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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 



112 Going the Extra Mile

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. 




