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9
Nurses as Advocates: Negotiating 

Power Relations

Aha! Tell me, before ARVs, did you ever see or hear a medical professional 
here demonstrating because there are no medicines in the clinics to give to 

their patients? (Prim)

With the prominence of global norms in HIV/AIDS care such as 
disclosure, openness, and the lifes-aving power of ARVs, it is assumed 
that stigma will go down. However, in the previous chapters, I have 
shown the therapeutic and relational challenges which nurses, as frontline 
ART providers, have had to contend with, including the stigma that still 
persists around HIV/AIDS and its treatment. I have demonstrated how, 
at the individual level, these dominant global norms are reconfi gured 
and acquire new meanings in relation to the nurses’ experiences of their 
dual role as both providers and patients of the same disease. 

In the preceding chapter, I showed how nurses’ experiences of ART 
side eff ects led them to creatively overcome such challenges in relation 
to their caring practises at the NGO clinic. In this chapter, I round 
out this picture to present how nurses experienced and dealt with 
structural constraints related to ARVs at the clinic and policy levels, 
specifi cally stock-outs of the precious life-saving treatment. In what 
ways do interpersonal and individual experiences dialectically inform 
transformations in broader social structures and institutions of care-
giving? Specifi cally, how did the public clinic nurses appropriate their 
dual role, in what contexts12, and with what consequences? I show how 
nurses experience and appropriate the roles of being a patient of and 
provider for a highly stigmatising disease with a complex therapy, in 

12 I acknowledge the key influence that families of HIV positive nurses have in terms of 
providing coping mechanisms, but I do not discuss these issues here. This is because 
more than half of the HIV positive nurses in this study lived alone in districts far 
from their families. Secondly, with the exception of one nurse, those who did reside 
with their families did not yet live openly with their status, for fear of causing stress 
to young family members. For one of the nurses it was a guarded family secret, and 
so I as an outsider, was not very welcome discussing this with others.
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diff erent contexts and at diff erent levels. I argue that nurses managed to 
negotiate their dual role to overcome negative encounters, and actually 
appropriated their duality to bring about positive changes in the care 
of their patients. 

When I fi rst met Harriet in 2005, she had just been elected the 
district representative to the National Community of Women Living 
with HIV/AIDS, a position she still held at the time of writing. I asked 
her one evening, while seated over a cup of tea in her backyard, what her 
memorable moments of being a provider and user of ART had been so 
far. Below are excerpts from our conversation on 13th December 2007.

Harriet:  Oh, Margaret my dear! To care and suff er the same disease and 
use exactly the same care as your patients do is very complicated, 
but at times, I must admit, strangely unique to experience. It’s 
very complex because two diffi  cult things are combined in one 
person. It is unique because it makes you sometimes do things you 
never thought of ever doing as a medical professional. Have you 
ever heard health workers striking because there is no medicine 
to give to patients? No, they strike because they have been paid 
poorly – not for patients, not here. Well, having HIV made me 
cross professional boundaries of authority in the name of fi ghting 
for my fellow patients, as a medical carer and patient – now that 
was quite an experience. Do you remember the time between 
April and September 2007 when the whole country experienced 
the worst ARV stock-outs?

Margaret:  Yes I heard about it, but tell me more. What happened?
Harriet:  Well, as an HIV positive person, giving and using ART… You 

know, properly clad in my clinical uniform, I joined the National 
Forum of People Living with HIV/AIDS Networks in Uganda 
and the Consortium of Advocates for Access to Treatment, who 
are basically NGO activists, and we marched to the Ministry of 
Health to present a petition demanding an explanation from the 
minister for the persistent stock-outs. And by the way, we were not 
given audience that day, but to my surprise a senior offi  cial from the 
ministry summoned me days later and expressed dissatisfaction at 
my behaviour. He inquired to know why, instead of protecting the 
medical profession, I had betrayed it by joining into the match! I 
gave him an outright ‘Sir, I am HIV positive and I use these drugs 
not only for my patients but for myself as well, and besides, it is 
my right as a patient if not as a provider’. 

Margaret:  So, what was his response?
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Harriet:  Margaret, you can never believe this… ‘It’s unethical, 
unprofessional!’ he retorted scornfully. ‘Many of us are positive, 
but we don’t do and handle business that way… Don’t fail the 
profession by joining bandwagons’. 

Margaret:  How did you interpret his comment? 
Harriet:  I tell you, my mind had never been so disturbed in a very long 

time as that day, and to be sincere with you, I have not been at 
peace since. To this day, these statements ring back in my ears, 
and to me they sound a serious warning not only to my behaviour, 
but also to my job and exposure of my HIV status as a medical 
worker. Will my licence be renewed with such comments around 
me… Because I believe I was a topic of discussion among many 
key people that time. What a world of double standards we are 
in? Uh gosh! Margaret, how on earth can we protect careers at 
the expense of our lives, and can you imagine they are the people 
preaching GIPA which they hardly practise themselves! [Harriet 
was now looking visibly angry and troubled.]

Margaret:  How do you mean, Harriet?
Harriet:  Using ART as a medical practitioner has given me a diff erent 

perspective to the medical profession. I never knew that medical 
care workers at even such a high level experienced as much stigma 
as what I discovered that day. I realised that we need care, or let’s 
say create another intervention to take care of medical workers’ 
attitudes, because we are sometimes more sick than even the people 
we treat and label as our patients… We have more stigma, not just 
around us but even within us, than even the people we claim to 
treat; and the whole system is sick for that matter.

Unfortunately, as Jeppsson, Birungi, Ostergren & Hagstrom 
(2005) showed, health services and health status in Uganda remain 
largely unchanged despite extensive reforms, including an overall 
decentralization by government.  Th ey found that given its dependence 
on international resources, policies and paradigms, the Ministry of 
Health (MOH) paradoxically disembeds itself increasingly from the local 
community while attempting to improve its local connections hence; 
the wishes of these nurses might not easily be realisable.

A Challenge to Power Relations And Ethics 
It was evident that Harriet felt that being a carer and a suff erer gave her 
a right to traverse her professional borders and break the professional 
code of practise which states that the categories of provider and patient 
must remain clearly distinct. Such an act actually brought her directly 
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to the Ministry of Health, where the policies that give rights to carers 
and patients are made. However, the ministry offi  cial was not about to 
accept one of his own breaking this ethic and potentially tarnishing the 
image of the profession in the eyes of the public. Harriet felt she had 
the right, as a patient, to demand for ARVs for herself and her (fellow) 
patients; however, by displaying her dual role so openly, she came into 
confrontation with the very structures that supposedly advocated such 
rights. 

For Harriet to demonstrate and exercise her right as an HIV patient 
confronted the status quo in terms of power diff erentials within the 
healthcare system. Th is caused irritation to the authority above, which 
could be read as a result of the fact that Harriet represented too clearly 
contradictions within the care system, and the general misconception 
that health workers as the custodians of health are not supposed to be 
sick. Harriet’s HIV status put her into the categories of patient-carer 
and carer-patient at the same time, an ambiguous position for which 
the rights and responsibilities were not clearly defi ned. 

Belonging to such an ambiguous category is diffi  cult for the medical 
profession order. For the ministry offi  cial, a nurse taking an active 
patient advocate role threatened to readdress power relations between 
patient and provider. Th us Harriet was sanctioned by being summoned, 
scolded, and threatened for openly expressing her dual role identity. In 
other words, it was not ethical to traverse borders, to parade oneself if 
diseased, to not protect the integrity of the medical profession at all 
times and at all costs. Th e anger directed against Harriet was largely 
due to her stepping outside the standard professional code of conduct, 
and was not an expression of stigma against her HIV positive status per 
se. But what was Harriet supposed to do when confronted with medical 
realities which went against her conscience and experience? 

Being HIV positive (and marching with a forum for PLWHA), and a 
nurse (in uniform), Harriet explicitly paraded her dual identity. She was 
seen as displaying subjectivity, something other healthcare professionals 
would not readily accept. Th ough the ministry offi  cial acknowledged 
that many health workers are HIV positive, he stressed that they did not 
(and should not) parade themselves and thus betray their professional 
ethical code. However, to be at the frontline of ART provision meant 
that Harriet witnessed fi rst-hand her patients’ agony, and identifi ed with 
them in every stage of their illness. She was personally, morally, ethically, 
and practically confronted with her own and her patients’ realities at 
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all times. She was aware of the professional code, but consciously chose 
to focus on what she considered really mattered – a clear example of a 
care morality in fl ux. 

Moreover, the fi nding that HIV/AIDS continues to be perceived 
as a stigmatising disease has been noted by other nurses. For instance, 
the International Council of Nurses (ICN) selected ‘Nurses: Fighting 
AIDS stigma, caring for all’ as the 2003 theme for International 
Nurses Day. Th e ICN noted that “stigma and discrimination block the 
march forward against HIV/AIDS, fuelling the HIV/AIDS epidemic 
by creating a culture of secrecy, silence, ignorance, blame, shame and 
victimization” (International Council of Nurses 2004-2006, 2007a, 
2007b). Th e 2003 theme suggested that by continuing to fi ght AIDS 
stigma and providing care for all, nurses will lead the way in breaking 
down the walls of stigma and silence. For these nurses, stigma was not 
only associated with deviance but also with devaluation, a process often 
used to produce social inequality (Goff man 1963; LeBel 2008). HIV 
related stigma in healthcare settings discourages PLWHA from seeking 
care if they previously experienced unwelcoming treatment or their 
confi dentiality was not respected (Dieleman et al. 2007). Elsewhere, 
studies have shown that, fuelled by deeply felt responses including fear of 
infection, moral outrage, and shame, PLWHA may be shunned, denied 
care and support, or avoid accessing life-saving medical care out of fear 
of rejection (Stoneburner & Low-Beer 2004). 

GIPA for Whom? Nurses’ Rights to Patient Advocacy
Harriet felt her right to expression – as a patient – was violated, and she 
invoked the GIPA principle, well enshrined within health policy. Yet 
her experience off ers another illustration of the discrepancy between 
policy and practise: GIPA yes, but for whom? Harriet expressed further 
concerns when I asked about what GIPA meant to her in relation to 
her experience.

GIPA simply means empowering all of us living with HIV to 
rise to the ever changing and demanding challenges that living 
with the virus poses, and to show the world that we have a vital 
and decisive role to play in overcoming the epidemic. We need to 
change people’s perceptions and understanding of the virus and 
its implications in a positive way. But tell me Margaret, how can 
we do that when many of us who could in this model profession 
of ours don’t even see the need to overcome this stigma and 
denial and many others are simply cynical about all these things?
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Later I asked the other HIV positive nurses about what GIPA meant to 
them. Dorothy answered “GIPA means the actions and a commitment 
to fi ghting stigma and discrimination from wherever you are”. For Peter, 
“GIPA is an engagement and empowerment strategy of PLWHA to 
respond to the countless challenges HIV/AIDS and its treatment present 
in their own communities”. Th ese were rather concise, spontaneous 
responses, and generally I got the impression that all providers knew 
what GIPA was and what they expected from it (as patients). However, 
from Harriet’s experience, it was clear that the GIPA principle promoted 
by the Ministry of Health (with its own policy document, MoH 2005a) 
was far from becoming a lived reality, at least from her patient-carer 
perspective. Her experience revealed a loophole since she was not able 
(without sanction) to invoke GIPA to protect herself by claiming patient 
rights while being a provider at the same time. 

Uganda is a signatory to many of the conventions related to HIV/
AIDS and it advocates for GIPA, encouraging the right of involvement 
of PLWHA in daily decision-making regarding issues that aff ect their 
lives. However, even at the Ministry of Health, where the policies to 
implement such standards are made, there was clear uneasiness about 
accommodating the right of a health worker to patient expression and 
involvement in the things that aff ect both her and her patients. As 
an openly HIV positive nurse, she became a problem to the health 
system because her ambiguity threatened not only the core principle of 
detachment from patients, but the very foundations of power relations 
within the medical hierarchy. 

In Uganda, the fact that patients have mobilised and demonstrated to 
demand patient rights to treatment is unique to HIV/AIDS. Unlike any 
other disease, HIV/AIDS has given an incentive to patients to mobilise 
with a common voice to demand their rights. At one level, this refl ects 
an attempt to challenge the conventional power play between patient 
and provider, where the patient is seen as powerless and should be 
spoken for by the medical professional at all levels. It is also, in a sense, 
an attempt by patients to actualise the GIPA principle. But as we see, its 
implementation – even if Uganda is a signatory to this declaration – is 
not easy. In Harriet’s case, her patient rights were being challenged by 
the very people meant to promote them. One can see underlying this 
resistance the attempt to protect power boundaries within the medical 
profession’s hierarchy and to maintain the top-down approach of 
bureaucratic control, whereby decisions made at the national level are 
always considered in the interest of those at the local level. 
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Nurses’ advocacy in HIV/AIDS can be seen as a motivational force 
aff ecting identities, challenging global inequality for treatment, and 
developing local coping strategies. It has been suggested in other studies 
that HIV positive nurses are pessimistic and resigned to living with 
the negative and discrediting experiences of stigma and disadvantage 
which their condition brings (Dieleman 2007, who found nurses to be 
hiding from work. I argue that to follow this line of argument, however, 
would be too simplistic and would deny that nurses do not come to these 
interactions empty-handed. 

Th e results here give a more positive picture of HIV positive nurses, 
who do not simply hide; they are pragmatic providers of – and sometimes 
outspoken advocates of – ART. Th ey very much wanted to stay in 
their care-giving role; so, they creatively developed new strategies or 
dispositions to counter negative encounters, stay healthy, and remain at 
work. As I have shown in earlier chapters, beyond concern over drugs, the 
nurses’ own positive experiences of being cared for raised their desire to 
care for others. As such, they invested more time and energy in seeking 
out how to manage stigma and care better for others. 

ART Exceptionalism  
Internationally, there is current debate about AIDS exceptionalism: 
AIDS being seen as a disease that requires measures that no other 
disease requires. Th is exceptionalism is evident in diff erent aspects of 
care practise and treatment. It occurs at the policy level, where AIDS 
is considered an exceptional disease requiring many special policy 
measures and documents at global and national levels; for instance, the 
national ARV communication strategy, the ART strategic plan (MoH 
2007-2011). All these policies, authored by the Ugandan Ministry of 
Health, address similar issues, including disclosure, confi dentiality, 
adherence, and control. Yet there is a lack of consistency in AIDS 
treatment compared with that of other long-term illnesses, particularly 
as policy keeps changing.

At the patient level, I asked Harriet whether patients had in the past 
had a right to demonstrate so openly for drugs and treatment. She replied: 

Not one that I know of, no. Th is is rather unique to AIDS and its 
treatment. Th ere is a lot of politics involved. I guess it is because 
there is also a lot of money in AIDS.

Harriet pointed to another aspect of HIV/AIDS which makes it 
exceptional: the fact that since 2003 or so, there has been a large and 
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increasing amount of money devoted to it.  Th e mobilisation around 
HIV/AIDS to pull resources at diff erent levels, from the global to 
national and even the local level, is something very exceptional: from 
global resource pools like Global Fund, UNITAID, UNAIDS, PEPFAR; 
national level initiatives like the multi-sectoral approach to HIV/
AIDS control; HIV/AIDS related policies (also at global level); massive 
mobilisation for patient involvement at all levels and regarding things 
that aff ect their well-being; the drive to make care of HIV/AIDS patients 
everyone’s concern; community-based initiatives and organisations 
working on HIV/AIDS issues. 

But despite all these policies and resources in Uganda, there have still 
been some serious problems in meeting the high nationwide demand for 
ART. Between May and October 2007, Uganda experienced a severe 
stock-out of ARV drugs. Th is caused a crisis and created a great deal 
of tension throughout the country. Th is tension was further hyped by 
media reports of ARVs expiring in the National Medical Stores (NMS) 
while patients were dying because clinics had no ARVs (also see Mugisa 
& Nabusoba 2007; Allen 2010). During an FGD in April 2007 with 
the nurses at the public clinic, I asked them what they thought of ARVs. 
In two other FGDs in October and December 2007, I asked what they 
thought of the ARV stock-outs: how they had managed, and why and 
how these stock-outs were diff erent from the not so unusual stock-outs 
of other drugs. Th ese questions caused a lot of excitement during these 
FDGs, as the responses below show.
Prim:  Oh, my dear, this was not the same. We are talking of life-giving, 

or so to say, life-saving therapy. It’s simply not expected to run 
out. No! It should not happen – not for a country… period!

Harriet:  It’s diff erent because ARVs more prominently hold promises of 
life and hope for people, and people have been told so and made 
to believe so and many have lived to see so.

Florence:  Th ere is no other drug in our time that has ever been given as 
much attention as ARVs by both young and old, professional and 
non-professional alike. It’s the drug of the times.

Dorothy:  Th is is simply diff erent. Have you ever heard of a drug with so 
many rules as ARVs? Have you for any other drug ever seen masses 
of foreigners come all the way from abroad to here simply to see 
how and whether we were swallowing our ARVs?

Harriet:  In all my medical career of over 25 years, I have never seen 
foreigners come here following a drug they had sent us to see if it 
reached. But for ARVs they do!
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Harriet:  Ever heard of rationing drugs at the clinic like rationing food for 
refugees? But for ARVs we did!

Florence:  Th ere is a lot of hype about ARVs and AIDS. True, AIDS has 
killed too many people. But historically it is the one single disease 
with the highest number of policies and too much talk about 
participation and involvement. No drug has been advertised 
in history as ARVs. Even a child born yesterday knows it! Yet it 
remains a highly stigmatised disease and treatment – isn’t that so 
ironical?

Harriet:  ARVs are the only drugs whose scarcity ever caused so much uproar 
in the whole country. It’s the only drug I have ever heard of people 
demonstrating for in this country. It is like people cannot even 
imagine or don’t want to even think of a day or life without ARVs. 

From the descriptions of the nurses, ARVs are viewed as an exceptional 
drug. They are not like other medicines; they are not ordinary 
commodities for everyone, nor are they used presumptively for a variety 
of problems. Petryna, Lakoff  & Kleinman (2006) show that there is a 
better drug system for AIDS medicines compared to other long-term 
illnesses like epilepsy or cardiovascular and diabetic conditions. It is not 
simply a technology but is signifi cant for the meaning, value, reactions, 
and practises it arouses among specialists, funders, and the general 
population alike. It is ‘the drug of the times’ as Florence put it above. 
Th ese reactions make ARVs special, in particular because, as discussed 
earlier, they hold the promise of life.  

The Dark Months: HIV Positive Nurses Managing ARV 
Stock-outs
At the public HIV clinic, the story of ARV stock-outs was common talk 
among patients and providers alike, and was sometimes accompanied 
by jokes – both bitter and light –refl ecting back on the metaphorically 
named ‘dark months’ of April to September 2007. “So tell me, why 
‘dark months’”, I asked. 
Harriet:  Th ese were months of dwindling hope for many poor patients.
Dorothy:  Th ey were months when suddenly the future looked so lifeless for 

many patients who were on ART.
Prim:  Th ey were months when many patients were unable to get their 

ARVs… Months of rapid deterioration of the health of many of 
our patients simply because we did not have life-prolonging therapy 
to give them.
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Florence:  Th ese were months without ARVs, they were months when hope 
for a longer life was ebbing away.

Such were the sentiments of the nurses (and ART clients) at the public 
clinic, where once ARVs ran into short supply; the days and months 
turned dark. Th e memories of this time were vivid and clear. Th ey were 
recalled with sadness, and a sense of emptiness fi ltered through and 
engulfed the nurses and patients whenever a prolonged refl ection on the 
topic was invoked. Th is emptiness refl ected uncertainty for the future: 
as they watched many previously healthy clients grow weak and die as 
a result of the stock-out, they lost trust in the government to provide 
this life-prolonging, lifelong therapy. 

The ‘dark months’ metaphorically ref lect the lifelessness and 
hopelessness of the situation. It also shows that even after all the 
negative experiences with side eff ects, patients retained the powerful, 
personifying imagery surrounding ARVs as giving life and hope. Th ere 
was a determination to put up with the side eff ects and ‘messiness’ of 
ARVs rather than deteriorate to the state of sickness they had experienced 
before. Hope during treatment is a very important aspect of recovery; 
to lose hope for longer life equally means to embrace death, a state most 
would rather avoid. Th is is rather ironic – these nurses talked so much 
about the struggles they faced with ART, but suddenly when there was 
a real uncertainty about their availability, their feelings shifted again 
so that they accepted all the problems, since the drugs keep them alive. 
Th is clearly demonstrates how changeable people are according to 
circumstance.

But How Did the ARV Stock-outs Start, and What 
Happened?
Harriet:  During these months, the HIV clinic just received very small 

amounts and fi nally ran out of this very important life-prolonging 
therapy, less than what was required for our patients. First the 
delivery van would come a day late… sometimes bringing fewer 
drugs than we requisitioned, then it started coming inconsistently 
and sometimes with no ARVs at all, or with only septrin. Th e 
explanation was there were no ARVs in the stores… they will come 
later… there is a consignment on the way, you have to wait… you 
were late and you have to be patient. But I tell you, we never were 
ever late in requisitioning for ARVs because we have too many 
patients, and being the acting head nurse and also using these 
drugs, I know what it means for the patients being unable to 
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get their drugs, yet they are very convinced it’s all that works for 
them… Listening to patients especially, I got so sad and frustrated 
at the constant lack of ARVs. At fi rst we thought it was temporary 
and we thought we could somehow manage the situation until 
it simply became alarming and went out of hand.  Only a few of 
our patients could get the limited drugs available, and then there 
even came a time when we had nothing to give! 

Margaret:  What did you do for those who were getting visibly weak?
Florence:  At fi rst it became a fi rst come fi rst be served basis, which created 

a lot of tension among patients. You would fi nd people lining up 
at the clinic as early as 5:00 am, while some bought their way 
out… Soon we realised many of our patients were getting too 
weak. So, we could keep some drugs to give to those who were 
too sick, but of course with accusations of favouritism. Later we 
simply admitted them, hoping when the delivery van came they 
would be the fi rst to receive ARVs; but we did so also to monitor 
and treat their other conditions. In this way, we lost several and 
even one of our expert clients died here in our presence after just 
one month of not being on ARVs.

One way in which HIV positive nurses managed the situation of drastic 
ARV stock-out was to ration the drugs among patients.

Harriet:  We started by giving drugs for one month, then for two weeks, 
then for one week, then for a few days until such a time when 
sometimes we had nothing to give. 

Florence:  To some of our patients we only gave septrin during this time and 
many came long distances with the hope of getting drugs only to 
get just a few septrin tablets. But after some time, even that became 
scarce as we were unable to cope with the demand. So, for all the 
patients we could prescribe and those who could aff ord would go 
out and buy but many could not and so they kept coming back 
to us. We tried referring them to Kiwoko hospital but they would 
come back and tell us the same story – no drugs! 

Dorothy:  Th ose who could aff ord, travelled to get the drugs in Kampala 
hospitals, but only a handful could aff ord the transport costs 
and that long journey. It was a big problem even for the patients 
because they had to meet transport costs all the time and many 
complained that they were in debts because they had to come all 
the time. Th ere were also several reports of patients who simply 
could not aff ord to come or who just gave up. At fi rst patients 
complained of betrayal by us medical practitioners for failing to 
deliver the without consultation long-life without consultation 
drugs. 
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Prim:  It was very saddening to see patients seated outside the clinic in 
small group, anxiously waiting all day hoping the delivery van from 
the ministry would miraculously appear bringing them life-saving 
drugs. It was even more saddening seeing them leave at the end 
of day with sunken faces like labourers who had worked all day 
and given no pay. 

Dorothy:  Th is situation stretched on for almost four months but the last two 
were the worst. To make it worse, at the same time the media were 
reporting ARV stock-outs countrywide, the same time running 
reports of ARVs being expired in the National Medical Sores and 
the Joint Medical Stores [see a lead case story below]. 

I asked the nurses what people thought of such waste, with ARVs expiring 
in stores while the clinic shelves were bare.
Prim:  Th is aroused feelings of betrayal by government among patients 

and a lot of anger was directed towards the government. It was 
at this time that the civil society led a demonstration march 
towards the Ministry of Health claiming for an explanation to 
the persistent ARV stock-outs, only to be given no audience the 
fi rst time (12th December 2007). 

Harriet:  I remember I also took part in this demonstration only to be 
singled out as a betrayer of the healthcare system. But with all this 
at least it was clear to patients we nurses were not just refusing to 
give them ARVs or hoarding them and selling them elsewhere as 
they fi rst claimed (December 13th, 2007).    

Going the Extra Mile? Nurse Advocacy for the 
Institutional Sharing of ARVs
I have already shown in previous chapters how nurses laboured to go out 
of their way for their patients and themselves. I asked Harriet how they 
had managed to bring the stock-out situation under control at the public 
clinic, when many other public ART care centres were still reporting 
ARV stock-outs. With tears forming in her eyes, and with sadness, 
pain, and a lingering uncertainty in her voice, I knew my question had 
aroused a painful memory. I patiently waited to hear what she had to 
say. Th e example below outlines what one could class as a particularly 
daring act, especially given that she had already received negative 
reactions and sanctions from the Ministry of Health – the highest level 
in the healthcare system – for participating in the demonstration and 
transgressing her professional boundaries.

I have always watched people die but never felt so painfully 
helpless. It was real, it was frightening to die. Margaret, I 
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helplessly watched this wonderful expert client of ours die simply 
because we ran out of drugs and he just deteriorated so fast and 
soon he was gone. Th is death slapped the reality of suff ering 
and death more vividly to me. I thought it could be me next. 
Margaret, I became very emotional and I was confused at the 
same time by this whole situation. For some people, no drugs 
seemed business as usual. Some even could aff ord to say “So 
what? Th ere are many other drugs that are not available”. After 
the death of this man, I decided to follow my heart. I picked 
courage to face management. I didn’t know what to say to our 
administrator but I was determined to meet him, even if we 
just talked about it. Perhaps this would give me relief. Later I 
thought, are there no centres which have more than enough in 
their stores, can’t we even borrow some drugs for the sake of 
saving our patients for now? All this kept reverberating in my 
mind as I went to the management meeting. 

By the end of her statement, Harriet’s voice was strong and refl ected 
the fi rmness and determination with which she had decided to face the 
management committee of the health centre. 

Harriet:  Frustrating was the fact that this issue was not even on the agenda, 
yet we seemed to be hitting a record at the number of patients 
we were admitting, there [were] patients on the fl oor all over the 
wards. What was instead being discussed and what all people 
thought about at the meeting was asking the ministry to provide 
us more beds and have a ward built. No one thought of a short-
term solution or what/how/why are all these patients coming in? 
I knew the answer because I knew most of them, they were my 
patients… many of them I had admitted them to the wards myself. 
Th ey only needed to get their ARVs and many would stabilise and 
be saved a premature death. 
... I requested for extra time to address the meeting. I told them 
of the current situation, why there were more patients and what 
I thought we could do in the short run while we still waited for 
the Ministry of Health to address [the] problem. I told them 
I thought someone out there could be having some stock and 
might be willing if the ministry negotiated for us to lend us some 
drugs, and pay back in instalments from our requisitions from the 
ministry. Th e technicality was whether the ministry could agree 
to such an arrangement. I off ered to go with the administrator to 
the director of procurements at the ministry and argue my case 
if they thought it plausible. Four out of seven people bought my 
idea and gave us a go-ahead. 
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Margaret:  How did you hope to convince the ministry people?
Harriet:  First, Prim and I compiled some information showing an increase 

of inpatients… what their conditions of illness were, and what now 
our opinion was. Th e data showed that over the three months of 
limited or no supply of ARVs, increment of inpatient admission 
rate went up from admitting an average of six patients a day to 
11 patients a day. Th is was way too high for the capacity of the 
health facility. Th e clinic capacity is only 100 patients. Normally 
we have on average 150 inpatients a day. Yet for the three months 
we now had an average of 227 inpatients a day. So, two days later 
we went with these statistics. 
... We were lucky to meet the procurement committee in session. 
Even though they were alarmed at our statistics, we met some stiff  
resistance. Th ey argued that this way of doing things was not in 
order and it would derail ministry planning; and besides, it was not 
ministry policy. Some invoked that we needed a by-law stipulating 
this kind of transaction, and others said it is impossible. It took 
a lot of negotiation and convincing. But I was very systematic, 
passionate, and rather very emotional, pleading and begging. I 
had prayed a lot. I invoked the issue of drugs as a human right, 
how we can’t talk of waiting for a law when people are dying again 
like in the early days of the epidemic… I reasoned how this was 
going to cost the ministry more money in the long run with more 
admissions. Oh! I dread to remember that meeting. Th ey called me 
everything because there I was too emotional, tearing and begging 
in front of all these big people. To be honest with you, at some 
point I felt like a fool and they made me feel so even more by the 
questions they kept asking me. Anyhow, my load became lighter 
when a sympathiser came to my rescue. He said, “Th is lady has 
pleaded, begged, and has cried enough for her patients and rightly 
so. Th is is a just cause, these could be our brothers, sisters and 
mothers dying. Why don’t we as a committee pass it informally 
now as a special case and give it a time limit, and you as director 
request Mildmay – because I know they have some extra stocks just 
received – to off er the ministry some drugs in the meantime, and  
it would pay back from their procurements in instalments later?” 
So there I was! All of a sudden I felt such a relief. I thought he 
was my hero… at least he was on my side. Gradually the majority 
present agreed to his suggestion after a long discussion on the 
implications of such and how we would go about it. 

Margaret:  What happened when you went back to your workplace clinic? 
Harriet:  Ah ha!! At fi rst everyone was excited, at least those who cared to 

know. We knew it was now automatic things would work out. 
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Th ey acclaimed me, but I was hesitant to tell them at fi rst about 
what I thought was a rather dehumanising interrogation I had 
gone through at the ministry meeting, let alone at the clinic 
board meeting. Some people I had talked to before the clinic 
board meeting were pessimistic about the management board ever 
accepting to take such a risk of borrowing drugs, but this did not 
kill my determination to try. Others were not sure but they tried 
to encourage me. Suddenly, some people thought I was a heroine, 
and rightly so, while others thought this is what I was supposed to 
do as the head nurse, forgetting such is the work of the HIV clinic 
in-charge. I had bypassed his authority because to me he seemed 
less bothered about the situation; and besides, he is rarely there… 
so I might rightly say he was less sympathetic to the situation at 
hand. Luckily, to date I have never got anyone complaining about 
my move so I guess everyone thought I just did the right thing… 
though it was really out of an intense emotional experience. 

Margaret:  How long did you have to wait to get the drugs?
Harriet:  We were told to pick the letter the following day… We took it in 

person to the Mildmay Centre. Yes, they had the ARVs but would 
require a management meeting to deliberate on this rather unique 
request from the Ministry of Health. It occurred to us that actually 
Mildmay had a right to say no; so, this kept us on our toes. In the 
meantime, more of our patients were dying on the ward and in 
their homes as we received constant reports. By then I was almost 
dying with agony and anxiety for my patients. We lost close to 
60 patients in two months and more than half of all our patients 
deteriorated on average by 50%. I prayed for drugs to come all the 
time and even told the patients to do so. Four days later we were 
called to put in a formal request specifying what we wanted, and 
[provide a] plan and terms of repayment in a specifi ed period of 
nine months. It was categorically stated that this was a relationship 
between these two ART care centres and we were responsible to 
ensure repayment and under the Ministry of Health supervision… 
My administrator signed on our behalf and so did the procurement 
manager of Mildmay. Th ree days later we were called to pick the 
ARVs, which we gladly did… At least we had managed to borrow 
ART from another ART care centre and these stocks would last 
us three months given our current and expected patient load. Th e 
agreement read that we would pay back in three instalments over 
a period of nine months, and it’s my responsibility to ensure this 
is done. 

Harriet then went on to describe the terms of the payback agreement, 
and how they were managing with it so far.
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Harriet:  So far we have paid back 1/3 from the supply we received directly 
from the Ministry of Health. We requisition an amount that is 
slightly higher than our requirement every time so as to be able to 
repay back what we borrowed. We collect from each month and 
then add it up for the three months…. We pay back to Mildmay 
in one consignment. After all is paid, the two dealing parties 
have to formally acknowledge and send a copy of the letter to the 
ministry showing termination of the borrow-lend relationship. 

Margaret:  How did you feel at the end of it all? 
Harriet:  Oh yes, at last I felt I was rightly so a heroine as many colleagues 

and patients thought, even if only for my emotions and boldness. 
But more so, there were smiling faces again, people had ARVs. 
Th ough many looked so frail then, many are already much better 
now. Patients applauded me when the story fi ltered through to 
them. To date they call me their heroine and this created a lot of 
trust in me… I thank God and for now I am happy I did what I 
did – I confronted the health system with its own inadequacies 
and my negative experiences paid off  with a positive practise 
(December 13th 2007). 

ARVs hold the promise to life, and rationing at the clinic show indeed 
that they are very valuable items. Often described in the literature is 
the fact that patients share their drugs, and there is no exception with 
ART (see Cameron 2011). However, at the institutional level, the idea 
of lending and borrowing medicines across independent healthcare 
institutions seems unique to ARVs and is not documented in literature. 
Th is practise is also likely to be repeated in the present times and 
circumstances, where funding is no longer increasing, which means that 
ARVs will not be available for many.

Nurses’ Emotions and the Reality of Death
Th e absence of ARVs did not only cause death for some patients; it 
also caused emotional pain for the nurses as providers of ART. Nurses 
had to deal with the painful remembrance of the deaths of their clients 
during the ARV stock-outs, and the sudden uncertainty and lifelessness 
that hung around the future. For Harriet, emotions played at least two 
major roles in spurring her on to take action to relieve the crisis she saw 
unfolding in the clinic before her eyes. Her emotions infl uenced her 
decision-making process at the board meeting and at ministry level. 

Emotions infl uence people’s attitude towards their current and 
upcoming actions. Th ere is evidence that emotions play an essential role 
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in rational decision-making, perception, learning, and other cognitive 
aspects (see Sayegh l, Anthony P.W,& Perrewe P, 2004). Seeing people 
dying, in a situation where one thinks or feels it could have been avoided 
brings a range of emotions, such as panic, fear, and anger. For Harriet, 
the death of the expert client invoked emotions which presented both 
risks and opportunities. Th ere was also an element of identifi cation, 
since Harriet knew that because of her dependency on this scarce life-
prolonging drug, she too could end up in a similar situation. Th is response 
made her all the more determined to manoeuvre within the ministerial 
bureaucracy (which she had already experienced as stigmatising and 
unwelcoming) with the hope of reversing the drug scarcity situation, 
at least at her clinic. Her emotional response became functional in the 
sense that she developed an actionable framework – in the form of a 
presentation to the general board and Ministry of Health – to support it. 

Harriet’s case exemplifi es the ways in which emotion aids the assertion 
of a social identity by employing (or deploying) various communicative 
strategies, including negotiation, persuasion, begging, or simply 
expressing how one feels by crying, or showing anger and fear. Harriet 
drew on her wealth of emotions to put across the idea of borrowing 
ART to reduce deaths. She even conducted research to compile patient 
statistics. Here, emotion became a socially communicative act. Even if 
in medical practise emotional behaviour is generally seen as deviant and 
aberrant, in this case it embodied a higher order of signifi cation: the 
complex reality of suff ering from and treating chronic illness. Failure 
to address this complexity may halt communication at all levels within 
the health system, feeding back the kind of detrimental paradoxes that 
are at the core of local resistance, such as stigma, poor care delivery 
mechanisms, and stock-outs of life-prolonging ARVs.

For nurses to be HIV positive means that they become ambiguous and 
unclassifi able, straddling the boundary between medical professionals 
and patients. For them, the dichotomy becomes fl uid, and they can 
traverse the boundary at will or for practicality when the need arises; 
though some may slide into a patient role unwillingly or unintentionally 
(such as when their status is revealed through visible side eff ects). To 
renegotiate this boundary in this way is, however, problematic within the 
healthcare system because many (particularly those at the upper levels) 
still view maintaining the hierarchy and power diff erential between 
patient and professional as very important. Th us to belong to such 
an ambiguous category of personnel is not only diffi  cult for the HIV 
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positive nurses themselves but also for the organisation, for it combines 
expectations, obligations, and rights that are not defi nitive in either the 
caring or patient role, and may often be in confl ict. However, belonging 
to this category gave some nurses the liberty to appropriate these rights 
and roles pragmatically to address practical issues, like confronting 
stock-outs by taking up a patient activist role as providers. Here, the 
power diff erentials between the patient and the provider are traversed and 
renegotiated (though not without sanction), contrary to the professional 
code which stipulates medical providers to keep a professional distance 
from patients. 

In addition to the transgression of the patient-provider divide, 
emotional behaviour in medical practise is also seen as deviant and 
aberrant. For instance, emotional distress has been shown to lead to 
reduced quality of care both for self and for others (Wagner, Austin & 
Von Korff  1996; Walsh, Jones, Tookman, Mason, & Mcloughlin, 2007). 
However, I have shown that for the HIV positive nurses, emotion became 
a socially communicative act embodying a higher order of signifi cation. 
Emotions were drawn on variously to act upon diffi  cult situations. Th ey 
became vehicles to communicate pain and suff ering, as well as vehicles 
for innovation. 

Theoretically the above points become interesting in terms of 
healthcare studies, because historically one has to be either a patient 
or a carer, which signifi es a separation of roles. Scrutinising the lived 
experiences of nurses in question, I argue here to view these nurses’ 
practises as a process of simultaneous identifi cation. Th is they have 
developed to cope with the fact that there are no clear defi nitions of 
the expectations of their roles of nurse-as-patient and patient-as-nurse. 
Th ese nurses are also lifelong patients with HIV/AIDS, and this is a new 
form of identifi cation that they have to integrate into their caring role. 
Th ese forms of identifi cation are not always employed distinctly and at 
diff erent times, as has been described in literature on identities (see, for 
instance, Ong & Collier 2005). I argue here that these identities are 
often simultaneously employed and acted out, especially in the context of 
giving and receiving care, and are not static but continuously changing. 




