, UNITAID, UNAIDS, PEPFAR; 
national level initiatives like the multi-sectoral approach to HIV/
AIDS control; HIV/AIDS related policies (also at global level); massive 
mobilisation for patient involvement at all levels and regarding things 
that aff ect their well-being; the drive to make care of HIV/AIDS patients 
everyone’s concern; community-based initiatives and organisations 
working on HIV/AIDS issues. 

But despite all these policies and resources in Uganda, there have still 
been some serious problems in meeting the high nationwide demand for 
ART. Between May and October 2007, Uganda experienced a severe 
stock-out of ARV drugs. Th is caused a crisis and created a great deal 
of tension throughout the country. Th is tension was further hyped by 
media reports of ARVs expiring in the National Medical Stores (NMS) 
while patients were dying because clinics had no ARVs (also see Mugisa 
& Nabusoba 2007; Allen 2010). During an FGD in April 2007 with 
the nurses at the public clinic, I asked them what they thought of ARVs. 
In two other FGDs in October and December 2007, I asked what they 
thought of the ARV stock-outs: how they had managed, and why and 
how these stock-outs were diff erent from the not so unusual stock-outs 
of other drugs. Th ese questions caused a lot of excitement during these 
FDGs, as the responses below show.
Prim:  Oh, my dear, this was not the same. We are talking of life-giving, 

or so to say, life-saving therapy. It’s simply not expected to run 
out. No! It should not happen – not for a country… period!

Harriet:  It’s diff erent because ARVs more prominently hold promises of 
life and hope for people, and people have been told so and made 
to believe so and many have lived to see so.

Florence:  Th ere is no other drug in our time that has ever been given as 
much attention as ARVs by both young and old, professional and 
non-professional alike. It’s the drug of the times.

Dorothy:  Th is is simply diff erent. Have you ever heard of a drug with so 
many rules as ARVs? Have you for any other drug ever seen masses 
of foreigners come all the way from abroad to here simply to see 
how and whether we were swallowing our ARVs?

Harriet:  In all my medical career of over 25 years, I have never seen 
foreigners come here following a drug they had sent us to see if it 
reached. But for ARVs they do!
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Harriet:  Ever heard of rationing drugs at the clinic like rationing food for 
refugees? But for ARVs we did!

Florence:  Th ere is a lot of hype about ARVs and AIDS. True, AIDS has 
killed too many people. But historically it is the one single disease 
with the highest number of policies and too much talk about 
participation and involvement. No drug has been advertised 
in history as ARVs. Even a child born yesterday knows it! Yet it 
remains a highly stigmatised disease and treatment – isn’t that so 
ironical?

Harriet:  ARVs are the only drugs whose scarcity ever caused so much uproar 
in the whole country. It’s the only drug I have ever heard of people 
demonstrating for in this country. It is like people cannot even 
imagine or don’t want to even think of a day or life without ARVs. 

From the descriptions of the nurses, ARVs are viewed as an exceptional 
drug. They are not like other medicines; they are not ordinary 
commodities for everyone, nor are they used presumptively for a variety 
of problems. Petryna, Lakoff  & Kleinman (2006) show that there is a 
better drug system for AIDS medicines compared to other long-term 
illnesses like epilepsy or cardiovascular and diabetic conditions. It is not 
simply a technology but is signifi cant for the meaning, value, reactions, 
and practises it arouses among specialists, funders, and the general 
population alike. It is ‘the drug of the times’ as Florence put it above. 
Th ese reactions make ARVs special, in particular because, as discussed 
earlier, they hold the promise of life.  

The Dark Months: HIV Positive Nurses Managing ARV 
Stock-outs
At the public HIV clinic, the story of ARV stock-outs was common talk 
among patients and providers alike, and was sometimes accompanied 
by jokes – both bitter and light –refl ecting back on the metaphorically 
named ‘dark months’ of April to September 2007. “So tell me, why 
‘dark months’”, I asked. 
Harriet:  Th ese were months of dwindling hope for many poor patients.
Dorothy:  Th ey were months when suddenly the future looked so lifeless for 

many patients who were on ART.
Prim:  Th ey were months when many patients were unable to get their 

ARVs… Months of rapid deterioration of the health of many of 
our patients simply because we did not have life-prolonging therapy 
to give them.
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Florence:  Th ese were months without ARVs, they were months when hope 
for a longer life was ebbing away.

Such were the sentiments of the nurses (and ART clients) at the public 
clinic, where once ARVs ran into short supply; the days and months 
turned dark. Th e memories of this time were vivid and clear. Th ey were 
recalled with sadness, and a sense of emptiness fi ltered through and 
engulfed the nurses and patients whenever a prolonged refl ection on the 
topic was invoked. Th is emptiness refl ected uncertainty for the future: 
as they watched many previously healthy clients grow weak and die as 
a result of the stock-out, they lost trust in the government to provide 
this life-prolonging, lifelong therapy. 

The ‘dark months’ metaphorically ref lect the lifelessness and 
hopelessness of the situation. It also shows that even after all the 
negative experiences with side eff ects, patients retained the powerful, 
personifying imagery surrounding ARVs as giving life and hope. Th ere 
was a determination to put up with the side eff ects and ‘messiness’ of 
ARVs rather than deteriorate to the state of sickness they had experienced 
before. Hope during treatment is a very important aspect of recovery; 
to lose hope for longer life equally means to embrace death, a state most 
would rather avoid. Th is is rather ironic – these nurses talked so much 
about the struggles they faced with ART, but suddenly when there was 
a real uncertainty about their availability, their feelings shifted again 
so that they accepted all the problems, since the drugs keep them alive. 
Th is clearly demonstrates how changeable people are according to 
circumstance.

But How Did the ARV Stock-outs Start, and What 
Happened?
Harriet:  During these months, the HIV clinic just received very small 

amounts and fi nally ran out of this very important life-prolonging 
therapy, less than what was required for our patients. First the 
delivery van would come a day late… sometimes bringing fewer 
drugs than we requisitioned, then it started coming inconsistently 
and sometimes with no ARVs at all, or with only septrin. Th e 
explanation was there were no ARVs in the stores… they will come 
later… there is a consignment on the way, you have to wait… you 
were late and you have to be patient. But I tell you, we never were 
ever late in requisitioning for ARVs because we have too many 
patients, and being the acting head nurse and also using these 
drugs, I know what it means for the patients being unable to 
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get their drugs, yet they are very convinced it’s all that works for 
them… Listening to patients especially, I got so sad and frustrated 
at the constant lack of ARVs. At fi rst we thought it was temporary 
and we thought we could somehow manage the situation until 
it simply became alarming and went out of hand.  Only a few of 
our patients could get the limited drugs available, and then there 
even came a time when we had nothing to give! 

Margaret:  What did you do for those who were getting visibly weak?
Florence:  At fi rst it became a fi rst come fi rst be served basis, which created 

a lot of tension among patients. You would fi nd people lining up 
at the clinic as early as 5:00 am, while some bought their way 
out… Soon we realised many of our patients were getting too 
weak. So, we could keep some drugs to give to those who were 
too sick, but of course with accusations of favouritism. Later we 
simply admitted them, hoping when the delivery van came they 
would be the fi rst to receive ARVs; but we did so also to monitor 
and treat their other conditions. In this way, we lost several and 
even one of our expert clients died here in our presence after just 
one month of not being on ARVs.

One way in which HIV positive nurses managed the situation of drastic 
ARV stock-out was to ration the drugs among patients.

Harriet:  We started by giving drugs for one month, then for two weeks, 
then for one week, then for a few days until such a time when 
sometimes we had nothing to give. 

Florence:  To some of our patients we only gave septrin during this time and 
many came long distances with the hope of getting drugs only to 
get just a few septrin tablets. But after some time, even that became 
scarce as we were unable to cope with the demand. So, for all the 
patients we could prescribe and those who could aff ord would go 
out and buy but many could not and so they kept coming back 
to us. We tried referring them to Kiwoko hospital but they would 
come back and tell us the same story – no drugs! 

Dorothy:  Th ose who could aff ord, travelled to get the drugs in Kampala 
hospitals, but only a handful could aff ord the transport costs 
and that long journey. It was a big problem even for the patients 
because they had to meet transport costs all the time and many 
complained that they were in debts because they had to come all 
the time. Th ere were also several reports of patients who simply 
could not aff ord to come or who just gave up. At fi rst patients 
complained of betrayal by us medical practitioners for failing to 
deliver the without consultation long-life without consultation 
drugs. 



Nurses as Advocates: Negotiating Power Relations 249

Prim:  It was very saddening to see patients seated outside the clinic in 
small group, anxiously waiting all day hoping the delivery van from 
the ministry would miraculously appear bringing them life-saving 
drugs. It was even more saddening seeing them leave at the end 
of day with sunken faces like labourers who had worked all day 
and given no pay. 

Dorothy:  Th is situation stretched on for almost four months but the last two 
were the worst. To make it worse, at the same time the media were 
reporting ARV stock-outs countrywide, the same time running 
reports of ARVs being expired in the National Medical Sores and 
the Joint Medical Stores [see a lead case story below]. 

I asked the nurses what people thought of such waste, with ARVs expiring 
in stores while the clinic shelves were bare.
Prim:  Th is aroused feelings of betrayal by government among patients 

and a lot of anger was directed towards the government. It was 
at this time that the civil society led a demonstration march 
towards the Ministry of Health claiming for an explanation to 
the persistent ARV stock-outs, only to be given no audience the 
fi rst time (12th December 2007). 

Harriet:  I remember I also took part in this demonstration only to be 
singled out as a betrayer of the healthcare system. But with all this 
at least it was clear to patients we nurses were not just refusing to 
give them ARVs or hoarding them and selling them elsewhere as 
they fi rst claimed (December 13th, 2007).    

Going the Extra Mile? Nurse Advocacy for the 
Institutional Sharing of ARVs
I have already shown in previous chapters how nurses laboured to go out 
of their way for their patients and themselves. I asked Harriet how they 
had managed to bring the stock-out situation under control at the public 
clinic, when many other public ART care centres were still reporting 
ARV stock-outs. With tears forming in her eyes, and with sadness, 
pain, and a lingering uncertainty in her voice, I knew my question had 
aroused a painful memory. I patiently waited to hear what she had to 
say. Th e example below outlines what one could class as a particularly 
daring act, especially given that she had already received negative 
reactions and sanctions from the Ministry of Health – the highest level 
in the healthcare system – for participating in the demonstration and 
transgressing her professional boundaries.

I have always watched people die but never felt so painfully 
helpless. It was real, it was frightening to die. Margaret, I 
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helplessly watched this wonderful expert client of ours die simply 
because we ran out of drugs and he just deteriorated so fast and 
soon he was gone. Th is death slapped the reality of suff ering 
and death more vividly to me. I thought it could be me next. 
Margaret, I became very emotional and I was confused at the 
same time by this whole situation. For some people, no drugs 
seemed business as usual. Some even could aff ord to say “So 
what? Th ere are many other drugs that are not available”. After 
the death of this man, I decided to follow my heart. I picked 
courage to face management. I didn’t know what to say to our 
administrator but I was determined to meet him, even if we 
just talked about it. Perhaps this would give me relief. Later I 
thought, are there no centres which have more than enough in 
their stores, can’t we even borrow some drugs for the sake of 
saving our patients for now? All this kept reverberating in my 
mind as I went to the management meeting. 

By the end of her statement, Harriet’s voice was strong and refl ected 
the fi rmness and determination with which she had decided to face the 
management committee of the health centre. 

Harriet:  Frustrating was the fact that this issue was not even on the agenda, 
yet we seemed to be hitting a record at the number of patients 
we were admitting, there [were] patients on the fl oor all over the 
wards. What was instead being discussed and what all people 
thought about at the meeting was asking the ministry to provide 
us more beds and have a ward built. No one thought of a short-
term solution or what/how/why are all these patients coming in? 
I knew the answer because I knew most of them, they were my 
patients… many of them I had admitted them to the wards myself. 
Th ey only needed to get their ARVs and many would stabilise and 
be saved a premature death. 
... I requested for extra time to address the meeting. I told them 
of the current situation, why there were more patients and what 
I thought we could do in the short run while we still waited for 
the Ministry of Health to address [the] problem. I told them 
I thought someone out there could be having some stock and 
might be willing if the ministry negotiated for us to lend us some 
drugs, and pay back in instalments from our requisitions from the 
ministry. Th e technicality was whether the ministry could agree 
to such an arrangement. I off ered to go with the administrator to 
the director of procurements at the ministry and argue my case 
if they thought it plausible. Four out of seven people bought my 
idea and gave us a go-ahead. 
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Margaret:  How did you hope to convince the ministry people?
Harriet:  First, Prim and I compiled some information showing an increase 

of inpatients… what their conditions of illness were, and what now 
our opinion was. Th e data showed that over the three months of 
limited or no supply of ARVs, increment of inpatient admission 
rate went up from admitting an average of six patients a day to 
11 patients a day. Th is was way too high for the capacity of the 
health facility. Th e clinic capacity is only 100 patients. Normally 
we have on average 150 inpatients a day. Yet for the three months 
we now had an average of 227 inpatients a day. So, two days later 
we went with these statistics. 
... We were lucky to meet the procurement committee in session. 
Even though they were alarmed at our statistics, we met some stiff  
resistance. Th ey argued that this way of doing things was not in 
order and it would derail ministry planning; and besides, it was not 
ministry policy. Some invoked that we needed a by-law stipulating 
this kind of transaction, and others said it is impossible. It took 
a lot of negotiation and convincing. But I was very systematic, 
passionate, and rather very emotional, pleading and begging. I 
had prayed a lot. I invoked the issue of drugs as a human right, 
how we can’t talk of waiting for a law when people are dying again 
like in the early days of the epidemic… I reasoned how this was 
going to cost the ministry more money in the long run with more 
admissions. Oh! I dread to remember that meeting. Th ey called me 
everything because there I was too emotional, tearing and begging 
in front of all these big people. To be honest with you, at some 
point I felt like a fool and they made me feel so even more by the 
questions they kept asking me. Anyhow, my load became lighter 
when a sympathiser came to my rescue. He said, “Th is lady has 
pleaded, begged, and has cried enough for her patients and rightly 
so. Th is is a just cause, these could be our brothers, sisters and 
mothers dying. Why don’t we as a committee pass it informally 
now as a special case and give it a time limit, and you as director 
request Mildmay – because I know they have some extra stocks just 
received – to off er the ministry some drugs in the meantime, and  
it would pay back from their procurements in instalments later?” 
So there I was! All of a sudden I felt such a relief. I thought he 
was my hero… at least he was on my side. Gradually the majority 
present agreed to his suggestion after a long discussion on the 
implications of such and how we would go about it. 

Margaret:  What happened when you went back to your workplace clinic? 
Harriet:  Ah ha!! At fi rst everyone was excited, at least those who cared to 

know. We knew it was now automatic things would work out. 
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Th ey acclaimed me, but I was hesitant to tell them at fi rst about 
what I thought was a rather dehumanising interrogation I had 
gone through at the ministry meeting, let alone at the clinic 
board meeting. Some people I had talked to before the clinic 
board meeting were pessimistic about the management board ever 
accepting to take such a risk of borrowing drugs, but this did not 
kill my determination to try. Others were not sure but they tried 
to encourage me. Suddenly, some people thought I was a heroine, 
and rightly so, while others thought this is what I was supposed to 
do as the head nurse, forgetting such is the work of the HIV clinic 
in-charge. I had bypassed his authority because to me he seemed 
less bothered about the situation; and besides, he is rarely there… 
so I might rightly say he was less sympathetic to the situation at 
hand. Luckily, to date I have never got anyone complaining about 
my move so I guess everyone thought I just did the right thing… 
though it was really out of an intense emotional experience. 

Margaret:  How long did you have to wait to get the drugs?
Harriet:  We were told to pick the letter the following day… We took it in 

person to the Mildmay Centre. Yes, they had the ARVs but would 
require a management meeting to deliberate on this rather unique 
request from the Ministry of Health. It occurred to us that actually 
Mildmay had a right to say no; so, this kept us on our toes. In the 
meantime, more of our patients were dying on the ward and in 
their homes as we received constant reports. By then I was almost 
dying with agony and anxiety for my patients. We lost close to 
60 patients in two months and more than half of all our patients 
deteriorated on average by 50%. I prayed for drugs to come all the 
time and even told the patients to do so. Four days later we were 
called to put in a formal request specifying what we wanted, and 
[provide a] plan and terms of repayment in a specifi ed period of 
nine months. It was categorically stated that this was a relationship 
between these two ART care centres and we were responsible to 
ensure repayment and under the Ministry of Health supervision… 
My administrator signed on our behalf and so did the procurement 
manager of Mildmay. Th ree days later we were called to pick the 
ARVs, which we gladly did… At least we had managed to borrow 
ART from another ART care centre and these stocks would last 
us three months given our current and expected patient load. Th e 
agreement read that we would pay back in three instalments over 
a period of nine months, and it’s my responsibility to ensure this 
is done. 

Harriet then went on to describe the terms of the payback agreement, 
and how they were managing with it so far.
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Harriet:  So far we have paid back 1/3 from the supply we received directly 
from the Ministry of Health. We requisition an amount that is 
slightly higher than our requirement every time so as to be able to 
repay back what we borrowed. We collect from each month and 
then add it up for the three months…. We pay back to Mildmay 
in one consignment. After all is paid, the two dealing parties 
have to formally acknowledge and send a copy of the letter to the 
ministry showing termination of the borrow-lend relationship. 

Margaret:  How did you feel at the end of it all? 
Harriet:  Oh yes, at last I felt I was rightly so a heroine as many colleagues 

and patients thought, even if only for my emotions and boldness. 
But more so, there were smiling faces again, people had ARVs. 
Th ough many looked so frail then, many are already much better 
now. Patients applauded me when the story fi ltered through to 
them. To date they call me their heroine and this created a lot of 
trust in me… I thank God and for now I am happy I did what I 
did – I confronted the health system with its own inadequacies 
and my negative experiences paid off  with a positive practise 
(December 13th 2007). 

ARVs hold the promise to life, and rationing at the clinic show indeed 
that they are very valuable items. Often described in the literature is 
the fact that patients share their drugs, and there is no exception with 
ART (see Cameron 2011). However, at the institutional level, the idea 
of lending and borrowing medicines across independent healthcare 
institutions seems unique to ARVs and is not documented in literature. 
Th is practise is also likely to be repeated in the present times and 
circumstances, where funding is no longer increasing, which means that 
ARVs will not be available for many.

Nurses’ Emotions and the Reality of Death
Th e absence of ARVs did not only cause death for some patients; it 
also caused emotional pain for the nurses as providers of ART. Nurses 
had to deal with the painful remembrance of the deaths of their clients 
during the ARV stock-outs, and the sudden uncertainty and lifelessness 
that hung around the future. For Harriet, emotions played at least two 
major roles in spurring her on to take action to relieve the crisis she saw 
unfolding in the clinic before her eyes. Her emotions infl uenced her 
decision-making process at the board meeting and at ministry level. 

Emotions infl uence people’s attitude towards their current and 
upcoming actions. Th ere is evidence that emotions play an essential role 
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in rational decision-making, perception, learning, and other cognitive 
aspects (see Sayegh l, Anthony P.W,& Perrewe P, 2004). Seeing people 
dying, in a situation where one thinks or feels it could have been avoided 
brings a range of emotions, such as panic, fear, and anger. For Harriet, 
the death of the expert client invoked emotions which presented both 
risks and opportunities. Th ere was also an element of identifi cation, 
since Harriet knew that because of her dependency on this scarce life-
prolonging drug, she too could end up in a similar situation. Th is response 
made her all the more determined to manoeuvre within the ministerial 
bureaucracy (which she had already experienced as stigmatising and 
unwelcoming) with the hope of reversing the drug scarcity situation, 
at least at her clinic. Her emotional response became functional in the 
sense that she developed an actionable framework – in the form of a 
presentation to the general board and Ministry of Health – to support it. 

Harriet’s case exemplifi es the ways in which emotion aids the assertion 
of a social identity by employing (or deploying) various communicative 
strategies, including negotiation, persuasion, begging, or simply 
expressing how one feels by crying, or showing anger and fear. Harriet 
drew on her wealth of emotions to put across the idea of borrowing 
ART to reduce deaths. She even conducted research to compile patient 
statistics. Here, emotion became a socially communicative act. Even if 
in medical practise emotional behaviour is generally seen as deviant and 
aberrant, in this case it embodied a higher order of signifi cation: the 
complex reality of suff ering from and treating chronic illness. Failure 
to address this complexity may halt communication at all levels within 
the health system, feeding back the kind of detrimental paradoxes that 
are at the core of local resistance, such as stigma, poor care delivery 
mechanisms, and stock-outs of life-prolonging ARVs.

For nurses to be HIV positive means that they become ambiguous and 
unclassifi able, straddling the boundary between medical professionals 
and patients. For them, the dichotomy becomes fl uid, and they can 
traverse the boundary at will or for practicality when the need arises; 
though some may slide into a patient role unwillingly or unintentionally 
(such as when their status is revealed through visible side eff ects). To 
renegotiate this boundary in this way is, however, problematic within the 
healthcare system because many (particularly those at the upper levels) 
still view maintaining the hierarchy and power diff erential between 
patient and professional as very important. Th us to belong to such 
an ambiguous category of personnel is not only diffi  cult for the HIV 



Nurses as Advocates: Negotiating Power Relations 255

positive nurses themselves but also for the organisation, for it combines 
expectations, obligations, and rights that are not defi nitive in either the 
caring or patient role, and may often be in confl ict. However, belonging 
to this category gave some nurses the liberty to appropriate these rights 
and roles pragmatically to address practical issues, like confronting 
stock-outs by taking up a patient activist role as providers. Here, the 
power diff erentials between the patient and the provider are traversed and 
renegotiated (though not without sanction), contrary to the professional 
code which stipulates medical providers to keep a professional distance 
from patients. 

In addition to the transgression of the patient-provider divide, 
emotional behaviour in medical practise is also seen as deviant and 
aberrant. For instance, emotional distress has been shown to lead to 
reduced quality of care both for self and for others (Wagner, Austin & 
Von Korff  1996; Walsh, Jones, Tookman, Mason, & Mcloughlin, 2007). 
However, I have shown that for the HIV positive nurses, emotion became 
a socially communicative act embodying a higher order of signifi cation. 
Emotions were drawn on variously to act upon diffi  cult situations. Th ey 
became vehicles to communicate pain and suff ering, as well as vehicles 
for innovation. 

Theoretically the above points become interesting in terms of 
healthcare studies, because historically one has to be either a patient 
or a carer, which signifi es a separation of roles. Scrutinising the lived 
experiences of nurses in question, I argue here to view these nurses’ 
practises as a process of simultaneous identifi cation. Th is they have 
developed to cope with the fact that there are no clear defi nitions of 
the expectations of their roles of nurse-as-patient and patient-as-nurse. 
Th ese nurses are also lifelong patients with HIV/AIDS, and this is a new 
form of identifi cation that they have to integrate into their caring role. 
Th ese forms of identifi cation are not always employed distinctly and at 
diff erent times, as has been described in literature on identities (see, for 
instance, Ong & Collier 2005). I argue here that these identities are 
often simultaneously employed and acted out, especially in the context of 
giving and receiving care, and are not static but continuously changing. 
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10
Conclusion  

Th ere is a general misconception that medical professionals should not 
or do not get sick, because they are supposed to be masters at the game 
of health. But they do get sick, and it can be a daunting and complex 
experience, particularly when it involves suff ering from a stigmatising 
and complex chronic disease that they also treat in others. Now, having 
gone through this long, winding journey – which has been mainly 
exploratory, and while comprehensive certainly not exhaustive – into the 
everyday experiences and care practises of HIV positive nurses working 
in ART care, here I pose the concluding questions. First, what can we 
learn from the experiences and caring practises of these nurses? Second, 
what are the implications for medical anthropology? 

I have looked beyond the distinct categorisation of carer and patient 
to focus on the intersections between the two, to show the practises and 
everyday experiences of not only treating but also living with HIV/AIDS 
and ART among a group of nurses. Specifi cally, I have taken interest 
in the complex and often contradictory relations of these nurses with 
the disease and drugs, as well as with their patients and their healers. 
Th e importance of focusing on the intersection between categories and 
identities for HIV positive nurses is to highlight that the resulting role 
- ambiguity - can lead to confl ict, but also to advances and innovation. 
It is at the intersection of being a patient and a carer that we see the 
HIV positive nurses become really creative, where new alliances and 
intersubjectivities emerge and these have a bearing on broader structures 
and institutions of care-giving. 

First, let me relate back to the objectives in my introductory chapter, 
which were to understand: 1) what happens to carers’ identity and 
subjectivity when their lives and environments are transformed by 
HIV/AIDS and its treatment; and 2) how illness and ART as a medical 
technology (re)shape the care relations nurses have with themselves and 
others including institutions. 

In this work, I have shown that nurses at the frontline of ART 
provision face several challenges. Th ey work in a very demanding 
environment as a lower cadre of health professional, and are taking on 
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more and more tasks for which they were inadequately trained, as well 
as improperly supervised and managed. Nurses are being confronted 
with several issues, from having to deal with high demand in terms of 
the number of patients, to daily threats or fear of exposure to HIV, and 
stigma (Yang & Kleinman. 2008; LeBel & Th omas 2008; Fournier et 
al. 2007; Adetoyeje et al. 2007; Dieleman et al. 2007; Amolo-Okero et 
al. 2006; Arachu & Farmer 2005; Walusimbi et al. 2004; Adelekan & 
Jolayemi 1995). In addition, nurses have become gatekeepers of a global 
medical technology – ARVs, dubbed a magic bullet against AIDS – 
which have been extremely eff ective in increasing survival and quality 
of life. Th is study has revealed, however, that for those at the frontline of 
its provision, ART involves several other concerns related to side eff ects, 
persistent opportunistic infections, and stock-outs, which challenge the 
effi  cacy of ART and create social relational tensions for those involved. 
For all of these challenges, nurses are ill prepared. 

Despite the many challenges faced, for the nurses in this study care 
is a tale of commitment (often referred to as devotion, perseverance, 
and dedication), compassion (kindness, consideration, empathy, and 
concern), and creativity (inventiveness, initiative, and resourcefulness). 
Th e nurses often went beyond the call of duty – they went the extra mile 
– to give care to their patients. Th e level of commitment, compassion, 
and creativity among nurses involved in ART provision was motivated 
by several factors, including the signifi cant fact that they had a powerful 
life-giving drug in their hands with good effi  cacy. Other reasons were 
relational: patients acknowledged nurses’ eff orts and commended them, 
which helped to affi  rm the nurses’ abilities in their newly acquired roles. 
Th ey also had close bonds with their local communities, and in many 
cases were caring for family members and/or close personal friends 
with HIV/AIDS. But furthermore, some nurses suff ered from HIV/
AIDS themselves. How then do we begin to understand care from the 
perspective of suff ering carers? What are the implications of being a 
caregiver suff ering from the disease you treat in others? Th ese are the 
questions I have sought to address.

Th rough these chapters, I have built up the argument that care is 
relational and transformed by embodied, lived, and shared experiences. 
Since some HIV/AIDS/ART carers are themselves HIV positive, 
they are treating and suff ering from a disease characterised by shame 
accompanied with a complex treatment and as such make attempts to be 
secretive about their status on one hand. But on the other hand though, 
they share an embodied and lived experience of this disease and its 



258 Going the Extra Mile

complex treatment with their patients, desiring well-being not only for 
their patients but also for themselves. So, as carers treating the disease 
they suff er from, they fi nd themselves facing many ambiguities as a result 
of the embodied shared experience, which they attempt to overcome by 
going the extra mile in many ways, becoming creative designers in care  
and engaging in a tinkering process involving changes in relations and 
practises. As nurses treating the disease they suff er from, by for instance 
forming alliances and engaging in innovation with patients to address 
side-eff ects of ART, they are confronting the carer-patient divide and 
power relations. And, by engaging in alliances in advocacy, they are 
confronting power relations within the medical hierarchy and practise. 
Such tinkering is itself not without ambiguity, confl ict, and sometimes 
struggles in power relations which create tensions, though at the same 
time there are alliances, for instance in advocacy and innovation. Th at 
these nurses are confronted with ambiguities that arise out of their 
sharing in the carer-patient experience and that they never get round 
to really overcome them, their being secretive attempts to challenge the 
paradigm of disclosure and openness in global HIV/AIDS care but at 
the same time, their going the extra mile in a way tends towards being 
open about their status. I can fi nally say that this only acts to reinforce 
the global paradigm of openness and disclosure in HIV/AIDS care and 
practise. 

By bringing an ethnographically grounded approach to understanding 
care subjectivities in ART provision, I have shown that individual 
singularity is retained and remade in clinic based interactions. Th e 
subjects (the HIV positive nurses) experience HIV and AIDS, engage 
in its care and treatment, interact with other carers such as doctors 
and expert clients, interact with patients, experience stigma related to 
the disease and its treatment, and are agents of biomedical knowledge. 
Because of these interactions and responsibilities they have within the 
healthcare system, certain professional ethical values are expected of 
them. Yet they also have embodied, lived, and shared experiences of 
HIV/AIDS and ART treatment that confounds such professional codes. 

HIV positive nurses often described theirs as a life of pain and 
suff ering, which took many physical, emotional, and social forms. 
Physical pain included needing or messing up their ART dosage, 
suff ering ART side eff ects, or having persistent symptoms. Emotional 
pain included fear of their body disclosing their HIV status, watching 
their patients die due to failure on available ART regimes or ART 
stock-outs (with the knowledge that they themselves could be next), 
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and living with death constantly lingering over them (given that ART is 
not a cure). Social suff ering was linked to fears of being stigmatised, by 
their patients,  colleagues, and those higher up in the medical hierarchy. 
Nurses also faced frustrations confronting and negotiating hierarchical 
power relations, as well as facing the contradictions and shame of not 
living up to professional standards of care. To live the life of an HIV 
positive nurse who is providing and using ART is to live a life full of 
challenges and ambiguity, which on one hand led to innovation, but on 
the other hand brought them into confl ict with the healthcare system. 

Concealment and Conflict in the Clinic Space
Th e nurses feel threatened in their professional status by HIV-positive 
expert clients who are open about their own status and who actively 
acquire detailed knowledge of ART and its eff ects. Most HIV positive 
nurses at the public clinic did not openly share their status or their 
embodied experiences with patients or colleagues. Th ey saw this as 
disempowering and feared stigma in the workplace, so they lived with 
the pressure of concealment, selective interaction, and secrecy. I have 
shown how the HIV positive nurses set up a secret society to discuss 
the tensions between their professional status as nurses, and their HIV 
positive status. Th ey are especially concerned about the side-eff ects of 
ART, such as skin rashes, which threaten to give them away. So, these 
nurses’ embodied experiences were entangled in concerns for their social 
person. To confront this threat they advocate for the inclusion of a herbal 
skin cream in the ART programme.

LeBel (2008b) notes that perceptions of stigma are a strong predictor 
of lower self-esteem and reduced satisfaction with life. Th e nurses in 
this study, in particular those at the public clinic, created safe spaces as 
a strategy to manage stigmatising encounters within the clinic space, 
which was seen as a stigmatising atmosphere. Safe spaces were both 
physical and imaginary, created through concealment, avoidance, 
selective disclosure, and taking fl ight to receive care elsewhere than 
their own ART workplace. 

Th e Open Up group, for instance, became a safe space for four public 
clinic nurses. Th e nurses decided to keep the existence of the group a 
secret (from other health workers and their patients), as well as keeping 
secret the HIV status of those who did not want to disclose to others in 
the workplace. In this sense, the Open Up group was unlike usual HIV/
AIDS support groups, where the key idea is that the group is known by 
and open to everyone, and people are referred there for support. Such a 
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group may also take on an active role in challenging negative perceptions 
through drama and community awareness campaigns, and in a sense, 
members become open ambassadors about HIV/AIDS and treatment. 
In contrast, the nurses’ Open Up group was a network of trust relations, 
kept secret for fear of the identifi cation of, and association with, their 
HIV status. Th e nurses decided exactly what information to disclose 
and to whom, after weighing the costs and benefi ts of such disclosure. 

As professionals, the nurses evaluated what was at stake for them if 
they shared their status with their patients and colleagues, and often 
opted for non-disclosure. However, through their secret group, they 
found psychosocial support, built up their confi dence and trust in one 
another, and acquired better skills for dealing with their work and 
patients, which quickly earned them ‘favourite nurse’ status. Even if 
they did not openly share their experiences, indirectly their embodied 
experiences endeared them to their patients.

It is ironic how a disease and its treatment is encountered and 
produces diff erent relational reactions among people sharing a similar 
experience and space. Th is has to do with the social positioning of 
individuals. Th e expert clients, in contrast to the HIV positive nurses, 
became popular and gained a lot of infl uence among patients because 
they openly shared their HIV/AIDS and ART experiences. For them, 
this was greatly empowering and they became models of survival and 
ambassadors of hope. 

Nurses, however, often felt that their power over patients was being 
mediated by expert clients, and tension and confl ict often arose in their 
interactions and they had to constantly negotiate these relations. Th ere 
was particular struggle over who should have the power over clinical 
knowledge, and the authority to tell what to patients. Nurses often 
complained that expert clients used only their embodied and lived 
experiences when they shared knowledge with patients, and lacked 
adequate training on how to operate in the clinic space. Expert clients, on 
the other hand, felt they were often denied the information they needed 
and were entitled to by nurses, which induced them to go the extra mile 
to search for more knowledge about aspects related to HIV/AIDS care, 
and go into a deeper exploration of the backstage of the nurses’ clinical 
operations – to the discomfort of the nurses. 

Th e expert clients had the time to update their knowledge on the 
latest developments, which further empowered them in the clinic space 
in relation to patients and nurses. By comparison, the public clinic 
nurses never had this time to update their knowledge given their heavy 
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workloads, and this was a further source of disempowerment for them. 
Th us in some ways, even though the expert client initiative was intended 
to assist nurses, their presence in the public clinic also posed a threat. 

HIV Positive Nurses’ Innovations in Care
Th e HIV positive nurses had to fi t into many social identities which 
they sometimes experienced as confl icting, fl uid, and ambiguous. Th ese 
diff erent forms of identity were constantly reworked and gave rise to new 
forms of subjectivity, which aff ected the quality of their interpersonal 
and professional relations, especially because the nurses were confronted 
with the same messiness (related to ART, its side eff ects, and OIs) as 
their patients. Th ese subjectivities were intertwined within the context 
of care and social interaction. As such, new ways and meanings of care 
were being produced and reproduced in social relational terms; they 
were contextual and embedded in interaction processes rather than 
standardised codes of ethics. Th e embodied, lived, and shared experiences 
of the nurses thus shaped their subjectivity and produced new relations. 

However, there seems to be a stage in the experience of being on ARVs 
when concealment is not a very viable option, when disclosure ceases to 
be a voluntary matter and becomes unavoidable. Rashes come against 
one’s will. Here nurses became advocates of a herbal remedy as a way 
to conceal the side eff ects of ART on their bodies. Th e innovation of 
the mobile cream is a good example of this process, where care relations 
were fl exible and negotiable. Nurses at the NGO clinic developed 
interdependencies within their relations with patients and expert 
clients, as well as new intersubjectivities of trust, respect, and humility. 
Caring for chronic skin complaints became a strong collaborative eff ort 
between groups that were formerly considered distinct: powerful clinical 
caregivers, powerless patients, and undermined traditional herbalists. 
Nurses as patients, in their own desire for wellness, teamed up with 
their patients and a herbalist to design and produce the mobile cream, 
which is now used on all kinds of skin problems, but especially those 
related to HIV/AIDS and ART. Th e nurses had to become humble 
to allow themselves to be taught by patients and a herbalist, and to 
clinically adopt and use the remedy. Nurses further depended on patients 
to collect, process, and supply the hard to fi nd ingredients, for which 
they off ered remuneration. As a result of these interactions, the nurses 
became more respectful of patients for the knowledge and the mobile 
cream ingredients they received. 
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Th e nurses at the NGO clinic did not simply adopt an existing 
alternative herbal remedy, but were actively engaged in collaborating 
with others to design the remedy, then searching for, collecting, and 
processing the ingredients, and then preparing the cream themselves. 
Th is was a rather new development within the biomedical space, and their 
embodied and lived experiences impacted upon care relations positively. 
It is important to note, however, that the nature of the atmosphere 
facilitated developments and initiatives. Organisational support for 
the nurses from the NGO, and the willingness to adopt fl exible rather 
than bureaucratic work practises, partly explains why the mobile cream 
innovation was possible.

Furthermore, a new duality in care relations emerged with the mobile 
cream innovation. Here, as nurses acted as conduits of biomedicine 
into local communities, at the same time they became key actors and 
conduits of local traditional herbal medicine into biomedicine. Th e 
mobile cream ingredients moved from a local cultural space into the 
biomedical space, and then back again in the form of the cream. Being 
an initiative from a personal experience and rather internal to the 
mobile clinic, the mobile cream formulation process was apparently 
unconstrained by barriers or regulatory mechanisms from outside 
the NGO. Nonetheless, the appropriation of herbal remedies by the 
nurses does, in a sense, reinforce the idea that legitimacy for health and 
well-being takes root in biomedicine. Nonetheless, the creative process 
through which the ingredients and the mobile cream itself came to refl ect 
a process of hybridisation of a local traditional heritage and modernity 
which provides some sense of local identity in the highly globalised HIV/
AIDS care and treatment practise. 

Nevertheless, there may be a stage when maintaining concealment 
must simply stop to be a concern. Th is is because, much as ARVs give 
back relative control over the body, at a certain point they may retake 
control in the sense that they may even create (permanent) marks on the 
body by which they identify the individual as being HIV positive as in 
the case of lypodostrophy. One might start taking ARVs in hiding, with 
the purpose of concealing symptoms of HIV/AIDS and the shame that 
comes with it, but eventually the drugs seem to take on a personality of 
their own, and transform the body in their own image, so to speak. With 
Florence’s developing condition of lipodystrophy, for instance, the ARVs 
reshaped her body against her will, and thus began conditioning her to 
do specifi c things and not others, for example wearing certain clothes to 
hide her hump, feeling diff erently about herself, and having to adjust to 
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a new identity. As Florence put it, she now had a permanent condition 
that she had to live with, and had to learn to accept that she no longer 
looked ‘normal’. Th is is, however, contrary to the reasons why many 
people often take these drugs – they want to be ‘normal’ and have their 
physical health and body outlook restored. Th e embodiment of these 
nurses’ experiences was dynamic, varying over time and across space, 
and were shaped by a multitude of experiences, discourses, practises, 
technologies, and ideologies. What has emerged is a multiplicity of 
bodily experiences – a dynamic form of embodiment – which invites a 
new mode of analysis and interpretation by care studies.

Shifting Power Relations and Ambiguous Identities
A nurse with HIV has a social role as medical carer and a bodily role 
of having HIV. Th is creates a shared identity with patients living with 
HIV and AIDS, which subsequently alters the power relations between 
carer and patient, and as a result new dualities emerged. 

From a professional point of view, medical care workers often testify 
to diseases and the suff ering of their patients on the basis of observation, 
while patients testify to their disease and suff ering on the basis of 
experience. From the perspective of HIV positive nurses, this distinction 
has become blurred. For these nurses, the truth that is now sought is not 
only the objective truth of disease and their professional caring roles, but 
the subjective truth of their experience as a patient. Th ey no longer simply 
speak on behalf of those who have experienced disease and suff ering, 
as expert observers; they occupy a similar position as their patients and 
employ a similar language to bear witness to this experience. It is the 
language of an embodied, lived, and shared experience. In this sense, 
HIV positive nurses’ witness to disease, suff ering, and caring diff ers from 
the conventional medical professional approach. Th is has value because 
it portrays a truth which not only refl ects the social world around them 
but rather transforms it. 

Being a professional nurse is put under pressure by an HIV positive 
status, and the healthcare system is put under pressure because nurses are 
HIV positive – as witnessed by Harriet’s encounter with a top minister 
from the Ministry of Health, where she was sanctioned for publically 
displaying herself as both a professional nurse and a patient advocate. 
HIV/AIDS makes enormous demands on carers, especially nurses, and 
more particularly, those who are also infected. Living with a dual identity 
means living in ambiguity. Th is ambiguous identity was both created and 
threatened within certain institutional spaces, and consequently these 
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nurses faced professional dilemmas in the course of caring. For instance, 
they had to confront power relations within the medical hierarchy, and 
feared evaluation and possible sanction. At the same time they were 
struggling to be in control of their bodies and identities, which were 
being threatened in diff erent institutional spaces. 

Th e discrepancy between formal practises and the nurses’ actual 
practises shows how ‘disordered’ interaction between professional and 
individual identities can infl uence the experience and functioning 
of individuals and services at diff erent levels. While they were not 
fully recognised by those in authority in the healthcare system, these 
discrepancies have major implications. Th e HIV positive nurses were 
neither doing what they were formally supposed to do, nor did they 
have suffi  cient resources or training for the new roles they had taken 
up. Additionally, they were both patients and carers at the same time, 
and yet did not fi t precisely into either role; rather, they were betwixt 
and between. 

Th ey were in a state of ambiguity that was not recognised by authority, 
with a disease that is highly stigmatising, and they were unable to resolve 
this situation themselves. Jones (2005), writing about medical culture, 
notes that “the culture of medicine compounds rather than alleviate[s] 
the damaging eff ects of diff erent stressors on its members and it is rare 
for a medical team to debrief and support its members” (2005:4). Such 
situation places the HIV positive nurses in a more diffi  cult position. 

Theorising Care: Insights for Medical Anthropology
Shared, relational understandings of care
Nursing has been given both a professionalised and a gendered 
understanding, as women are trained to give care and perceived as natural 
caregivers. I posit that given the increasingly chronic nature of ailments, 
care-giving should also be understood from a relational perspective of 
embodied and shared experiences, as a process that is dynamic and 
interactive. Th e fi ndings here have shown that HIV positive nurses are 
better carers in the way they nurse, both from their own perspective and 
that of their patients, based largely on their shared embodied experiences 
of being both nurses and patients. Th is is consistent with other literature 
on patient healers (e.g. Klitzmann 2008). Another useful comparison to 
what I have presented is given by Cox Helen (2008), a British psychiatric 
doctor who suff ered depression, and had this to say:

My illness gave me a much more real appreciation of the 
symptoms we treat… I had great diffi  culty coping… since 
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returning to work I have been more aware of helping patients… 
Th is [illness experience] has aff ected my view on detention of 
patients under the Mental Health Act… when I assess people 
under the Act, I am more aware of the damage that can be done 
to someone’s life and relationships by their illness.

Th e HIV positive nurses were even more committed and compassionate 
than their colleagues, as patients’ stories show. Th ey started to care not 
purely from a professional perspective but from the perspective that they 
too were patients sharing and going through the same experiences that 
they observed in patients. Relations of care and subjectivities began to 
shift from simple empathy, resiliency, or love to constantly negotiated 
relations of trust, sharing, humility, interdependence, cooperation, 
creativity, and alliance. Caught in a situation of ambiguity about their 
caring roles and practises, nurses began to search for and act upon 
what really mattered (also see Kleinman 2008), rather than just follow 
medical ethical codes such as detachment, objectivity, and maintaining 
boundaries. 

However, I must emphasise that the choice about acting upon what 
really matters can be constrained. For example, my ethnography shows 
that some nurses chose not to share their status or ‘live positively’ in 
the way that the global dialogue on HIV/AIDS care dictates. Rather, 
they chose what really mattered for them: secrecy in the context of fear 
of stigma, and selective alliances and trust. However, for these nurses, 
making such a choice was still constrained and full of uncertainty since 
their body could disclose their status beyond their control at any time. 
So it was a constant process of reworking choices. A further example 
is of Harriet’s decision to act and advocate for patients (and herself) to 
receive ART, something she considered of crucial importance. Yet as a 
result she faced institutional resistance and sanctioning. 

Reconstructing the role of ART providers
As I have shown, being an HIV positive nurse working in ART care 
brought with it both confl icts and confrontation, insights and innovation. 
Further, it caused the subjectivities and identities of the nurses-as-patients 
to shift. But how can we theorise these shifts? ART creates a specifi c 
kind of biosocial personhood, as patients must have regular CD4 and 
viral load counts, engage in self-monitoring of their health status, and 
be aware of their own immune status markers. In fact, as patients are 
(by requirement) becoming more knowledgeable about their bodies and 
their disease, so the role of providers of ART is being reconstructed. 
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Th is is particularly noticeable with the introduction of expert clients as 
a new category of lay provider. 

HIV positive nurses and expert clients – both users and providers of 
ART – must interact within the clinical space, working with overlapping 
knowledge and skills, and interacting with patients as providers while also 
sharing a patient identity. As medical professionals, nurses are expected to 
keep a distance from patients, which would require subduing their patient 
identity. But in their roles as nurse-patients, they have sometimes had 
to accept to humble themselves, downplay their professional status and 
ethics, and narrow or remove the gap between professional and patient 
in order to improve the situation for their patients and themselves. Th e 
case of the mobile cream is a clear example of a situation where identities 
were in constant interaction.

An interesting question here is whether HIV positive nurses made 
any attempt to create a special category among health providers, based 
on seeing themselves as diff erent from those who were HIV negative. 
Th ey did seem to set a higher agenda for themselves in terms of caring for 
their patients, since they had experienced not only being a provider for 
this complex illness and its therapy but also a patient of it. Furthermore, 
they experienced all this within a healthcare atmosphere that they felt 
was lacking. 

Th ey felt their direct experiences gave them leverage in their argument 
to demand special attention, not so much as a risk category but as a 
group of people with diff erent needs. Categories in the HIV/AIDS 
epidemic have often been created based on risk or vulnerability to 
exposure to or acquisition of HIV. Such has been the trend. Th e claims 
of these nurses introduce another dimension, since they may combine 
all, some, or none of these above aspects, and in fact they may even be 
seen as a more privileged group because they have access to information 
and practical knowledge about HIV/AIDS and its treatment. However, 
their particular vulnerability stems from the fact that they were both 
victims of a stigmatising atmosphere and yet also in part responsible 
for perpetuating this same atmosphere. I believe that their needs and 
desires as a special group could be addressed if the atmosphere was less 
stigmatising. How this can be done is an issue requiring further in-
depth research. 

Managing stigma and ambiguity
How do HIV positive nurses deal with the experience of being at the 
intersection of patient and carer? HIV positive nurses went the extra 
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mile by creatively designing care, and they created safe spaces to manage 
stigma encounters in diff erent environments they worked in. At the NGO 
mobile care setting, HIV positive care providers found the workplace a 
safe space in which to counter emotional stress and stigma suff ered in 
the community, and used the offi  cial ‘offi  ce day’ as a space to open up 
and garner psychosocial support. However, at the public clinic the HIV 
positive care providers did not fi nd support in their workplace; rather, 
they found a safe space in the secret Open Up meetings and through 
selective disclosure, concealment, and avoidance. Th ough in both 
arrangements the need for psychosocial support is underlined, a crucial 
diff erence between these two coping mechanisms is that the Open Up 
meetings were secretive and strictly for the four HIV positive members, 
while the offi  ce day meetings were an open forum for everyone at the 
workplace to share experiences. 

In managing stigmatising encounters, nurses created safe spaces. But 
a critical refl ection on the idea of safe spaces is important, for while they 
can be useful they may also disadvantage those who use them (Kyakuwa 
2009). It is important to note that safe spaces created to avoid stigma 
related to HIV/AIDS are only temporary. Even if the person does not 
disclose by himself or herself, the body may disclose through persistent 
symptoms and adverse ART reactions, as shown in previous chapters. 
My study fi ndings thus raise important theoretical questions here. For 
instance, in assuming safety through concealment, secrecy, trust, or 
selective disclosure, at what point do social relations become a challenge 
in the sense of making the caring relations or safe space unsafe? How does 
one control the way one feels, for instance? And who is responsible, or 
how does one respond to the reactions of the other, when the safe space 
suddenly becomes unsafe? Given that there did not exist an atmosphere 
conducive for the sharing of personal HIV/AIDS illness experiences at 
the public clinic workplace, how can the lessons from the experiences 
of HIV positive nurses be shared with other providers and learnt from? 
Moreover, in the face of HIV/AIDS aff ecting all people, and the fact 
that stigma is taking on new forms and taking its toll among health 
workers who are supposed to be advocating against it, a new set of 
questions ought to be asked, namely: How am I aff ected when I as a 
health worker opt not to challenge myself over issues of stigma? What 
factors may infl uence my decision to challenge myself? And how will 
this aff ect my participation in care today? I would need more rigorous 
research to uncover all these nuances.
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On subjectivity, for Biehl et al. (2007) it is not just the outcome 
of social control or the unconscious; it also provides the grounds for 
subjects to think through their circumstances and to feel through their 
contradictions, and in so doing, to inwardly endure experiences that 
would otherwise be unbearable. Subjectifi cation is a continuous process 
of expressing and infl uencing activity. Th is is true in as far as nurses have 
no total control over their bodies, even with ART, since they are not 
sure when they will next miss or mess up their dose, or when they are 
likely to suff er side eff ects or symptoms. Th us nurses have to constantly 
rework diff erent options, and consequently their subjectivities are in 
constant motion. 

Nurses do not simply endure the ambiguity of their identities and 
double role; they also negotiate them, for instance through the creation 
of safe spaces, or alternately through advocacy and protest. How? When 
they fi nd themselves HIV positive, nurses are constrained. Th ey must 
constantly work to keep their patient identity from their patients and 
others in their workplace atmosphere. But at the same time nurses’ 
identifi cation with patients intensifi es, and thus they give care beyond 
the call of duty. Th ey negotiate and appropriate their dual identity in 
various ways in their everyday lives, according to the context. But in 
doing this, they tend to give way not only to secretiveness but also to 
disclosure.

Affecting change in the healthcare system and care 
relationships
With nurses taking on new tasks within ART provision, they acquired 
a powerful and complex technology. Because ART treatment works 
and restores bodies, this made the nurses even more powerful. But 
because ART also produces undesirable eff ects or may not act on all 
AIDS related symptoms, the effi  cacy of ART becomes ambiguous, and 
this negatively aff ects nurses’ perceived power. How do nurses confront 
the ambiguous effi  cacy of ART? Th ey go the extra mile. Th ey adopt a 
new social role as care designers, as well as new intersubjectivities like 
accepting to learn from patients, and demonstrating and advocating on 
behalf of patients and themselves. In other words, they become nurse-
patient-designers, and we can no longer talk of duality but a triple role 
of the HIV positive nurse. 

Personal encounters can be very powerful in shaping healthcare 
trends, even at the health system level, though it is something that is not 
often written about. Th is study provides evidence to counter the general 
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assumption that western medical approaches always inform and shape 
local level healthcare system approaches to care. Th is view is lessened as 
we start to look at nurses as designers. Th ey are recipients, implementers, 
and users of these technologies, and as pragmatic individuals they 
personally experience these technologies in diff erent ways and act on 
them diff erently. Hence they produce a collective action that is locally 
negotiated and hinges not on protocols but the local ability to solve 
problems. 

Th e Open Up group, the mobile cream, and the borrowing of ARVs 
to deal with stock-outs are outstanding cases in point. At both clinics, 
nurses personally attempted to systematically and internally respond to 
the pressures arising from ART scale-up. Th e health systems approach 
to improve chronic care of HIV/AIDS using ART has been to focus on 
providing the technologies (the hardware of service delivery) as a way to 
motivate and facilitate the treatment agenda (WHO 2000, WHO 2004, 
WHO 2006a). However, there has not been much room for the social 
relational (software) aspects of ART. Focus on the hardware has included 
proposals for providing better quality drugs, better dosages, designing 
better tools to monitor adherence and minimise side eff ects, increasing 
salaries and manpower (including the introduction of lay providers in 
ART care), providing more training, etcetera. Th ese proposals deal 
with externally generated pressures, and are undoubtedly important. 
However, the issue needs to be contextualised by carefully considering 
the way local health systems have taken up completely diff erent trends 
when responding to externally generated pressures – that is to say - using 
individually based accounts to improve eff ectiveness and effi  ciency 
and overall motivation – trends I must say have sustained ART service 
provision in new and amazing ways.  

On a personal level, nurses have found ways to adopt more positive 
identities, and thus bring about positive changes in their nursing practise. 
For example, the HIV positive nurses in the Open Up group together 
conceived of the identifi cation of ‘saved nurses’, an empowering symbolic 
representation of a new self-image. Th ey were able to use this identity shift 
in a positive way, to adopt what they considered better caring practises 
which were recognised by their patients.

Nurses often felt that they were losing out because their bodies were 
so entangled with their HIV positive identity that even if they tried 
not to disclose their status, the eff ects of the ARVs could still give them 
away. Yet their persistence in taking ARVs reveals their desire to live and 
to gain control over their body as opposed to being controlled by HIV/
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AIDS. In this process, the nurses engaged in a process of personifying 
both the disease and the ARV drugs in many symbolic ways. Th ey 
perceived a nurturing partnership with ARVs that were acting as if 
‘persons’ inside their bodies. Th e meanings which nurses gave to ARVs 
did not, however, simply follow the global ART effi  cacy claims. Rather, 
through their experiences of illness and recovery over time, they gave 
new symbolism to ARVs, meanings which they communicated to and 
shared with patients.

Th ese nurses gained power in as far as they had a powerful lifesaving 
tool in their hands. But additionally, they were able to permeate 
bureaucratic health system structures by drawing on their dual role, 
enabling them to bring closer attention to systemic ineffi  ciencies to 
those at higher levels, and even succeeding to bring about key changes 
for their patients. At the clinic level, nurses were able to infl uence the 
organisational setup, causing a shift from what was a rather western 
biomedical oriented culture to a more dynamic culture of adopting local 
conceptions, in defi ance of international standards and guidelines for 
AIDS care using ART. 

Another key aspect pointed out by this study is the social relations 
through which new technologies emerge. While biotechnologies like 
ART have specifi c uses for patients, from this study it is clear that the 
patients have more demands than the manufacturers of ART intended 
or can guarantee. Patients have certain expectations of biotechnologies 
and this infl uences what and how they think of and make use of them. 
Th ere is a general assumption that technologies emerge from the top 
down, as the invention of a manufacturer that is passed on and taken 
up/adapted by its users, often without any choice as to its content. Th is 
is a misguided assumption when we look at healthcare providers as active 
users of biotechnology. 

When we examine this new relationship, and the infl uences and 
consequences pertaining to it, we realise that new biotechnologies may 
emerge and be legitimised in rather unconventional ways. Th e practical 
applications of a biotechnology can emerge out of a process of interaction 
between users and providers who are both active users of the technology, 
and therefore both experience its positive but also its undesirable eff ects. 
Such applications can be locally legitimised and institutionalised. In this 
case, the providers became powerful advocates for choice and change, not 
by observation (as they hear or see from their patients) but by experience 
(as they suff er, feel, and see from themselves). 
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Becoming less professional and more patient?
Change in care can come both from the individual and institutional 
level, as a result of collaboration and coordination between users and 
providers who share a similar experience. It is a process of choosing what 
really matters. Th e tinkering process also involves sharing not only the 
experience of illness but also of treatment, and involves accepting patients 
– previously the less powerful party in the interaction processes between 
patient and provider – as key partners in the innovation process. For 
this there must be a forum for knowledge sharing where all parties feel 
appreciated, and service providers must show a willingness to become 
less professional and accept to learn from patients. It involves building 
a relationship based not on a show of power but of trust and humility, 
which involves both an external change of attitude by the provider 
towards his/her patients, and also a change process that begins 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 practises and technology and a willingness to act 
upon what really matters. It also triggers the desire to go beyond the 
call of duty, to adapt to new relationships. 

My ethnography shows that at the institutional level, change is not 
just adapted but is actively initiated by providers as patients. As Kleinman 
(2009) notes, care-giving is not easy. Th e nurses’ everyday experiences 
and practises resulted in care relations being redefi ned. Th is process of 
redefi nition involved the nurses to some degree overcoming professional 
pride and egoism. Caring here was not a strict power contest in the sense 
that we know the conventional biomedical provider-patient relations to 
be. Since the patient is instead portrayed as knowledgeable and therefore 
powerful in many respects, it led to a more complementary relationship. 
To be humble is to care, and the nurses’ experience of humility was 
centred on their struggle to promote well-being, not only for their 
patients but also for themselves. 

In a radical way, nurses brought themselves down to the level of the 
patient. But this description of the situation might be problematic in as 
far as the nurses were patients themselves. In a sense, they were being less 
professional and more patient, which involves a redefi nition of the care 
relationship between nurse and patient. Nurses become more respectful 
of patients and their knowledge, because they have to learn from and in 
some cases depend on them. Patients, in turn, become carers in a way 
that they share their herbal knowledge and experiences thus they are in 
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another way professionals since they can make a positive impact on the 
bio-medical healthcare organisation. What emerges is a care relationship 
of mutual trust, respect, sharing, and dependence. Because as yet there 
exists no cure for HIV/AIDS, because the eff ects of ART on the body 
are unpredictable, and because nurses will continue to be chronic HIV/
AIDS patients, this new care relationship between patients and nurses is 
likely to become even stronger. Th erefore, care can no longer be looked 
at as a one way dependency relationship, but as an interdependency 
between patients and nurse carers. 

Th is ethnography of care-giving has illuminated the ambiguities in 
care-giving relationships as well as the ways that care-giving experiences 
and practises reinforce or challenge these ambiguities and infl uence 
other structures and institutions of care-giving. Specifi cally, in this 
dissertation, I have highlighted the challenges chronic HIV/AIDS care 
and its treatment continues to put to our table as medical anthropologists; 
especially understanding the implications at diff erent levels when 
healthcare workers themselves become lifelong patients of the disease 
they treat in others. My aim was not to provide a model for what nurses 
elsewhere may be experiencing in care, but an exploratory study to 
provide new insights to the anthropology of health and care, in particular 
of what the key issues might be for comprehensive investigation. I hope 
I have opened up an important space for a more self-critical and self-
refl exive discussion between medical anthropologists, health workers 
and policy makers. For instance, the need to further examine patient 
and provider involvement and engagement in the assessment of emergent 
technologies, as well as the need for deeper examination of the emergent 
care relationships and their long-term implications. How do HIV positive 
nurses see themselves as subjects in chronic care within a medical 
practise that is ever changing? Is the relationship of trust, humility 
and interdependence revealed in this study extended to other spheres 
of care? What are the long-term implications of patient engagement for 
relations in biomedical practise? What are the implications of emergent 
care relations for long-term health organisational management and for 
biomedicine? Answering such questions, in addition to those answered 
in this thesis, will go a long way to provide the building blocks to 
understand care-giving as a fi eld of study, which Kleinman & Van der 
Geest (2009) identify as an undeveloped yet crucial academic subject 
requiring theory building, empirical research, and applied science 
contributions. 



273

References

Academic registrar records. 2008. Makerere university admissions for 2008. 
Makerere University Archives.

Adamson, S.M. & C.M. Fresier. 2006. How are health professionals earning 
their living in Malawi? BMC Health Services Research 6:97.

Adelekan, M.L. & S.O. Jolayemi. 1995. Caring for people with AIDS in a 
Nigerian Teaching Hospital: Staff Attitudes and Knowledge [Special 
issue]. AIDS Care 7(Supplement 1), S63-S72.

Adetoyeje, Y., B.O. Oyeyemi. I. Oyeyemi & S. Bello. 2007. Physicians and 
AIDS care: Does knowledge infl uence their attitude and comfort in 
rendering care? African Journal of Health Sciences 14(1)2.

Africa Science News Report. 2008. Uganda edges closer to AIDS treatment 
for all. The Daily Monitor.

All Africa. 2007. Uganda: Philly Lutaaya – The Legend Lives On. 

Allen, M. 2010. War on AIDS hangs in balance as U.S. curbs help for Africa. 
The Wall Street Journal. (30th January).

American Nursing Association. 2003. Nursing: Scope and Standards of 
Practise, p. 7. Washington.

Amolo-Okero, F., E. Aceng, E. Madraa, E. Namagala & J. Serutoke. 2006. 
Scaling up antiretroviral therapy: Experience in Uganda. Health Policy 
and Planning 19(5): 336-345.

Anderson, R. 1994. The effi cacy of Ethnomedicine: research methods in 
trouble. In: Anthropological approaches in the study of ethnomedicine: 
ed. Mark Nichter, pp1-17. New York: Gordon and Breach Science 
Publishers. 

Anderson, K. 2007. Profession under pressure. State and Territory News: SA. 
Australian Nursing Journal. 

Arachu, C. & P. Farmer. 2005. Understanding and Addressing AIDS-Related 
Stigma: From Anthropological Theory to Clinical Practise in Haiti. 
American Journal of Public Health, Vol. 95.

Bailey, D. N. 2009. Caring defi ned: A comparison and analysis. International 
Journal of Human Caring, 13 (1), 16–31.

Balaba, D. & Y.D. Kabatesi. 2005. Strengthening collaboration between 
traditional and Allopathic practitioners: its contribution to HIV 
prevention and care services in Uganda. African healing Wisdom from 
Traditional to current application of research. THETA Report 2005.



274 Going the Extra Mile

Balaba, D. 2006. Traditional Healers: A force to reckon within mitigating the 
effects of the HIV/AIDS pandemic in African Communities. THETA 
best practises document pp 1-27.

Bamberg, M. 2006a. Biographic-narrative research, quo vadis? A critical 
review of “big stories” from the perspective of “small stories”. In: 
Narrative, Memory & Knowledge: Representations, Aesthetics, 
Contexts, ed. Milnes, K., C. Horrocks, N. Kelly, B. Roberts & D. 
Robinson, Huddersfi eld: University of Huddersfi eld. 

Bamberg, M., A. De Fina & D. Schiffrin. 2007 (eds.). Selves and identities in 
narrative and discourse. Amsterdam: John Benjamins.

Barnett, T., & A. Whiteside. 2002. AIDS in the Twenty fi rst century: Disease 
and Globalisation. Palgrave Macmillan Press. New York. 

Barth, F. 2000. Boundaries and connections. In: Signifying Identities: 
Anthropological Perspectives on Boundaries and Contested Values. ed. 
Cohen P.A. London: Routledge.

Bass, E. 2006. Uganda is learning from its Global Fund Suspension. The 
Lancet. 366 (9500).

Bayer, R. 2008. Stigma and the ethics of public health: not can we but should 
we. Social Science and Medicine 67, 463-472.

Benwell, B. & E. Stokoe. 2006. Discourse and Identity. Edinburgh. Edinburgh 
University Press.

Biehl, J., B. Good & A. Kleinman (ed.). 2007. Subjectivity: Ethnographic 
Investigations. California. University of California Press.

Bunnell, R., A. Opio, J. Musinguzi, W. Kirungi, P. Ekwaru, V. Mashira, W. 
Hladik, J. Kafuko, E. Madraa, & J. Mermin. 2008. HIV transmission 
risk behaviour among HIV-infected adults in Uganda: results of a 
nationally representative survey. AIDS, 22:617–624.

Buskin, S.E., L. Li, H. Yin, T. Yu & J.P. McGough. 2002. HIV/AIDS 
knowledge and attitudes in Chinese medical professionals and students 
before and after an informational lecture on HIV/AIDS. Journal of 
Public Health Management and Practise. 2002; 8: 38-43.

Cameron, D. 2011. The Consequences of Rationing Antiretroviral Treatment 
in Sub-Saharan Africa. Journal of international service.1-18

Carr, S.E. 2006. Secrets keep you sick: Metalinguistic labour in a drug treat-
ment programme for homeless women. Language in Society 35(5): 
631-653.

Chen, L. & P. Hangvaravongchai. 2005. HIV/AIDS and Human Resources - 
Editorial. Bulletin of the World Health Organisation 83(4243-244) 



References 275

Coetzee, D. (a), K. Hildebrand, A. Boulle, V. Asselman, G. Van Cutsem  & E. 
Goemaere. 2004. Outcomes after two years of providing antiretroviral 
treatment in Khayelitsha, South Africa. AIDS 2004; 18:887-895.

Coetzee, D. (b), A. Boulle, K. Hildebrand, V. Asselman, G. Van Cutsem  & 
E. Goemaere. 2004. Promoting adherence to antiretroviral therapy: the 
experience from a primary care setting in Khayelitsha, South Africa. 
AIDS; 18 Suppl 3:S27-31.

Colonial Nursing Association archives. 1954a. Files of Individual Nurses. Mss 
British Empire s400, Boxes 128–30, Rhodes House: Oxford.

Colonial Nursing Association archives. 1954. Register of Nurses. Bound 
Volume 100, CNAA. Rhodes House: Oxford.

Colonial Nursing Association archives. 1909. Open Letter to Nurses. Box 133, 
item 6, CNAA, Rhodes House, Oxford.

Cox H, S. Puffer, V. Morton, C. Cooper, J. Hodson, T. Masud, D. Oliver, 
D. Preedy, P. Selby, M. Stone, A. Sutcliffe & D.J. Torgerson. 2008. 
Educating nursing home staff on fracture prevention: a cluster 
randomised trial. Age and Ageing, 37(2): 167-172.

Crocker, J., B. Major & C. Steel. 1998. Social Stigma in New York. In: The 
Handbook of Social Psychology. ed. (2: 4th Ed). Daniel T.G., S.T. Fiske 
& L. Gardner. New York: McGraw-Hill.  

Dambisya, Y. 2007. A review of non-fi nancial incentives for health worker 
retention in east and southern Africa, Equinet discussion paper no. 44, 
Regional Network for Equity in Health in east and southern Africa. 
Accessed 15 April 2008.

Davidson, J. O. & D. Layder. 1994. Methods, Sex and Madness. Routledge, 
London.

DFID Health Systems Resource Centre and DFID Resources Centre for Sexual 
and Reproductive Health. 2003. Evidence Base for the Impact of HIV 
upon Health Systems, Scoping Study. London, UK: DFID.

Dickson, H.P. 1990. The Badge of Britannia: The History and Reminiscences 
of the Queen Elizabeth’s Overseas Nursing Service, 1886–1966 
Edinburgh: Pentland Press.

Dieleman, M., V. Bwete, J. Odaga, B. Marjam, G. Namaganda & J.W. Gert. 
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

Dieleman, M., P.V. Cuong, L.V. Anh & T. Martineau. 2003. Identifying 
factors for job motivation of rural health workers in North Viet Nam. 
Human Resources for Health, Vol. 1, article 10.



276 Going the Extra Mile

Dieleman, M., J. Toonen, H. Toure & T. Martineau. 2006. The match between 
motivation and performance management of health sector workers in 
Mali, Human Resources for Health, Vol. 4, article 2.

Dieleman, M., G. Biemba, S. Mphuka, K. Sichinga-Sichali, D. Sissolak, A. 
van der Kwaak, G.J. van der Wilt. 2007. ‘We are also dying like any 
other people, we are also people’: Perceptions of the impact of HIV/
AIDS on health workers in two districts in Zambia. Health Policy and 
Planning 22, no. 3: 139–148.

Digler, H. 2001. Living positively in Tanzania: The global dynamics of AIDS 
and the meaning of religion for international and local AIDS work. 
Afrika Spectrum 36: 73-90.

Eichler, R., P. Auxila, U. Antoine & B. Desmangles. 2007. Performance-based 
incentives for health: six years of results from supply-side programs 
in Haiti. Center for Global Development working paper #121. CGD, 
Washington.

Factsheet 2007. Defi ning nursing. Factsheet of the college of nurses of Ontario 
(CNO).

Fairclough, N. 1989. Language and Power. London: Longman.

Farmer, P., F. Léandre, J. Mukherjee, R. Gupta, L. Tarter & J. Yong-Kim. 2001. 
Community-based treatment of advanced HIV disease: Introducing 
DOT-HAART (Directly Observed Therapy with Highly Active 
Antiretroviral Therapy). Bulletin of World Health Organanisation, 
79(12). 

Ferrinho, P., M.C. Omar, D.M. Fernandes, P. Blaise, A.M. Bughahlo &W. Van 
Lerberghe. 2004. Pilfering for survival: how health workers use access 
to drugs as a coping strategy. Human Resources for Health 2,1:4.

Fournier, B., Kipp, W., Mill, J. & Walusimbi, M. 2007. Nursing care of AIDS 
Patients in Uganda. Journal of Trans-cultural Nursing, 18: 257. 

Freud, S. 1937. Analysis terminable and interminable. In: Therapy and 
Technique, P. Rieff (Ed.), (pp. 233-271). New York: Collier. 

Georges, J. & J. Grypdonck. 2002. Moral problems experienced by nurses 
when caring for terminally ill people: A literature review. University of 
Utrecht, The Netherlands.

Georgakopoulou, A. 2006. Thinking big with small stories in narrative and 
identity analysis. Narrative Inquiry, 16(1), 129–137.

Giddens, A.1984. The Constitution of Society: Outline of the Theory of 
Structuration, Cambridge: Polity Press

Gillett, H. & J. Parr. 2010. Disclosure among HIV-positive women: the role 
of HIV/AIDS support groups in rural Kenya. African Journal of AIDS 
Research, 9(4): 337 - 344.



References 277

Global Fund Press Release. 2005. Global Fund Suspends Grants to Uganda. 
Geneva.

Goldner, S. 2009. Bad Nurse or Bad Doctor: Colon Cancer – Medical Care and 
Coping with the Mental Turmoil. Colon Cancer Resource: Helping you 
fi nd a cure. 4:1-09 April 2009.

Goffman, E. 1963. Stigma: On the management of spoiled identity. Engelwood 
Cliffs, NJ: Prentice-Hall.

Goffman, E. 1990. The Presentation of Self in Everyday Life, London: Penguin.

Goodwin, J. 1999. Size Does Matter (and Nine Other Tips for Effective 
Protest). Mother Jones (March-April), pp. 58-59. Reprinted in Annual 
Editions: American Government, Thirtieth edition, edited by Bruce 
Stinebrickner. Columbus, OH: McGraw-Hill.

Gordon, M. 1998. Nursing Nomenclature and Classifi cation System 
Development. Online Journal of Issues in Nursing, 3(2)

Government of Uganda, 2010 (March). UNGASS country Progress report: 
Uganda.

Grebe, E. 2009. The emergence of effective ‘AIDS response coalitions’: a 
comparison of Uganda and South Africa. Paper for presentation at the 
Mobilizing Social Capital in a World with AIDS workshop, March 
2009, Salzburg, Austria.

Green, E.C. 1994. AIDS and STDs in Africa: Bridging the gap between 
Traditional healers and modern medicine. Boulder Co. Westview press.

Green, E.C. 1999. Engaging African healers in the prevention of AIDS and 
STDs. In: Anthropology and Public health: Bridging differences in 
culture and society. ed. R.A. Hann, pp. 63-83. Oxford University Press.

Green, E.C. & E. Marum.  2004. Fighting AIDS in Uganda. Geneva.

Guberski, T.D. 2007. Nurse Practitioners, HIV/AIDS, and Nursing in Resource-
Limited Settings. Journal for Nurse Practitioners 3(10):695-702.

Hardon, A., A. Desclaux, M. Egrot, E. Simon, E. Micollier & M. Kyakuwa. 
2008. Alternative medicines for AIDS in resource-poor settings: 
Insights from exploratory anthropological studies in Asia and Africa. 
Journal of Ethnobiology and Ethnomedicine 4(16). 

Harker, J. 2000. Infl uences on patient adherence with compression hosiery. 
Journal of Wound Care 9(8): 379–82

Harries, A.D., N.J. Hargreaves, F. Gausim, J.H. Kwanjana & F.M. Salaniponi. 
2002. High death rates in health workers and teachers in Malawi. 
Transactions of the Royal Society of Medicine and Hygiene, 96:34-7.

Heald, S. 2003. An absence of Anthropology: Critical refl ections on 
Anthropology and AIDS policy and practise in Africa. In: Learning 



278 Going the Extra Mile

from HIV/AIDS. ed. Ellison Goerge, Parker Melissa and Campbell 
Catherine. pp210-237. Cambridge University Press.

Health Centres annual report. 2005. Including expert patients in clinic 
operations. Masaka district archives.

Health Centers annual report 2005. Status report to Ministry of Health. MoH 
archives, Kampala.

Heijnders, M. & M. Suzanne. 2006. The Fight against Stigma: An Overview 
of Stigma-Reduction Strategies and Interventions. Psychology, Health 
and Medicine 11: 353-63.

Helmstadter, C. 2001. From the Private to the Public Sphere: The First 
Generation of Lady Nurses in England. Nursing History Review 9 
(2001): 127–40.

Hoen, E. 2009. The global politics of pharmaceutical monopoly power: Drug 
patents, access, innovation and the application of the WTO Doha 
Declaration on TRIPS and Public Health. Diemen: AMB publishers.

Holden P (1991) Colonial Sisters: Nurses in Uganda. In: Anthropology and 
Nursing. (Ed). Holden P & Littlewood J pp 67–83. London. Biddles 
Ltd.

Holmes, G. 1928. Letter to the Colonial nursing Association Secretary, 18 
January 1928, box 140/item 1, CNAA, Rhodes House, Oxford.

Horizons Report June. 2006. A national survey of health workers in Kenya.

Horizons Report. 2006. Promoting VCT at the workplace: Operations Research 
in HIV.  The Population Council, Inc.

Iliffe, J. 1998. East African Doctors: A history of the modern profession. 
Uganda, Kampala: Fountain Publishers Ltd. 

Iliffe, J. 2006. A History of the African AIDS Epidemic. Ohio: Ohio University 
Press.

International Council of Nurses. 2004-2006.  Biennial report patient and 
public safety matter: Nurses on the front line. www.whpa.org/PPE_
Incentives_Guidelines.pdf.  Accessed 19 February 2008. 

International Council of Nurses. 2007a. Positive practise environments: quality 
workplaces = quality patient care. Geneva. www.icn.ch/indkit2007 
Accessed on 28th February 2009

International Council of Nurses. 2007b. Wellness centres for health care 
workers in sub-Saharan Africa. www.whpa.org/PPE_Incentives_
Guidelines.pdf  Accessed on 27th February 2010

Inter Press Service News Agency. 2006. Health in South Africa: a burden 
that will only become heavier. http://ipsnews.net/africa/nota.
asp?idnews=33396. Accessed 2nd January 2008.



References 279

Ingold, T. 1993. The art of translation in a continuous world, In: Beyond 
Boundaries. ed. G. Palsson, Oxford: Berg.

Institute of Public Health report 2005. Factors for job motivation and 
performance among health workers in western Uganda. Uganda: 
Makerere University archives. 

Jaffar, S., T. Govender, A. Garrib, T. Welz, H. Grosskurth, G.P. Smith, 
H.Whittle & L.M. Bennish, 2005. Antiretroviral treatment in resource-
poor settings: public health research priorities. Tropical Medicine & 
International Health 10(4) 295-299

Joint Clinical Research Centre (JCRC). 2005. Annual Report on clinic 
operations. Kampala

Jeppsson, A., H. Birungi, P. Ostergren & B. Hagstrom. (2005): The global-
local dilemma of a Ministry of Health – experiences from Uganda. 
Health Policy 72 (3), 311-320.

Jones, P. (ed.). 2005. Doctors as Patients. Radcliffe Publishing, Oxford.

Jones-Sande, G. 2004. I Am Still A Nurse: The Lived Experience of HIV-
Positive Nurses; A research obstacle. Alabama Nurse. Dec 2003-Feb 
2004. 

Kajula, W.P., F. Kintu, J. Barugahare & S. Neema. 2004. Political analysis of 
rapid change in Uganda’s health fi nancing policy and consequences on 
service delivery for malaria control. International Journal of Health 
Planning and Management 19: S133-S153.

Kaleeba, N., S. Kalibala, M. Kaseje, P. Ssebbanja, A. Anderson, E.Van Praag, 
G. Tembo & E. Katabira. 1997. Participatory evaluation of counselling, 
medical and social services of The AIDS Support Organisation (TASO) 
in Uganda. AIDS Care 9(1) 13-26.

Katerere, D.,& J. Ellof. 2006. Management of Diabetes in African Traditional 
Medicine. In: Traditional medicines formodern times. Ed. Soumyanath 
Amala, pp203-220. New York: CRC Press. 

KIT/CHAZ. 2005. Coping with the impact of HIV/AIDS on health workers 
in Zambia, a pilot study in two districts. Amsterdam, the Netherlands: 
KIT/ Zambia, Lusaka: CHAZ.

Kleinman, A. 2009. The art of medicine Care-giving: the odyssey of becoming 
more human. The Lancet. Vol. 373

Kleinman, A. 2008. The art of medicine Catastrophe and care-giving: the 
failure of medicine as an art. The Lancet. Vol. 371.

Kleinman, A. & S. Van der Geest. 2009. ‘Care’ in health care: Rethinking the 
moral world of medicine. Medische Anthropologie 21(1): 159 – 168.



280 Going the Extra Mile

Kleinman, A. 1978. Concepts and a Model for Comparison of Medical System 
as Cultural Systems. Social Science and Medicine 12, 85-93.

Klitzmann, R. 2008. When Doctors become patients. Oxford University Press

Kober, K. & W. Van Damme. 2006. Expert Patients and AIDS care: A literature 
review on expert patient  programmes in high-income countries, and 
an exploration of their relevance for HIV/AIDS care in low-income 
countries with severe human resource shortages: Department of Public 
Health, Institute of Tropical Medicine, Antwerp, March 2006

Kyakuwa, M. 2009. Ethnographic experiences of HIV-positive nurses in 
managing stigma at a clinic in rural Uganda. African Journal of AIDS 
Research 8(3): 367–378

Kyakuwa, M. 2009. More hands in Complex ART delivery? Experiences from 
the Expert Clients  Initiative in rural Uganda. African Sociological 
Review 13(1): 143-168

Labov, W. 1972. The transformation of experience in narrative syntax. In: 
Language in the Inner City. Studies in the black English vernacular, 
ed. Labov, W., 354–396. Philadelphia, PA: University of Pennsylvania 
Press.

Langlois –Klassen, D., W. Kipp, G.S. Jhangri & T. Rubaale. 2007. Use of 
Traditional Herbal Medicine by AIDS Patients in Kabarole District, 
Western Uganda.  American Journal of Tropical Medicine and Hygiene 
77(4), 2007, pp. 757-763

LeBel, A, & P. Thomas. 2008. Perceptions and Responses to Stigma. Sociology 
Compass 2(2), 409-432.

LeBel, P. 2008. An Examination of the Impact of Formerly Incarcerated 
Persons Helping Others. Journal of Offender Rehabilitation 46(1/2).

Lehmann, U. & W. Van Damme. 2009. Task shifting: the answer to the human 
resources crisis in Africa? Human Resources for Health 7:49 

Leininger, M. 1970. Nursing and anthropology: two worlds to blend. Wiley.

Leydon, G.M., M. Boulton, C. Moynihan, A. Jones, J. Mossman & M. 
Boudioni. 2000. Cancer patients’ - information needs and information 
seeking behaviour: In-depth interview study. British Medical Journal 
320,909-913.

Li, L., W. Zunyou, W. Sheng, Z. Yu, J. Manhong & Y. Zhihua. 2007. HIV-
Related Stigma in Health Care Settings: A Survey of Service Providers 
in China. AIDS Patient Care and STDs 21(10): 753-762.  

Link, E.L., S.T. Struening, A. Sara & C. Jo-Phelan. 2002. On Describing and 
Seeking to Change the Experience of Stigma. Psychiatric Rehabilitation 
Skills 6: 201-31.



References 281

Lule, E., Seifman, R. & David, A. 2009 The Changing HIV/AIDS Landscape: 
Selected papers for the World Bank’s Agenda for Action in Africa 
2007-2011. World Bank, Washington.

Mahajan, A.P., J.N. Sayles, V.A. Patel, R.H. Remien, S.R. Sawires, D.J. Ortiz, 
G. Szekeres & T.J.Coates. 2008.  Stigma in the HIV/AIDS epidemic: 
a review of the literature and recommendations for the way forward. 
AIDS. Suppliment 2:S67-79

Major, B. & T.O. Laurie. 2005. The Social Psychology of Stigma. Annual 
Review of Psychology 56:393-421.

Marchal, B., V. De Brouwere & G. Kegels. 2005. Viewpoint: HIV/AIDS 
and the Health Workforce Crisis: What are the Next Steps? Tropical 
Medicine and International Health 10(4): 300-304.

Martin, E. 2007. Bipolar Expeditions: Mania and Depression in American 
Culture. Princeton University Press.

Martin, H, M. 2009. Nursing Contradictions. Ideals and Improvisation in 
Uganda. Amsterdam: AMB Publishers.

McCannon, J., D.M. Berwick & R. M. Massoud. 2007. The Science of Large-
Scale change in global health. JAMA 298 (16): 1937-1939.

Melrose, D. 1983. Bitter Pills and the third world poor. Oxford:Oxfarm 
(pg.112-114).

Mermin, J., W. Were, J.P. Ekwaru, D. Moore, R. Downing, P. Behumbiize, 
J.R. Lule, A. Coutinho,  J. Tappero & R. Bunnell. 2008. Mortality in 
HIV-infected Ugandan adults receiving antiretroviral treatment and 
survival of their HIV-uninfected children: a prospective cohort study. 
The Lancet 371:752–759.

Miles, K., D.J. Clutterbuck, O. Seitio, M. Sebego & A. Riley. 2007. 
Antiretroviral treatment roll-out in a resource-constrained setting: 
capitalizing on nursing resources in Botswana. Bulletin of the World 
Health Organisation 85(7).

Mill, J. 2003. Shrouded in Secrecy: Breaking the news of HIV infection to 
Ghanaian Women. Journal of Transcultural Nursing 14(1) 6-16.

Ministry of Health (MoH). 2003. National guidelines for implementation of 
ART. STD/AIDS control programme – Government of Uganda.

Ministry of Health (MoH). 2003-2006. ARV Policy guidelines. Uganda. 

Ministry of Health (MoH). 2000-2006. The National Strategic Framework for 
HIV/AIDS in Uganda.

Ministry of Health (MoH). 2005a.  Communication strategy for Antiretroviral 
therapy 2005-2010. Earnest publishers, Kampala, Uganda.



282 Going the Extra Mile

Ministry of Health (MoH). 2005b. Uganda Sero-behavioursal Survey 2004-
2005. Kampala, Uganda.

Ministry of Health (MoH). 2005c. Health Sector Strategic Plan II. Kampala, 
Uganda.

Ministry of Health (MoH). 2006. Annual Health Sector Performance Report – 
Financial Year 2006/2007. Kampala, Uganda. 

Ministry of Health (MoH). 2007-2011. ARV Communication Strategy. 
Uganda. 

Ministry of Health (MoH). 2007. A report on the supervision of ARV supply 
chain management. Uganda.

Ministry of Health (MoH). 2008. UNGASS Country progress report (2006-
2007). Uganda.

Mol, A. 2008. The Logic of Care: Health and the Problem of Patient Choice. 
Routledge.

Morolake, O., Stephens, D. & Welbourn, A. 2009. Greater involvement of 
people living with HIV in healthcare. Journal of the International AIDS 
Society 12:4.

Mugisa, A. & I. Nabusoba. 2007. Shs3.7b malaria, ARV drugs rot in National 
Medical Stores. The New Vision, December 12, 2007.  

Mkhabela, M.P.S., T.R. Mavundla & N.A. Sukati. 2009. Experiences of Nurses 
Working in Voluntary Counselling and Testing Services in Swaziland. 
Journal of the Association of Nurses in AIDS Care 20, 14-21.

NAM. 2005. Aidsmap: information on HIV/AIDS.

Ndebele P, J. Mfutso-Bengo & F. Masiye. 2008. HIV/AIDS reduces the 
relevance of the principle of individual medical confi dentiality among 
the Bantu people of Southern Africa. Theoretical Medicine and 
Bioethics 29(5):331-40.

Nguyen Vinh-kim. 2006. Antiretroviral globalism, biopolitics and therapeutic 
citizenship. In: Global Assemblages: Technology, politics and ethics 
as anthropological problems, ed. Ong Aihwa & Collier Stephen. 
Australia: Blackwell Publishing Ltd.

Noddings, N. 2005. Caring in education. The encyclopedia of informal 
education, www.infed.org/biblio/noddings_caring_in_education.htm. 
Accessed 20th July 2008.

Nyanzi-Wakholi, B., A. Lara Medina, C. Watera, P. Munderi, C. Gilks & H. 
Grosskurth. 2009. The role of HIV testing, counselling, and treatment 
in coping with HIV/AIDS in Uganda: A qualitative analysis. AIDS 
Care 21(7) 903-908.



References 283

Ochs, E. & L. Capps. 2001. Living Narrative. Cambridge, MA: Harvard 
University Press. 

Ong, A. & S.J. Collier. 2005. Global Assemblages: Technology, Politics, and 
Ethics as Anthropological Problems. Wiley-Blackwell.

Orochi-Orach, S. 2005. HAART in Uganda Catholic Church health facilities: 
Opportunities and challenges. Health Policy & Development 3(1): 26-
45.

Palitza, K. 2006. The Social Costs of HIV/AIDS: A Comprehensive Study. 
Wharton Research Scholars Journal pp1-21.

Parker, R. & P. Aggleton. 2003. HIV and AIDS-Related Stigma and 
Discrimination: A Conceptual Framework and Implications for Action. 
Social Science and Medicine 57:13-24.

Pescosolido, B., J. Martin, A. Lang & S. Olafsdottic. 2008. Rethinking 
theoretical approaches to stigma: A Framework Integrating Normative 
Infl uences on Stigma (FINIS). Social Science & Medicine. 67(3): 431-
440.

Petryna, A., A. Lakoff & A. Kleinman. (Eds). 2006. Global Pharmaceuticals: 
Ethics, Markets, Practises. Durham: Duke University Press. 

Pope, S. K. & B. Tabachnick. 1994. Therapists as Patients: A National Survey 
of Psychologists’ Experiences, Problems, and Beliefs. Professional 
Psychology: Research and Practise, 25 (3) 247-258.

Private Sector Alliance on HIV/AIDS. 2004. Uganda HIV/AIDS manual for 
workplaces. Kampala, Uganda.

Radecki, S., J. Shapiro, L.D.Thrupp, S.M. Gandhi, S.S. Sangha & R.B. Miller. 
1999.  Willingness to treat HIV-positive patients at different stages of 
medical education and experience. AIDS Patients Care and STDS 13 
:403-14.

Rafferty, A.M. 2005. The seductions of History and the nursing Diaspora. 
Australia and New Zealand society for the history of medicine. Health 
and History (7)2.

Reis, C., M. Heisler, L.L. Amowitz, R.S. Moreland & M. Mafeni. 2005. 
Discriminatory Attitudes and Practises by Health Workers toward 
Patients with HIV/AIDS in Nigeria. PLoS Medicine 2(8). 

Ross, S.J., D. Polsky & J. Sochalski. 2005. Nursing shortages and international 
nurse migration. International Nursing Review 52:253-262. 

Roura M, M. Urassa , J. Busza, D. Mbata, A. Wringe, B. Zaba B. 2008. 
Scaling up stigma? The effects of antiretroviral roll-out on stigma and 
HIV testing. Early evidence from rural Tanzania. Sexually Transmitted 
Infection 3(4)



284 Going the Extra Mile

Rowe, A.K., D. De Savigny, C.F. Lanata & C.G. Victora. 2005. How can we 
achieve and maintain high-quality performance of health workers in 
low-resource settings? The Lancet 366:1026-1035.

Sadoh, A.E., W.E. Sadoh, A.O. Fawole, A. Oladimeji & O. Sotiloye. 2009. 
Attitude of health care workers to patients and colleagues infected with 
human immunodefi ciency virus. Journal of social aspects of HIV/AIDS 
6(1).

Salyer, J.L.H., M.L. Walusimbi & J.J. Fitzpatrick. 2008. Knowledge Attitudes 
of Ugandan Midwives Regarding HIV. Journal of the association of 
nurses in AIDS care 19 (2) 105-113.

Sandelowski, M. 2000. Whatever Happened to Qualitative Description? 
Research in Nursing and Health 23: 334-340.

Sayegh, L., W.P. Anthony & P.L. Perrewe. 2004. Managerial decision-making 
under crisis: the role of emotion in an intuitive decision process. Human 
Resource Management Review 14: 179-199

Sciortino, R. 1995. Care-takers of cure: An ethnographic study of health centre 
nurses in rural central Java. Indonesia: Gadjah mada University Press.

Serwadda, D., N.K. Sewankambo, J.W. Carswell, A.C. Bayley, R.S. Tedder, 
R.A. Weiss, R.D. Mugerwa, A. Lwegaba, G.B. Kirya, S.A. Clayden, 
R.G. Downing & A. Dalgleish. 1985. Slim Disease: A New Disease 
in Uganda and its Association with HTLV-III Infection. Lancet 
2(8460):849-852.

Shih, M. 2004. Positive stigma: Examining Resilience and Empowerment in 
overcoming stigma. Annals of the American Academy of Political and 
Social Sciences 591:175-85.

Shisana, O. 2004. HIV/AIDS prevalence among South African health workers. 
South African Medical Journal 94(10). 

Shisana, O., E. Hall, K.R. Maluleke, D.J. Stoker, C. Schwabe & M. Colvin. 
2002. The impact of HIV/AIDS on the health sector—national survey 
of health personnel, ambulatory and hospitalised patients and health 
facilities. Research Report. Pretoria: Department of Health: 34-7.

Siegel, K., L. Howard & H.M. Ilan. 1998. Stigma Management among Gay/
Bisexual men with HIV/AIDS. Qualitative Sociology 21:3-23.

Slote, M. 2007. The Ethics of Care and Empathy, Routledge.

Smart, L. & M.W. Daniel. 2000, The Hidden Costs of Hidden Stigma. In: The 
Social Psychology of Stigma. (ed) Todd F., R. Heatherton,  E. Kleck, R. 
Michelle R. Hebl & G. Hull. New York, NY: Guilford Press.

Sontag, S. 1. 990. Illness as metaphor and AIDS and its metaphors. New York: 
Anchor books, Doubleday.



References 285

Spreckels, J. 2008. Identity negotiation in small stories among German 
adolescent girls. Narrative Inquiry 18 (2) 393–413.

Stein, J.; S. Lewin & L. Fairall. 2007. Hope is the pillar of the universe: health-
care providers’ experiences of delivering anti-retroviral therapy in 
primary health-care clinics in the Free State province of South Africa. 
Social Science & Medicine, 64(4):954-64.

Stewart, J. 1929. Letter to the Colonial Nursing Association Secretary, 9 
December 1929, Box 140/item 1, CNAA, Rhodes House, Oxford.

Stoneburner, R.L. & D. Low-Beer. 2004. Population-level HIV declines and 
behaviour risk avoidance in Uganda. Science 304(5671):714-8.

Strauss, C & N. Quinn. 1998. A cognitive theory of cultural meaning. American 
Anthropological Association. Cambridge University Press

Tawfi k, L. & S.N. Kinoti. 2001. The Impact of HIV/AIDS on the Health Sector 
in Sub-Saharan Africa: The Issue of Human Resources. USAID Report. 
Washington DC, USA.

The AIDS Support Organisation (TASO). (2007) Annual Report - 2007. 
Kampala, Uganda.

The van Maanen, H. 1990. Nursing in transition: an analysis of the state of the 
art in relation to the conditions of practise and society’s expectations. 
Journal of Advanced Nursing  15(8): 914–924.

Tilly, C. 2005. Trust and rule: Cambridge Studies in Comparative Politics. 
Cambridge. 

Tumushabe, J. 2006. The politics of HIV/AIDS in Uganda. United Nations 
Research Institute for Social Development. 

Uebel, K., G. Friedland, R. Pawinski, & H. Holst. 2004. HAART for hospital 
healthcare workers—an innovative programme. South Africa Medical 
Journal 94: 423-7.

Uganda AIDS Commission. (UAC). 2004. The Revised National Strategic 
Framework for HIV/AIDS activities in Uganda 2003/2004-2005/2006: 
A guide for all stakeholders. Ministry of Health Publication. Kampala.

Uganda AIDS Commission (UAC). 2005.  Assessment of the Implementation 
of the Greater Involvement of people living with HIV/AIDS (GIPA) 
Principle in Uganda. Kampala

Uganda AIDS Commission. (UAC) 2006. long-term Institutional Arrangement 
(LTIA) Report. Kampala.

Uganda AIDS Commission (UAC). 2008. Status Report. Kampala.

Uganda Cares Report. 2004. Annual Progress report. Uganda Cares, Masaka 
district.



286 Going the Extra Mile

Uganda Nursing Care policy 2003. Ministry of Health archives. Kampala

UNAIDS. 1999. From principle to practise: Greater involvement of People 
living with or affected by HIV/AIDS (GIPA). 99:43E. Geneva: 
UNAIDS.

UNAIDS. 2006. The impact of AIDS on people and societies, Report on the 
Global AIDS epidemic: 4. Geneva: UNAIDS.

UNAIDS. 2006a. Report on the global AIDS epidemic. Geneva: UNAIDS.

UNAIDS. 2007a. AIDS epidemic update - 2007. Available at www.unaids.
org/en/KnowledgeCentre/HIVData/EpiUpdate/EpiUpdArchive/2007/. 
Accessed 12th August, 2008.

UNAIDS. 2007b. Outcomes of the High Level Meeting: Moving the global 
response forward: Programme Coordinating Board, 27–28 June 2. 
Geneva: UNAIDS.

UNAIDS. 2007c. Reducing HIV Stigma and Discrimination: a critical part of 
national AIDS programmes, Geneva: Joint United Nations Programme 
on HIV/AIDS (December 2007): 10. Geneva: UNAIDS.

UNAIDS. 2009. Report on the global AIDS epidemic. Geneva: UNAIDS.

UNAIDS 2008 Report on the global HIV/AIDS epidemic 2008: Executive 
Summary. WHO Library cataloguing-in-publication data.

Uwakwe, J. 2000. Systematised HIV/AIDS Education for Student Nurses at 
the University of Ibadan, Nigeria: Impact on Knowledge, Attitudes and 
Compliance with Universal Precautions. Journal of Advanced Nursing 
32(2): 416-424.

Van Damme, W., K. Kober and G. Kagela. 2008. Scaling up antiretroviral 
treatment in Southern African countries with human resource shortage: 
How will health systems adapt? Social Science & Medicine 66(10): 
2108–2121.

Van der Geest, S., S.R. Whyte & A. Hardon. 1996. The Anthropology of 
pharmaceuticals. Annual Review of Anthropology 25: 1025-1034.

Van der Geest, S. & K. Finkler. 2006. Hospital Ethnographies. Social Science 
and Medicine 59(10): 1995-2001.

Wagner, E.H., B.T. Austin & M. Von Korff. 1996. Improving outcomes in 
chronic illness. Managing Care Quarterly 4(2):12-25.

Walsh, K., L. Jones, A. Tookman, C. Mason, J. McLoughlin, R. Blizard & M. 
King. 2007. Reducing emotional distress in people caring for patients 
receiving specialist palliative care. The British Journal of Psychiatry 
190: 142-147



References 287

Walusimbi, M. & J.G. Okonsky. 2004. Knowledge and Attitude of Nurses 
Caring for Patients with HIV/AIDS in Uganda. Applied Nursing 
Research 17(2):92-99.

Wansbrough, H.O.S.B. 1985. The New Jerusalem Bible: standard edition 
(Bible NJB). North Yorkshire: Darton, Longman & Todd and Les 
Editions du Cerf. 

Wasswa, H, 2008. Ugandan patients do not get the drugs they need. British 
Medical Journal 336(7640). 

Watson, J. 1995. Assessing and measuring caring in nursing and health 
sciences. Springer publishing company. New York.

Weidle, P.J., N. Wamai, P. Solberg, C. Liechty, S. Sendagala, W. Were, J. 
Mermin, K. Buchacz, H. Behumbiize, R. Ransom.& R. Bunnell. 
2006. Adherence to antiretroviral therapy in a home-based AIDS care 
programme in rural Uganda. Lancet 368: 1587-1594.

Weiss, M.G., R. Jayashree & S. Daryl. 2006. Health-Related Stigma: 
Rethinking Concepts and Interventions. Psychology, Health and 
Medicine 11: 227-87.

Welch, J. 1941. Nursing Education Related to the Cultural Background in 
East and Southeast African Colonies,” Box 140/item 1, CNAA, Rhodes 
House, Oxford.

Wendo, C. 2003. Uganda’s state owned drug fi rm pressured to drop drug deal. 
Lancet 361(9372), Pg 1880.

Wendo, C. 2005. Uganda leads way in innovative HIV/AIDS treatment. 
Bulletin of the World Health Organisation, 83: 244-5.

Whyte, S.R., S. Van der Geest & A. Hardon. 2002. Social lives of medicines. 
Cambridge: Cambridge University Press.

Whyte, S.R., M.A. Whyte & D. Kyadondo. 2010. Health workers entangled: 
Confi dentiality and certifi cation. In: Morality, Hope and Grief. 
Anthropologies of AIDS in Africa. eds. Dilger, H. & U. Luig, Oxford: 
Berghahn Books.

Wilkin, K. & E. Slevin. 2003. The meaning of caring to nurses: an investigation 
into the nature of caring in an intensive care unit. Issues in Clinical 
Nursing 13: 50-59.

Wilson, A.E. & M. Ross. 2001. From chump to champ: People’s appraisals 
of their earlier and present selves. Journal of Personality and Social 
Psychology 80(4), 572–584.

Williams, A. 1998. The experience of the female nurse who is a patient: powerless 
or in control? Australian Journal of Holistic Nursing 5(1):32-8.



288 Going the Extra Mile

Wim, H. 2006. Measuring health-related stigma – a literature review. 
Psychology, Health & Medicine 11(3) 1465-3966. 

Wolf, E. R. 1982. Europe and the people without History. LosAngles: 
University of Califonia Press.

World Health Organization, United Nations Children’s Fund & UNAIDS. 
2009. Towards universal access: scaling up priority HIV/AIDS 
interventions in the health sector. Progress Report 2009. Geneva, 
World Health Organization.

World Health Organization. 2000. Health systems: improving performance. 
The World Health Report 2000, Geneva, p. 61.

World Health Organization. 2004. Summary Country Profi le for HIV/AIDS 
treatment scale-up: Uganda. “3 by 5” Help Desk, Geneva.

World Health Organization. 2006a. Working together for health. World Health 
Report, Geneva.

World Health Organization. 2006b. The global shortage of health workers and 
its impact. Fact Sheet no. 302, Geneva: WHO.

World Health Organization & UNAIDS. 2006. A report on “3 by 5” and 
beyond. Geneva. 

World Health Organization, United Nations Children’s Fund, UNAIDS. 2009. 
Towards universal access: scaling up priority HIV/AIDS interventions 
in the health sector. Progress report 2009. Geneva, World Health 
Organization.

World Health Organization. 2008a. Guidelines: incentives for Health 
Professionals. International Council of Nurses.

World Health Organization. 2008b. Uganda edges closer to AIDS treatment 
for all. Bulletin of the World Health Organization 86(6):423–425.

World Health Organization & World Bank. 2003. Improving health workforce 
performance. issues for discussion: session 4: high-level forum on the 
health millennium development goals. Geneva.

Wright, E.R., W.P. Gronfein & J.O. Timothy. 2000. De-institutionalization, 
Social Rejection, and the Self-Esteem of Former Mental Patients. 
Journal of Health and Social Behaviour 41: 69-90.

Yang, L.H. & A. Kleinman. 2008. ‘Face’ and the embodiment of stigma in 
China: the cases of schizophrenia and AIDS. Social Science and 
Medicine 67: 398-408.

Zeitz, K. 1999. Nurses as patients: the voyage of discovery. International  
Journal of  Nursing Practise 5(2):64-71.



References 289

News papers 
The New Vision, 8th December 2008. “Nurses warned on mistreating patients”

The New Vision 12th January 2008. “Almost 50% of healthcare professionals 
trained in Uganda are not practising there.” 

The New Vision, 12th January 2009. “Nurses urged to treat patients well.” 

Internet sources
http://data.unaids.org/pub/Speech/2006/20060531_SP_Piot_HLM_en.pdf 

(accessed 10th December 2009).

http://www.crnplus.org/annrep04/ar04secreview.htm (accessed 10th 
December 2009).

www.cshpbc.com/publications/pharm%20shortage%20survey-report.pdf 
(accessed 3rd March 2010).

http://www.equinetafrica.org/bibl/docs/DIS44HRdambisya.pdf (accessed 
15th August 2009).

http://goliath.ecnext.com/coms2/gi_0199-7341530/Profession-under-pressure 
STATE-AND.html

http://www.health.gov.on.ca/english/providers/program/nursing_sec/docs/
late_nurse_faq_01_200705  23.pdf (accessed 20th April 2010).

http://www.aidsmeds.com/articles/Lipodystrophy_10726.shtml (accessed 7th 
December 2010)

http://www.health.gov.on.ca/english/providers/program/nursing_sec/
strategy_app_mn.html

http://www.icn.ch/indkit2007.htm(accessed 4th June 2009). 

http://www.who.int/mediacentre/factsheets/fs302/en (accessed 11th December 
2009).

http://www.who.int/whosis/healthpersonnel/healthpersonnel.cfm (accessed 
10.11.2007)

http://www.icn.ch/global/Issue4Retention.pdf (accessed 3rd February 2010).

http://www.who.int/3by5  (accessed 14th May 2010).

ht tp :www.aidsmap.com/en/news/2B975DAF-4A42-4402-860A-
46DDFF159489 (accessed 16th June 2006 & 10th May 2008).

Map of Uganda source: United Nations offi ce for the coordination of 
humanitarian affairs (www.un.org/uganda/2006 )



290

Summary  

Going the Extra Mile: An Ethnography of Care-giving and Care Designing 
Among Nurses in Uganda is the result of fi eld research done in and 
around two HIV/AIDS/ART clinics in Masaka and Luweero Districts 
of Uganda in 2005-2009.

Th e study examines the practices and relations of HIV positive nurses 
on ART as caregivers and patients in everyday HIV/AIDS treatment and 
care, especially after the availability of the new biomedical technology 
- antiretroviral therapy (ART) since 2004. 

Taking note of the historical trend of how HIV/AIDS was handled by 
diff erent actors from the start to the present era of antiretroviral therapy 
(ART), the study starts from a realization of a missing link in theories 
of care, especially regarding emergent situations when the carer-patient 
divide gets blurred. Th e absence of a clinic-based ethnography on the 
matter further motivated me into this topical area.

Th e emphasis on nurses arose out of my preliminary exploratory 
fi eldwork and literature review when it was noted that nurses, especially 
in rural areas where doctors are few, were shouldering burden of multiple 
duties, including HIV/AIDS care, administering ART, monitoring and 
counseling patients on self-management and adherence, and treating 
opportunistic infections.  It was also found that there was paucity of 
literature on chronic disease care among patient medical personnel. With 
this in mind, I set out to capture and present the stories of motivated 
and committed nurses who were highly creative and compassionate. 
And because several of them were HIV positive, I sought to uncover 
the discourse and dialogue around HIV/AIDS treatment, especially 
ART, and how ART as a new and powerful life-saving technology has 
infl uenced subjectivity and created new forms of sociality.

Th is research was carried out at two HIV/AIDS/ART centres; a 
public static clinic and an NGO mobile clinic in central Uganda. 
First making exploratory trips to these spots, I later resided there as a 
volunteer counselor, a role that gave me leeway to visit and stay in homes 
of patients and nurses as trusted clients or colleagues. So, in the end, 
what are presented here are stories of both the daily experiences at the 
clinics and the life experiences of individual nurses outside the clinics.

Although HIV/AIDS had wiped out large numbers of people, the 
appearance of ART as a counter was very revolutionary. Hence my two-
tier objective: fi rst, what happens to carers’ identities and subjectivities 
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when their personal lives and social environments are altered as result 
of the HIV/AIDS epidemic and its treatment (ART) and, second, how 
have the disease and the ART biotechnology reshaped the care relations 
a nurse has with him or herself and others, including institutions at 
diff erent levels.

Being in reality at an intersection between patient and trained 
professional caregiver, these nurses experience dilemmas of identity and 
role constructions. My theoretical entry point is that I consider identities 
to be contextual and a product of social relations. So, I sought to observe 
the modes of care in the changed social context brought about by the 
HIV/AIDS epidemic and its treatment. My other standpoint is that 
care is relational and dynamic: consequently, it cannot escape being 
transformed by caregiver’s lived, embodied and shared experiences. 
In addition, the entry of lay care providers in the clinic space and the 
lowering of ART delivery responsibility to include non-doctors had to 
result in new consequences.

Th e study addresses power relations between the nurses and patients 
and between nurses and other medical personnel in the clinic space 
and the outer medical establishment. Herein are stories of nurses that 
directly experience HIV/AIDS, use and participate in its treatment and 
care while interacting with other caregivers and with their patients. 
Th ese nurses personally experience the stigma and shame related to the 
disease and its pains. Th ey are not only agents of biomedical knowledge 
but also administrators and users of ART. Th ese sometimes confl icting 
interactions and responsibilities also often clash with established 
professional ethical values. For instance, nurses at the mobile clinic end 
up moulding a relationship between them and their patients that is not 
solely or primarily based on the show of power but on show of trust, 
humility and interdependence.  

Despite the many challenges the nurses faced, they went an extra mile 
beyond their call of duty. Th e nurses were motivated by the possession of 
a new powerful technology – ART—which had a high effi  cacy and was 
at the beginning, a preserve of doctors only. At the same time they used 
and suff ered the side eff ects of ART and this too demanded new practices 
and relationships. Further motivation came from the fact that patients 
acknowledged and commended the nurses’ eff orts and commitment. 
Th ey developed close bonds with their local communities, especially as 
some of their patients were relatives, and more so because they personally 
suff ered the same disease they treated in others, something associated 
with shame and complexity.  
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As a way of mitigation of the embodied and shared experience of 
being HIV positive, these nurses went the extra mile in several ways such 
as crafting new designs of delivering care. Th ey creatively redesigned 
ways of meeting their own care and support and those of their patients 
in an overburdened resource-poor healthcare environment. Th ey created 
new practices and new relationships. Th ey also raised a notch higher 
certain fundamentals in the care practice; from mainly associating care 
with kindness, generosity and dedication to building trust and common 
loyalties.

Th is forced the nurses into a process of tinkering with established 
relations and practices. For example, they faced the dilemma: should 
they form or join advocacy alliances with patients to press for or 
bring about more and better services or should they seek to maintain 
the power balance in the carer-patient equation and in the medical 
hierarchy? By virtue of living with HIV/AIDS and using its treatment, 
they experientially felt the added responsibility of fi nding solutions to 
certain resource and infrastructure shortages such as drug stock-outs 
which they addressed by borrowing ARVs for their patients at times. 

I found that in their care practices, the nurses were not simply 
implementing or adopting passively the new biomedical technologies, 
particularly ART; but rather, they became active users capable of 
redesigning some of their practices. Th is, in turn, puts the nurses in 
confl ict with their offi  cial professional training: they notice an ethical 
contradiction in their actions. Additionally, they get drawn into power 
confl icts with various actors in the overall HIV/AIDS care-giving.

For example, the nurses feel threatened by emergence of the HIV 
positive expert clients, initially trained to ease the nurses’ burden.

Regarding the handling of the stigma and shame surrounding the 
HIV/AIDS they were living with, such nurses at the public clinic chose 
to lead a life of secrecy, selective interaction and concealment, declining 
to share their status or embodied experience with patients and colleagues 
because, to them, disclosure would be disempowering and also create 
stigma at the workplace. 

Interestingly, instead of declining into lower self-esteem and 
frustration, the nurses at the public clinic created safe spaces as a coping 
strategy. Safe spaces were physical and non-physical, created by way of 
concealment, avoidance, selective disclosure and receiving ART care 
from elsewhere other than their ART-off ering workplace. One such safe 
space was the four-member Open Up group at the public clinic which was 
kept secret from the health workers and the patients and allowed those 
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who didn’t want to disclose their status to other workplace members. 
Th is was contrary to the usual HIV/AIDS groups which are supposed 
to be openly known and open to everyone and patients can always be 
referred there. Th is secret group helped them with psychological support 
and built up their confi dence and trust in one another. It helped them 
acquire better skills of dealing with their work and patients and this 
quickly earned them “favourite nurse” status. Th is means despite not 
openly sharing their experiences, their embodied experiences endeared 
them to their patients.

Yet, at the same time, the expert clients became more popular and 
gained a lot of infl uence among patients because they openly shared their 
HIV/AIDS and ART experiences. To them, disclosure was empowering 
and they became the easily accessed ambassadors of hope and models 
of survival.

In the interactive confl ict with nurses, the expert clients too went an 
extra mile by searching for more knowledge about HIV/AIDS which 
they felt was being denied to them by nurses. Th ey delved deeper into 
the nurses’ clinical operations, which annoyed nurses. Interestingly, the 
client patients had relatively more time to update themselves, further 
empowering them in the clinic space vis a vis patients and nurses.

To manage and fi t the confl icting social identities the nurses found 
themselves in, they constantly reworked them, leading to new forms of 
subjectivity which, in turn, aff ected their interpersonal and professional 
relations. 

Th e study found interdependencies that nurses developed with 
patients and expert clients. And when side eff ects of ART couldn’t be 
concealed, like skin rashes, nurses advocated and managed to get the 
mobile cream. Th e nurses teamed up with their pateints and traditional 
herbalists to design and produce herbal remedies, especially the cream 
that handled many types of skin problems. It was, indeed, humbling 
for the HIV positive nurses to be taught by patients and a herbalist to 
clinically adopt and use the cream. Th ey depended on and paid patients, 
who collected, processed and supplied the hard-to-fi nd ingredients. 
Consequently, the nurses became appreciative of the knowledge and the 
cream ingredients they received. Actually, nurses at the NGO clinic went 
the extra mile of being part and parcel of the collection and processing 
of ingredients and making the cream.

Th is was an innovation in the biomedical space as the nurses’ 
embodied and lived experiences positively impacted on care relations. 
Th is made a double role of the nurses: conduits of biomedicine into 
local communities, as well as actors and conduits of local traditional 
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herbal medicine into modern (western) biomedicine. Th is had many 
ramifi cations, such as a sense of local identity in the highly globalised 
HIV/AIDS care and treatment practice.

Th ese nurses no longer talk about the disease as result of observation 
of their patients but also testimonies of their lived experience of the 
disease. Th eir dual identity makes them live in ambiguities, and this 
sooner or later clashed with institutional hierarchies and regulations. Th e 
nurses faced dilemma of how to live true to their bodies and yet escape 
possible sanctions by the authorities. Additionally, despite being both 
patients and carers, they couldn’t properly fi t into either role: they fell 
in between. Worse, the authorities didn’t easily recognise this situation. 

Th is study notes that HIV positive nurses, because of the additional 
advantage of lived and embodied experience, were better carers. Th e 
testimony runs through all the patients’ and nurses’ narratives.

Such nurses proved more pragmatic and other than sticking to medical 
ethical codes of objectivity and detachment, and fl exibly honoured more 
the negotiated relations of trust, humility, interdependence, creativity 
and alliance.  But this too could be achieved within constrained 
parameters as quite often the side eff ects of ART may reveal one’s sero 
status, necessitating a constant reworking of choices. One Harriet, who 
stood out to advocate for patients’ right to ART before a health minister 
got sanctioned. Th is, in turn, created misgivings in the other HIV 
positive nurses who perceived their healthcare atmosphere as wanting. 

Th e study found that by nurses being allowed to provide ART to 
patients, unlike in many other countries where it was a preserve of 
doctors, their powers in the medical establishment got enhanced, to 
the extent of shifting from the western biomedical oriented culture 
to adopting local conceptions that defi ed international standards and 
guidelines for ART caregivers. 

Th e HIV positive nurses, so to say, became less professional but 
more humble and patient as they empathised with patients whom they 
experientially saw as colleagues. Th eir professional egoism and distance 
from patients got narrowed in practice, something that endeared 
them to patients. Th eir relations with patients hinged more on mutual 
respect and trust, sharing and cooperation, and interdependence and 
mutual education. Th is, in a way, has thrown to the ground the old care 
relationship of dependency to one of interdependency.

Finally, the study opens up areas of further ethnographic investigation. 
For example, it calls for deeper study of patient and caregiver roles in the 
assessment of new biomedical technologies, and the log-term implications 
of such relations.



295

Samenvatting 

Going the Extra Mile: An Ethnography of Care-giving and Care Designing 
Among Nurses in Uganda (Het Extra Stapje Verzetten: Een Etnografi e 
van Zorgverlening en Vormgeving van Zorg onder Verpleegsters in 
Uganda) is het resultaat van veldwerkonderzoek verricht in en rond 
twee HIV/AIDS/ART klinieken in de Masaka and Luweero regio in 
Uganda in 2005-2009. Deze studie onderzoekt de praktijken en relaties 
van HIV-positieve verpleegsters in hun rol van verzorger en patiënt in 
de dagelijkse praktijk van HIV/AIDS behandeling en zorg, met name 
na het beschikbaar komen van de nieuwe biomedische technologie – 
antiretrovirale therapie (ART) in 2004. 

Met het oog op de historische ontwikkeling van de aanpak van 
HIV/AIDS door diverse actoren tot aan de huidige ART methode, 
begint de studie vanuit het besef van een ontbrekende schakel in 
theorieën over zorg, met name met betrekking tot situaties waarin de 
scheidslijn tussen verzorger en patiënt vervaagt. Het gebrek aan een 
etnografi sche studie naar deze problematiek zoals het zich voordoet 
in klinieken, motiveerde mij verder om mij in dit actuele onderwerp 
te verdiepen.

De nadruk op verpleegsters is ingegeven door mijn verkennende 
veldwerk en literatuurstudie, waaruit is gebleken dat verpleegsters – 
met name in landelijke gebieden waar weinig doktoren voorhanden 
zijn – de lasten van meerdere taken dragen, waaronder HIV/
AIDS zorg, het toedienen van ART, monitoren en voorlichten van 
patiënten over zelfbehandeling en navolging ervan, en behandelen 
van opportunistische infecties. Tevens is mij een gebrek gebleken aan 
literatuur over de zorg van chronisch zieke patiënten onder medisch 
personeel. Zodoende stelde ik mij tot doel de verhalen vast te leggen 
van verpleegsters – waarvan verscheidene HIV-positief zijn – die 
behalve gemotiveerd en toegewijd bijzonder empatisch en creatief 
blijken te zijn in hun invulling en vormgeving van zorg. Ik heb 
getracht het vertoog en de dialoog rond HIV/AIDS behandeling, 
met name ART, aan het licht te brengen, alsook hoe ART als een 
nieuwe en krachtige, levensreddende technologie de subjectiviteiten 
van de betrokkenen beïnvloedt en leidt tot nieuwe vormen van sociale 
interactie.
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Dit onderzoek is uitgevoerd bij twee HIV/AIDS/ART centra in 
midden-Uganda; een staande openbare kliniek en een rondtrekkende 
NGO kliniek. Na enkele verkennende bezoeken aan de klinieken, 
verbleef ik er later als vrijwillig consulent, een rol die mij in de 
gelegenheid stelde om patiënten en verpleegsters thuis te bezoeken en 
een vertrouwensrelatie met hen op te bouwen als cliënten of collega’s. 
Zodoende presenteer ik in deze studie de verhalen van zowel de 
dagelijkse ervaringen binnen de klinieken als de levenservaringen 
van individuele verpleegsters buiten de klinieken.

De studie stelt zich tot doel twee vraagstellingen te beantwoorden. 
Ten eerste, wat gebeurt er met de identiteiten en subjectiviteiten van 
de verzorgers wanneer hun persoonlijke levens en sociale omgeving 
veranderen als gevolg van de HIV/AIDS epidemie en bijkomende 
behandeling (ART). En ten tweede, hoe beïnvloeden de ziekte en 
de ART biotechnologie de zorgrelaties die een verpleegster heeft 
met zichzelf en met anderen, waaronder instituties op verschillende 
niveaus. 

Aangezien zij op de kruising staan tussen professioneel getrainde 
zorgverlener en patiënt, ervaren deze verpleegsters dilemmas rond hun 
identiteit en sociale rollen. Vanuit mijn theoretisch uitgangspunt dat 
identiteiten contextueel zijn en het product van sociale relaties, heb 
ik gekeken naar de wijze van zorg in sociale contexten die veranderen 
als gevolg van de HIV/AIDS epidemie en bijkomende behandeling. 
Mijn volgend uitgangspunt is dat zorg relationeel en dynamisch is, 
zodat het onvermijdelijk transformeert als gevolg van de persoonlijk 
belichaamde en gedeelde ervaringen van de zorgverleners. Daarnaast 
heeft de intrede in de kliniek van niet-beroeps getrainde zorgverleners, 
en het delegeren aan niet-doktoren van de verantwoordelijkheid van 
het toedienen van ART, ook onvermijdelijk consequenties voor de 
zorg.

De studie stelt de machtsverhoudingen aan de orde tussen de 
verpleegsters en patiënten en tussen de verpleegsters en ander medisch 
personeel binnen de kliniek en het externe medische establishment. 
Dit wordt geïllustreerd aan de hand van de verhalen van HIV/
AIDS-positieve verpleegsters die behandeling ondergaan terwijl zij 
in interactie staan met andere zorgverleners en met patiënten. Deze 
verpleegsters ervaren persoonlijk het stigma en de schaamte die met 
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de ziekte gepaard gaan. Zij zijn niet alleen agents van biomedische 
kennis maar ook toedieners en gebruikers van ART. Deze soms 
confl icterende rollen en verantwoordelijkheden botsen ook vaak met 
gevestigde professioneel-ethische normen. Bijvoorbeeld, de relaties 
die de verpleegsters aan de rondreizende kliniek opbouwen met hun 
patiënten is niet zozeer gebaseerd op machtsvertoon maar juist op het 
tonen van onderlinge afhankelijkheid, vertrouwen en nederigheid.  

Ondanks de vele uitdagingen waarvoor de verpleegsters zich gesteld 
zien, verzetten zij het extra stapje voorbij hun formele beroepstaken. 
Hierin worden zij gemotiveerd door hun beschikking over de nieuwe, 
zeer eff ectieve technologie ART, die aanvankelijk alleen doktoren ter 
beschikking stond. Tegelijkertijd zijn zij zelf gebruikers van ART en 
ondervinden zij hiervan ook de bijwerkingen, wat hen stimuleert tot 
nieuwe praktijken. Hun motivatie wordt tevens versterkt door het feit 
dat patiënten hun inspanningen en toewijding erkennen en prijzen. 
Zij ontwikkelen nauwe banden met hun lokale gemeenschappen, des 
te meer gezien het feit dat zich onder hun patiënten ook familieleden 
bevinden, en zijzelf aan dezelfde ziekte lijden die zij in anderen 
behandelen en die over het algemeen geassociëerd wordt met schaamte 
en problemen.  

Om de persoonlijk belichaamde en gedeelde ervaring van HIV-
positief zijn te verlichten, verzetten deze verpleegsters het extra stapje op 
verscheidene manieren, zoals het nieuw vormgeven aan zorgverlening. 
Op creatieve wijze bedenken zij nieuwe manieren om in hun eigen 
behoeften aan zorg en steun en dat van patiënten te voorzien, in de 
context van de overbelaste gezondheidszorg waar een groot tekort 
aan middelen heerst. Naast het creëren van nieuwe praktijken en 
relaties, overstijgen zij de grondbeginselen van de zorgpraktijk, door 
het tonen van niet alleen vriendelijkheid, generositeit en toewijding, 
waarmee de zorgpraktijk voornamelijk geassocieerd wordt, maar ook 
het opbouwen van vertrouwen en gedeelde loyaliteiten.

Dit brengt de verpleegsters op gespannen voet met gevestigde 
praktijken en relaties. Zo zien zij zich voor het dilemma gesteld om 
ofwel allianties aan te gaan met patiënten om betere dienstverlening te 
bewerkstelligen, ofwel de bestaande machtsbalans in stand te houden 
in de verzorger-patiënt relatie en de medische hiërarchie. Doordat 
zij zelf met HIV/AIDS leven en behandeling ondergaan, ervaren zij 



298 Going the Extra Mile

een extra verantwoordelijkheid voor het vinden van oplossingen op 
de gebrekkige infrastructuur en tekorten aan middelen. Zo pakken 
zij lege medicijnvoorraden aan door ARVs te lenen aan patiënten. 

Mijn bevinding is dat de verpleegsters in hun zorgpraktijken de 
nieuwe biomedische technologieën, met name ART, niet slechts 
passief toepassen; zij worden daarentegen actieve gebruikers die in 
staat zijn een deel van hun praktijken nieuw vorm te geven. Dit 
brengt de verpleegsters in confl ict met hun formele professionele 
training: zij ondervinden een ethische contradictie in hun praktijken. 
Bovendien raken zij betrokken in machtsconfl icten met verscheidene 
actoren binnen de HIV/AIDS zorgverlening als geheel. Zo voelen de 
verpleegsters zich bedreigd door de komst van HIV-positieve expert-
cliënten in de kliniek, die aanvankelijk werden aangetrokken en 
getraind om de lasten van de verpleegsters te verlichten.

Wat betreft hun omgang met het stigma en de schaamte rondom 
de HIV/AIDS ziekte waarmee zij leven, verkiezen verpleegsters 
die werkzaam zijn in de publieke kliniek veelal een leven van 
geheimzinnigheid, selectieve interactie en verschuiling. Zij zijn 
onwillig om hun status of belichaamde ervaring te delen met patiënten 
en collega’s, omdat openbaring, in hun beleving, disempowering zou 
zijn en een stigma op de werkplek zou creëren. 

Deze verpleegsters verzanden echter niet in gevoelens van lage 
eigenwaarde of frustratie, maar creëren veilige ruimtes als een coping 
strategie. Deze veilige ruimtes, zowel fysiek als non-fysiek, creëren 
zij door middel van verschuiling, ontwijking, selectieve onthulling 
en het ontvangen van ART-zorg op een andere dan de eigen ART-
biedende werkplek. Een dergelijke veilige ruimte biedt de kleine 
Open Up groep aan de publieke kliniek. Anders dan de gewone 
HIV/AIDS groepen die openbaar en publiek toegankelijk zijn, wordt 
deze groep geheim gehouden voor de gezondheidswerkers en de 
patiënten. Zodoende biedt het een plek aan hen die hun ziekte niet 
willen openbaren aan andere collega’s op de werkplek. Deze groep 
verschaft hen psychologische ondersteuning en helpt hen onderling 
vertrouwen en zelfvertrouwen te kweken. Het helpt hen tevens hun 
vaardigheden te verbeteren in hun omgang met werk en patiënten, 
waardoor zij al snel het predikaat “favoriete verpleegster” verkrijgen. 
Alhoewel zij hun ervaringen niet openlijk delen met de patiënten, 
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maakt hun persoonlijk belichaamde ervaring hen dus geliefd onder 
de patiënten.

Desalniettemen genieten de expert-cliënten in de kliniek nog 
sterkere populariteit en invloed onder de patiënten, omdat zij openlijk 
hun HIV/AIDS en ART ervaringen delen. Voor hen is openbaring 
van hun ziekte juist empowering, aangezien het hen tot toegankelijke 
ambassadeurs van hoop en modellen van overleving maakt.

In hun relationele confl ict met de verpleegsters, verzetten ook de 
expert-cliënten het extra stapje door meer kennis over HIV/AIDS te 
vergaren, die in hun beleving van hen wordt achtergehouden door 
de verpleegsters. Zij graven dieper in de klinische handelingen van 
de verpleegsters, wat de verpleegsters danig irriteert. Opvallend is 
dat de expert-cliënten over relatief meer tijd beschikken om zichzelf 
bij te scholen, wat hen verder empowert ten opzichte van zowel de 
patiënten als de verpleegsters.

De verpleegsters, op hun beurt, trachten de botsende sociale 
identiteiten waarin zij zichzelf bevinden te managen en in te passen 
door ze constant te bewerken. Dit leidt tot nieuwe vormen van 
subjectiviteit, wat ook van invloed is op hun interpersonele en 
professionele relaties.

Mijn bev ind ing i s  dat  de  verpleegster s  onderl inge 
afhankelijkheidsrelaties ontwikkelen met de patiënten en de expert-
cliënten. Wanneer, bijvoobeeld, de bijwerkingen van ART zoals 
huiduitslag niet verborgen kunnen worden, zorgen de verpleegsters 
ervoor dat mobiele crème beschikbaar komt. De verpleegsters werken 
samen met de patiënten en met traditionele kruidengenezers om 
plantaardige geneesmiddelen te ontwikkelen, met name een soort 
crème die vele typen huidproblemen behandelt. De HIV-positieve 
verpleegsters ervaren het als een les in nederigheid om door patiënten 
en kruidengenezers onderwezen te worden in het klinisch gebruik 
van de crème. Zij zijn afhankelijk van patiënten die tegen een 
geringe vergoeding de zeldzame ingrediënten verzamelen, bewerken 
en aanleveren, waardoor de verpleegsters de ontvangen kennis en 
crème ingrediënten des te meer waarderen. Verpleegsters aan de NGO 
kliniek gaan nog een stap verder door zelf deel te nemen aan het proces 
van verzamelen en bewerken van de ingrediënten en vervaardigen 
van de crème.
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Dit kan gezien worden als een innovatie in de biomedische sfeer, 
waarbij de belichaamde ervaringen van verpleegsters een positieve 
impact hebben op zorgrelaties. Het verschaft de verpleegsters een 
dubbele rol: als de kanalen van de biogeneeskunde naar lokale 
gemeenschappen, en als de actoren en kanalen van de lokale 
traditionele kruidengeneeskunde naar de moderne (westerse) 
biogeneeskunde. Dit brengt vele eff ecten met zich mee, niet in het 
minst het besef van lokale identiteit in de sterk gemondialiseerde 
praktijk van HIV/AIDS zorg en behandeling.

Deze verpleegsters spreken niet slechts over de ziekte vanuit hun 
observaties van hun patiënten, maar ook als getuigenissen van hun 
persoonlijke ervaringen met de ziekte. Vanwege hun dubbele identiteit 
leven zij in ambiguïteiten, en vroeg of laat botst dit met institutionele 
bepalingen en hiërarchieën. De verpleegsters zien zich geconfronteerd 
met dilemma’s omtrent hoe te leven in overeenstemming met hun 
lichamelijke behoeften en toch te ontsnappen aan mogelijke sancties 
van de autoriteiten. Hoewel zij zowel patiënt als verzorger zijn, passen 
zij in geen van beide rollen: zij vallen er tussenin. Het feit dat de 
autoriteiten hun situatie niet goed onderkennen maakt het voor hen 
niet makkelijker. 

Deze studie heeft bevonden dat HIV-positieve verpleegsters, 
vanwege de toegevoegde waarde van hun persoonlijk belichaamde 
ervaring, betere zorgverleners zijn. Dit blijkt uit getuigenissen die 
dwars door alle verhalen lopen van de patiënten en de verpleegsters 
zelf. Zulke verpleegsters blijken pragmatischer en fl exibeler te zijn; 
in plaats van zich strikt te houden aan medisch-ethische codes 
van objectiviteit en afstandelijkheid, hechten zij meer waarde aan 
onderhandelde relaties die gebaseerd zijn op vertrouwen,  nederigheid, 
onderlinge afhankelijkheid, creativiteit en samenwerking. Maar dit 
moeten zij zien te bereiken binnen beperkte kaders, wat een constante 
herziening van keuzes vereist. Bijvoorbeeld, ene Harriet die zich 
ten overstaan van de gezondheidsminister sterk maakte voor het 
recht van patiënten op ART, werd hiervoor bestraft, wat onrust en 
twijfels opriep bij andere HIV-positieve verpleegsters. Onder dergelijk 
moeilijke omstandigheden ervaren veel van hen de gezondheidszorg 
als gebrekkig.
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Deze studie heeft bevonden dat de mogelijkheid die verpleegsters 
geboden wordt om ART toe te dienen aan patiënten – anders dan 
in andere landen waar dit voorbehouden is aan doktoren – de 
machtsbalans binnen het medisch establishment verbetert, met 
name in de zin dat er een verschuiving plaatsvindt van de westers-
georiënteerde biomedische cultuur naar het adopteren van lokale 
concepties die de internationale standaarden en bepalingen voor ART 
zorgverleners tarten. 

Dit maakt de HIV-positieve verpleegsters als het ware ‘minder 
professioneel’ maar nederiger naarmate zij empathiseren met patiënten 
die zij vanuit hun ervaringen gaan zien als collega’s. Hun professioneel 
egoïsme en afstand tot patiënten nemen in de praktijk af, wat hen 
geliefd maakt bij de patiënten. Hun relaties met de patiënten is veelal 
gebaseerd op wederzijds respect en vertrouwen, gedeelde ervaringen en 
samenwerking, alsook op onderlinge afhankelijkheid en wederzijdse 
educatie. De oude zorgrelatie van afhankelijkheid maakt zodoende 
plaats voor een nieuwe zorgrelatie van onderlinge afhankelijkheid.

Tenslotte heeft deze studie nieuwe velden geopend voor verder 
etnografisch onderzoek. Bovenal roept het op tot diepgaander 
onderzoek naar patiënt en zorgverlener rollen bij de beoordeling van 
nieuwe biomedische technologieën en de lange-termijn gevolgen van 
zulke relaties.
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