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Summary  

Going the Extra Mile: An Ethnography of Care-giving and Care Designing 
Among Nurses in Uganda is the result of fi eld research done in and 
around two HIV/AIDS/ART clinics in Masaka and Luweero Districts 
of Uganda in 2005-2009.

Th e study examines the practices and relations of HIV positive nurses 
on ART as caregivers and patients in everyday HIV/AIDS treatment and 
care, especially after the availability of the new biomedical technology 
- antiretroviral therapy (ART) since 2004. 

Taking note of the historical trend of how HIV/AIDS was handled by 
diff erent actors from the start to the present era of antiretroviral therapy 
(ART), the study starts from a realization of a missing link in theories 
of care, especially regarding emergent situations when the carer-patient 
divide gets blurred. Th e absence of a clinic-based ethnography on the 
matter further motivated me into this topical area.

Th e emphasis on nurses arose out of my preliminary exploratory 
fi eldwork and literature review when it was noted that nurses, especially 
in rural areas where doctors are few, were shouldering burden of multiple 
duties, including HIV/AIDS care, administering ART, monitoring and 
counseling patients on self-management and adherence, and treating 
opportunistic infections.  It was also found that there was paucity of 
literature on chronic disease care among patient medical personnel. With 
this in mind, I set out to capture and present the stories of motivated 
and committed nurses who were highly creative and compassionate. 
And because several of them were HIV positive, I sought to uncover 
the discourse and dialogue around HIV/AIDS treatment, especially 
ART, and how ART as a new and powerful life-saving technology has 
infl uenced subjectivity and created new forms of sociality.

Th is research was carried out at two HIV/AIDS/ART centres; a 
public static clinic and an NGO mobile clinic in central Uganda. 
First making exploratory trips to these spots, I later resided there as a 
volunteer counselor, a role that gave me leeway to visit and stay in homes 
of patients and nurses as trusted clients or colleagues. So, in the end, 
what are presented here are stories of both the daily experiences at the 
clinics and the life experiences of individual nurses outside the clinics.

Although HIV/AIDS had wiped out large numbers of people, the 
appearance of ART as a counter was very revolutionary. Hence my two-
tier objective: fi rst, what happens to carers’ identities and subjectivities 
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when their personal lives and social environments are altered as result 
of the HIV/AIDS epidemic and its treatment (ART) and, second, how 
have the disease and the ART biotechnology reshaped the care relations 
a nurse has with him or herself and others, including institutions at 
diff erent levels.

Being in reality at an intersection between patient and trained 
professional caregiver, these nurses experience dilemmas of identity and 
role constructions. My theoretical entry point is that I consider identities 
to be contextual and a product of social relations. So, I sought to observe 
the modes of care in the changed social context brought about by the 
HIV/AIDS epidemic and its treatment. My other standpoint is that 
care is relational and dynamic: consequently, it cannot escape being 
transformed by caregiver’s lived, embodied and shared experiences. 
In addition, the entry of lay care providers in the clinic space and the 
lowering of ART delivery responsibility to include non-doctors had to 
result in new consequences.

Th e study addresses power relations between the nurses and patients 
and between nurses and other medical personnel in the clinic space 
and the outer medical establishment. Herein are stories of nurses that 
directly experience HIV/AIDS, use and participate in its treatment and 
care while interacting with other caregivers and with their patients. 
Th ese nurses personally experience the stigma and shame related to the 
disease and its pains. Th ey are not only agents of biomedical knowledge 
but also administrators and users of ART. Th ese sometimes confl icting 
interactions and responsibilities also often clash with established 
professional ethical values. For instance, nurses at the mobile clinic end 
up moulding a relationship between them and their patients that is not 
solely or primarily based on the show of power but on show of trust, 
humility and interdependence.  

Despite the many challenges the nurses faced, they went an extra mile 
beyond their call of duty. Th e nurses were motivated by the possession of 
a new powerful technology – ART—which had a high effi  cacy and was 
at the beginning, a preserve of doctors only. At the same time they used 
and suff ered the side eff ects of ART and this too demanded new practices 
and relationships. Further motivation came from the fact that patients 
acknowledged and commended the nurses’ eff orts and commitment. 
Th ey developed close bonds with their local communities, especially as 
some of their patients were relatives, and more so because they personally 
suff ered the same disease they treated in others, something associated 
with shame and complexity.  
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As a way of mitigation of the embodied and shared experience of 
being HIV positive, these nurses went the extra mile in several ways such 
as crafting new designs of delivering care. Th ey creatively redesigned 
ways of meeting their own care and support and those of their patients 
in an overburdened resource-poor healthcare environment. Th ey created 
new practices and new relationships. Th ey also raised a notch higher 
certain fundamentals in the care practice; from mainly associating care 
with kindness, generosity and dedication to building trust and common 
loyalties.

Th is forced the nurses into a process of tinkering with established 
relations and practices. For example, they faced the dilemma: should 
they form or join advocacy alliances with patients to press for or 
bring about more and better services or should they seek to maintain 
the power balance in the carer-patient equation and in the medical 
hierarchy? By virtue of living with HIV/AIDS and using its treatment, 
they experientially felt the added responsibility of fi nding solutions to 
certain resource and infrastructure shortages such as drug stock-outs 
which they addressed by borrowing ARVs for their patients at times. 

I found that in their care practices, the nurses were not simply 
implementing or adopting passively the new biomedical technologies, 
particularly ART; but rather, they became active users capable of 
redesigning some of their practices. Th is, in turn, puts the nurses in 
confl ict with their offi  cial professional training: they notice an ethical 
contradiction in their actions. Additionally, they get drawn into power 
confl icts with various actors in the overall HIV/AIDS care-giving.

For example, the nurses feel threatened by emergence of the HIV 
positive expert clients, initially trained to ease the nurses’ burden.

Regarding the handling of the stigma and shame surrounding the 
HIV/AIDS they were living with, such nurses at the public clinic chose 
to lead a life of secrecy, selective interaction and concealment, declining 
to share their status or embodied experience with patients and colleagues 
because, to them, disclosure would be disempowering and also create 
stigma at the workplace. 

Interestingly, instead of declining into lower self-esteem and 
frustration, the nurses at the public clinic created safe spaces as a coping 
strategy. Safe spaces were physical and non-physical, created by way of 
concealment, avoidance, selective disclosure and receiving ART care 
from elsewhere other than their ART-off ering workplace. One such safe 
space was the four-member Open Up group at the public clinic which was 
kept secret from the health workers and the patients and allowed those 
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who didn’t want to disclose their status to other workplace members. 
Th is was contrary to the usual HIV/AIDS groups which are supposed 
to be openly known and open to everyone and patients can always be 
referred there. Th is secret group helped them with psychological support 
and built up their confi dence and trust in one another. It helped them 
acquire better skills of dealing with their work and patients and this 
quickly earned them “favourite nurse” status. Th is means despite not 
openly sharing their experiences, their embodied experiences endeared 
them to their patients.

Yet, at the same time, the expert clients became more popular and 
gained a lot of infl uence among patients because they openly shared their 
HIV/AIDS and ART experiences. To them, disclosure was empowering 
and they became the easily accessed ambassadors of hope and models 
of survival.

In the interactive confl ict with nurses, the expert clients too went an 
extra mile by searching for more knowledge about HIV/AIDS which 
they felt was being denied to them by nurses. Th ey delved deeper into 
the nurses’ clinical operations, which annoyed nurses. Interestingly, the 
client patients had relatively more time to update themselves, further 
empowering them in the clinic space vis a vis patients and nurses.

To manage and fi t the confl icting social identities the nurses found 
themselves in, they constantly reworked them, leading to new forms of 
subjectivity which, in turn, aff ected their interpersonal and professional 
relations. 

Th e study found interdependencies that nurses developed with 
patients and expert clients. And when side eff ects of ART couldn’t be 
concealed, like skin rashes, nurses advocated and managed to get the 
mobile cream. Th e nurses teamed up with their pateints and traditional 
herbalists to design and produce herbal remedies, especially the cream 
that handled many types of skin problems. It was, indeed, humbling 
for the HIV positive nurses to be taught by patients and a herbalist to 
clinically adopt and use the cream. Th ey depended on and paid patients, 
who collected, processed and supplied the hard-to-fi nd ingredients. 
Consequently, the nurses became appreciative of the knowledge and the 
cream ingredients they received. Actually, nurses at the NGO clinic went 
the extra mile of being part and parcel of the collection and processing 
of ingredients and making the cream.

Th is was an innovation in the biomedical space as the nurses’ 
embodied and lived experiences positively impacted on care relations. 
Th is made a double role of the nurses: conduits of biomedicine into 
local communities, as well as actors and conduits of local traditional 
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herbal medicine into modern (western) biomedicine. Th is had many 
ramifi cations, such as a sense of local identity in the highly globalised 
HIV/AIDS care and treatment practice.

Th ese nurses no longer talk about the disease as result of observation 
of their patients but also testimonies of their lived experience of the 
disease. Th eir dual identity makes them live in ambiguities, and this 
sooner or later clashed with institutional hierarchies and regulations. Th e 
nurses faced dilemma of how to live true to their bodies and yet escape 
possible sanctions by the authorities. Additionally, despite being both 
patients and carers, they couldn’t properly fi t into either role: they fell 
in between. Worse, the authorities didn’t easily recognise this situation. 

Th is study notes that HIV positive nurses, because of the additional 
advantage of lived and embodied experience, were better carers. Th e 
testimony runs through all the patients’ and nurses’ narratives.

Such nurses proved more pragmatic and other than sticking to medical 
ethical codes of objectivity and detachment, and fl exibly honoured more 
the negotiated relations of trust, humility, interdependence, creativity 
and alliance.  But this too could be achieved within constrained 
parameters as quite often the side eff ects of ART may reveal one’s sero 
status, necessitating a constant reworking of choices. One Harriet, who 
stood out to advocate for patients’ right to ART before a health minister 
got sanctioned. Th is, in turn, created misgivings in the other HIV 
positive nurses who perceived their healthcare atmosphere as wanting. 

Th e study found that by nurses being allowed to provide ART to 
patients, unlike in many other countries where it was a preserve of 
doctors, their powers in the medical establishment got enhanced, to 
the extent of shifting from the western biomedical oriented culture 
to adopting local conceptions that defi ed international standards and 
guidelines for ART caregivers. 

Th e HIV positive nurses, so to say, became less professional but 
more humble and patient as they empathised with patients whom they 
experientially saw as colleagues. Th eir professional egoism and distance 
from patients got narrowed in practice, something that endeared 
them to patients. Th eir relations with patients hinged more on mutual 
respect and trust, sharing and cooperation, and interdependence and 
mutual education. Th is, in a way, has thrown to the ground the old care 
relationship of dependency to one of interdependency.

Finally, the study opens up areas of further ethnographic investigation. 
For example, it calls for deeper study of patient and caregiver roles in the 
assessment of new biomedical technologies, and the log-term implications 
of such relations.




