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7 
Contrasting Care Relations 

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

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

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

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

Th ose trained as expert clients were supposed to be selected by 
consensus by fellow clients, based on criteria set by the WHO’s GIPA 
principles. Th e ideal candidate had to be approachable, helpful, kind, 
willing to share, and able to communicate with fellow clients and medical 
care providers. Further, they had to be in an improved state of health 
attributable to ART and open about their HIV status. Selected clients 
were trained in a one-week skills building workshop. To be an expert 
client meant in a sense to already occupy some kind of privileged position, 
either by virtue of educational background (one had to be literate), in 
terms of social background (one had to be sociable and liked), or health 
status (as one was to be an ambassador of ART).
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Professional health workers from the Uganda Cares AIDS 
programme, based in Masaka hospital, including nurses, doctors, 
clinical offi  cer (medical assistant) and counsellors, conducted the 
fi rst training workshop in December 2005, which I attended as a 
participant. For this one week training, participants were drawn from 
static ART healthcare centres and satellite ART outreach centres in 
four rural districts in Uganda, including the two HIV clinics where 
I conducted this research. Th e selection criteria to choose the expert 
clients were modifi ed by patients themselves, and included the traits 
listed above. Sixty participants were chosen to be given general basic 
training in counselling skills, which included: communication skills, 
what counselling is and why it is needed, how HAART works, referral 
care support, positive living, disclosure, and basic nutrition. But each 
topic was only briefl y touched upon as time was limited. 

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

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

In common with the nurses, expert clients go the extra mile to care; 
for instance, ensuring patients get something to eat when they come to 
the clinic, negotiating and expediting care procedures for patients, and 
soliciting legal aid for patients that need it. Patients perceived the quality 
of the HIV positive carer to be good, in part because of their embodied 
experience of having HIV. Th is was also similar for the HIV positive 
nurses, who learnt better ways of dealing with their patients, earning 
them ‘favourite nurse’ status. Even if they did not directly share their 
experiences with their patients, indirectly their embodied experience 
endeared them to patients. 



210 Going the Extra Mile

Expert clients also go the extra mile in treatment literacy and have 
time to search for information, but in the process they threaten nurses. 
In turn, nurses tend to push them down, and so there is a recurrent 
clash of expectations and power relations. I have shown that for expert 
clients, being HIV positive becomes empowering because they are in a 
space where they do not feel stigmatised and thus can openly share their 
illness experiences with the other patients, become endeared to them, 
and gain respect as role models. Th ey are also empowered by being in 
the biomedical clinic as lay care providers together with professionals, 
which in a way acts as a powerful check on the practises of nurses in 
the clinic. By contrast, in the previous chapter we saw how nurses feel 
disempowered by their HIV positive status in the clinic because they 
perceive that the atmosphere stigmatises them as carers who are patients, 
and therefore feel uncomfortable about openly sharing their illness and 
treatment experiences with their patients. Nurses not only fail to share 
their illness experiences with patients and colleagues, they also take 
fl ight to receive care elsewhere.

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

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

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

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

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




