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8
Redefi ning Care? Nurses as 

Designers Co-Constructing Care

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

experiences… (Kyakuwa 2009)

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

Method of preparation:
1. Melt the Vaseline for 5 minutes
2. Add kanzironziro and Mutuba powder. Boil for 5 minutes.
3. Add magadi salt, wait for 1 minute.
4. Add abasi powder.
5. Add 2cc of water to enable abasi to dissolve in the kanzironziro.
6. Soak and mix all freshly pounded ingredients in 2cc of water.
7. Th oroughly mix all contents together.
8. Cover and bring to boil for 5 minutes.
9. Remove from heat and wait to cool.
10. Filter into a container and leave to cool completely into a jelly like 
consistency. It is now ready for use (Figure below).
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Figure 18: Th e mobile clinic nurse prepares the mobile cream. After it cools, it is 
put in plastic tins, labelled, and is ready for use.

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

By using herbs initially forbidden by providers, patients projected 
an aggressive consumerism as well as a healthy disregard for authority 
and conformity. Patients expressed the wish to ‘die gracefully’, and were 
longing for answers to the age-old puzzle of life extension. More than 
ever, HIV/AIDS patients on ART wanted to hold onto a symptom free 
body, and there was growing awareness that it was possible to do so. 
Notably, only fi ve out of 20 patients I interviewed at the NGO clinic, 
compared to 17 out of 20 patients at the public clinic, reported having 
poorly managed pain and side eff ects. Th e low numbers at the NGO 
clinic related not only to the mobile cream but also to the fact that the 
NGO was the only organisation off ering ART complemented with 
palliative care. Some 34 out of 40 patients reported using non-western 
remedies, such as visiting traditional doctors or herbalists to treat 
symptoms and ART related side eff ects. It is urgent for governments to 
streamline palliative care into AIDS treatment and care.
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Boosting Confidence to Care: Caring Beyond ART
In my exploratory fi eldwork, upon initial observation clinical care was 
uneven and ritualistic, and there was a general feeling among patients of 
being uncared for. During my actual fi eldwork, I sought to look at the 
relationship of care outside of the language and rhetoric of care. I wanted 
to understand what nurses understood by care, whether this was what 
patients – and nurses as patients – expected, and what were the processes 
involved. At the same time, I sought to identify in these processes what 
further boosted their confi dence to care. Th us, I interviewed HIV 
positive nurses and expert clients to identify the expectations and the 
processes of care.  

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

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

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

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

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

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

The Near Death Experience: A Motivation to Care 
Better
Diff erent people are motivated to do things for various reasons, and the 
resilience involved is in fact sometimes beyond comprehension. From 
my observations of the energy and vigour with which the Open Up 
group members talked about their caring experiences, some of which I 
had observed as they went about their work in the clinic, I asked how 
their experience of using ART in relation to their whole illness and 
recovery experiences had infl uenced how they related to themselves and 
their work. Below I present extracts of what they had to say during an 
interactive discussion in April 2008.
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I have been to a near death experience twice and I can assure 
you, pulling through that helplessness has given me the zeal to 
care for others regardless. When I see someone who is where I 
have been, I feel this person should have a chance too to come 
out and I simply go an extra mile because of this. (Dorothy)

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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



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

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

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




