
UvA-DARE is a service provided by the library of the University of Amsterdam (https://dare.uva.nl)

UvA-DARE (Digital Academic Repository)

Going the extra mile: an ethnography of care-giving and care designing among
nurses in Uganda

Kyakuwa, M.

Publication date
2011

Link to publication

Citation for published version (APA):
Kyakuwa, M. (2011). Going the extra mile: an ethnography of care-giving and care designing
among nurses in Uganda. [Thesis, fully internal, Universiteit van Amsterdam].

General rights
It is not permitted to download or to forward/distribute the text or part of it without the consent of the author(s)
and/or copyright holder(s), other than for strictly personal, individual use, unless the work is under an open
content license (like Creative Commons).

Disclaimer/Complaints regulations
If you believe that digital publication of certain material infringes any of your rights or (privacy) interests, please
let the Library know, stating your reasons. In case of a legitimate complaint, the Library will make the material
inaccessible and/or remove it from the website. Please Ask the Library: https://uba.uva.nl/en/contact, or a letter
to: Library of the University of Amsterdam, Secretariat, Singel 425, 1012 WP Amsterdam, The Netherlands. You
will be contacted as soon as possible.

Download date:26 May 2023

https://dare.uva.nl/personal/pure/en/publications/going-the-extra-mile-an-ethnography-of-caregiving-and-care-designing-among-nurses-in-uganda(f886a825-543e-4114-a3c9-b0171545da3e).html


142

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 



144 Going the Extra Mile

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 



HIV Positive Nurses’ Experiences of Art Side Eff ects  149

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.




