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6
Negotiating Ambiguity: 

Nurses Create Safe Spaces

Secrets keep you sick… You need to fi nd a safe space to open up. 
(FGD with HIV positive nurses)

Over the past years of HIV/AIDS treatment and care, support groups 
have become a key way of addressing patients’ various associated 
psychosocial needs, and are meant to reduce emotional distress and 
promote positive living. Support group activities include disclosure 
and testimonials, delivered verbally and/or through drama, as a way to 
fi ght the stigma and shame attached to HIV/AIDS, and they aim to 
improve treatment adherence through providing information (Gillett & 
Parr 2010). According to the biomedical approach to HIV/AIDS care, 
it should be a routine requirement for HIV patients, especially those 
on ART, to belong to a support group and have a patient buddy (MoH 
2003). Th ese groups are sometimes referred to as post-test clubs, and are 
usually found at HIV clinics. Th ey have proliferated, and documented 
evidence attests to their eff ectiveness (Coetzee et al. 2004b). 

However, this normative requirement for participation in support 
groups does not consider whether the messages delivered are appealing 
to participants or not. Nor has much attention been paid to the cultural 
assumptions that underlie and give meaning to the information 
communicated, or to the cultural work that members often perform as 
they attempt to arrive at shared understandings about HIV/AIDS and its 
impact on their lives. In this chapter, the narratives from HIV positive 
nurses are seen as inextricably linked to identities, in the sense that 
“narrative functions act as the glue that enables human life to transcend 
the natural incoherence and discontinuity of the unruly everyday … by 
imposing a point of origin and orientation toward closure, and thereby 
structuring the otherwise meaningless into a meaningful life” (Bamberg, 
De Fina & Schiff rin 2007: 5).

It has been well documented (Fournier et al. 2007; Dieleman et al. 
2007) that in the wake of the scaling up of HIV/AIDS treatment and 
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care, organisational responses in Uganda have been limited to providing 
protective materials and HIV/AIDS related services to patients. Th e 
health workforce, however, has been left without due attention. To 
round out the picture of nurses suff ering from the disease they treat, 
in this chapter I describe the way in which some of the HIV positive 
nurses came to embrace and experience the reality of their dual role by 
seeking psychosocial support through a support group, albeit  in a non-
normative and secretive fashion. 

As discussed in Chapter 2, when ARVs were transferred to resource-
poor settings, nurses working in HIV/AIDS care had to work with a 
new package of practises and ideals based on globalised imperatives, 
which changed the way they treated and interacted with their patients. 
Th ese included the ideals of confi dentiality and involving patients in 
treatment decisions, disclosure as an imperative to fi ght stigma, and 
emphasis on joining support groups and becoming advocates of ART 
and ambassadors of positive living, the latter of which, involved going 
public about one’s HIV status and giving testimonials. Public health 
policy on HIV/AIDS in fact emphasises a dialogue of openness. Under 
this normative and biomedical approach it is assumed that if people 
disclose and live openly and positively, then there will be less stigma. 
Th is is also what we hear quite a lot in Uganda. But as the fi ndings here 
show, stigma does not actually disappear but instead takes on diff erent 
forms and is perpetuated in new ways. 

Nurses in particular, as front liners in HIV/AIDS care, were 
confronted with all these new concepts and realities for which they were 
ill prepared, and which created new burdens (Jaff ar et al. 2005). But what 
was the experience of those who were confronted with these new realities 
as carers and patients at the same time? How were these conceptual 
realities translated into the work and life practises of HIV positive 
nurses? How did they achieve a balance between the reality of their 
lives and the expectations of the public healthcare system, colleagues, 
and patients? What is the relationship between personalised networks 
and the persistence of stigma? And as providers and patients of a highly 
stigmatised disease and its treatment, how have they managed to remain 
discrete about their HIV status over time? I address these questions in 
this chapter and show that as a way of coping with the demands and 
constraints related to a globalised approach of ART implementation, 
nurses have created safe spaces of secrecy and openness. 

My argument here is that these nurses worked to negotiate points of 
agreement among themselves about the various sources of knowledge 
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and often confl icting beliefs which they held about what support groups 
should be. Th ey created a synthetic model which rejected many of the 
assumptions underlying the dominant biomedical view of support 
groups, particularly the emphasis on disclosure and the idea that they 
should be arenas where one is coached to live positively or openly; 
assumptions which the nurses found rather unappealing. Th ese nurses 
stood up for one another by maintaining secrecy and strategically helping 
one another in many ways. Below I show how in negotiating their dual 
role the nurses created safe spaces like the Open Up6 group, where 
through negotiation they reached a consensus and rejected biomedical 
assumptions that were unappealing to them. 

The Genesis of the Secret Open Up Group
When I started my research at the public HIV/AIDS clinic in July 2005, 
I took on the role of a volunteer counsellor7. In April 2006, I requested 
to have a focus group discussion with four female nurses. Two of these 
nurses had shared their HIV positive status with colleagues at the 
workplace; among their fellow healthcare workers, it was known that 
they were HIV positive and using ARVs, although they never collected 
their pill refi lls at the clinic. Th e other two nurses had privately disclosed 
their HIV status to me during in-depth interviews in November 2005. 
Based on my previous interviews and conversations with all the four 
nurses, I requested that the focus of the discussion be their experiences 
as ART providers, to which they agreed with enthusiasm. 

During the FGD, which I conducted at the end of a working day 
at the clinic, the nurses’ initial enthusiasm later turned into emotional 
outbursts and sobs as they talked about pressing issues within the 
workplace and their personal lives. I dropped my role of researcher and 
became a counsellor as the FGD took on a new twist, turning into a 
space for emotional release that lasted well over four hours, until 8 o’clock 
in the evening. Th e general mood kept swinging between laughter and 
tears, and their insights led me to refl ect on how the healthcare system 
deals with HIV/AIDS. Th ey delved into the realities of hiding shame, 
dealing with life after testing HIV positive, as well as contradictions 

6 I use pseudonyms for the nurses, however as a group they gave me permission to use 
the actual group name after they had read and commented on the initial draft of this 
chapter.

7 This was after three weeks of intensive training in ART counselling, in addition to 
my previous experience as a VCT youth counsellor, coupled with my long experience 
of caring for HIV/AIDS patients within my own family.
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in care. Th ey narrated tales of frustration, strength, hope, and despair. 
After hearing what the two nurses who had gone public about their HIV 
status had to say about their experiences and how they managed to get 
by, the two nurses who had never shared their status with anyone at 
the workplace also decided to open up about their personal life stories 
and reveal their status within the FGD. Th is turned into a moment of 
revelation as the nurses revealed their secrets to their colleagues. However, 
they made it categorically clear that they did not want anyone else at 
the clinic to know. 

Th is encounter left me thinking about the ethical dilemmas of 
conducting research on very sensitive issues. I must admit that as a 
researcher I was caught off -guard at this moment during the FGD, 
which is why I dropped the researcher role, stopped asking questions, 
and became an observer as the conversation developed among the four 
nurses, only chipping in now and again to calm emotions and fears. I was 
helped by the fact that I was dealing with a more or less homogeneous 
group in terms of professional background, experience, and gender.

At the end of the FGD, the four nurses opted to adopt and modify 
the FGD into something more personal, and so were born the Open 
Up group meetings in May 2006. Th is group was formed as a secret 
sharing network, based on trust that the four members would not tell 
others about the group, refer new people in, or reveal the content of 
the meetings or the status of the two who maintained secrecy. Th e 
meetings were secretive and sporadic, taking the form of gatherings at 
one another’s homes or in other public yet discrete locations, such as 
a church garden, to share experiences and off er one another the much 
needed psychosocial support. Th e name Open Up comes from a famous 
television talk show in Uganda, where people go on air to express usually 
very painful experiences in their lives, such as the search for lost loved 
ones, overcoming traumatic experiences like defi lement or rape, as well 
as issues in everyday family life such as domestic violence.

On several occasions during my fi eldwork, the nurses invited me to 
their group, which met on average every other month, and this gave 
me the opportunity to follow up on key issues with them over a long 
period of time, and helped me gain insight into the backstage of their 
lives. Th ey would often begin by discussing their personal experiences 
at work, and then many other topics would follow. I was thus able to 
observe and document the processes they went through to arrive at a 
shared understanding of their experiences with HIV/AIDS, as patients 
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and as providers. Th eir invitations to me were usually not openly framed 
as being for the purpose of discussing issues related to my research – 
which was common knowledge at the clinic – but to share a cup of 
tea or a meal; this was a nice way to disguise their agenda and not 
create suspicion among their co-workers about the Open Up meetings. 
Sometimes, when I wanted to take up a more pure researcher role, 
I would request a specifi c meeting with them, which often took the 
form of an FGD or interactive group discussion. I felt this was key to 
maintaining their trust and to not be seen as taking advantage of their 
group meetings for my own end. Th ey welcomed my requests for more 
focused discussions, reasoning that my questions helped them discuss 
and deal with fundamental issues which they often took for granted, 
and about which they gained in-depth insight from one another.

Content of the Secret Meetings 
During the fi rst and subsequent Open Up meetings, the four nurses 
talked about the diffi  culties they encountered upon discovering their 
HIV positive diagnosis, and subsequently with treatment, adherence, the 
stress of dealing with their bodies in relation to side eff ects and persistent 
symptoms, and diffi  culties in their interactions with work colleagues. 
Th eir narratives diff ered greatly. For instance, some talked about HIV/
AIDS in relation to the religious model of accepting all that comes your 
way as the will of God (with the attendant notions of love, forgiveness, 
bearing a cross, or punishment). Other narratives were related to the 
(earlier) popular cultural model of HIV/AIDS as a disease that will 
eventually kill you, and whose treatment itself accelerates suff ering 
because of side eff ects and is ultimately useless. Other stories related 
illness experiences to the traditional cultural model of ancestral spirits 
and misfortune; of why other people do not like you and misfortune 
befalls you. Yet other narratives were related to the biomedical model of 
disclosure and adherence, as promoted in mainstream support groups. 

In the meetings, typically one nurse would raise an issue and discuss 
it in the context of her experiences, where she would frame it in relation 
to certain beliefs and knowledge systems (as mentioned above). Th ey 
often described experiences, debated and argued with one another, raised 
unanswered questions, and advised one another on how to deal with 
the challenges that came their way. In particular, they saw the group as 
a place to fi nd relief from their emotions and feelings. 

We talk and also argue a lot even beyond our experiences at 
work. We usually discuss from specifi c to general issues, issues 
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that talk to our situations from the church to the clinic to the 
market, to the newspapers, to television. What is interesting is 
that we also never seem to run short of what to talk about and in 
a way it is always important stuff  for us. (Florence, June 2, 2007) 

When we meet, we also openly take care of one another’s 
psychosocial needs which are often never talked about even in 
what one calls ART counselling. You know secrets can keep you 
sick. I remember two of us, even after having been through all the 
routine counselling at some NGO run clinic, still had so many 
painful emotions which we had never let out simply because 
we are too afraid to talk about them or never got someone who 
would really listen. We need to be listened to and here in our 
group we really listen to one another and feel listened to. Some 
of us used to get very emotional and even burst out crying like 
babies during the Open Up meetings as we shared very personal 
experiences related to ourselves or our patients. Th is shows how 
much pain we had kept in our hearts … pain related to many 
things. (Dorothy, June 2, 2007)

Initially, we spent a lot of time talking about one another … 
really gossiping and arguing, as the old vice at the clinic is. But 
with time we have learnt to talk to and with one another, and 
sometimes to share on common ground. With time we have 
also incorporated a prayer at the beginning and sometimes at 
the end. (Prim, June 2, 2007)

Th e content of what happens in this group makes it seem essentially 
just as a post-test support group, but that it happens to be serving a 
particular group of people who are otherwise underserved by such 
groups due to the very nature of their work. But as I show later, there is 
something unordinary about this group which makes it diff erent from 
the conventional HIV/AIDS support groups

As Prim recounts above, in their attempts to come to terms with what 
it means to have and treat HIV, these nurses learnt with time to relate 
to one another better, and the group evolved in terms of the content of 
their discussions and the various sources of knowledge upon which they 
drew. Two of the nurses often stressed their religious faith and how it 
helped them to deal with their experiences. For instance, Harriet became 
a saved Christian in 2005, long after she discovered her HIV positive 
status, and now uses it as one of her main forms of identity. She often 
made Biblical references during the meetings when narrating how she 
tried to overcome the stresses related to her health status and work. For 



162 Going the Extra Mile

instance, she told of how she often reminded herself to accept what she 
termed her special ‘illness package’, quoting Matthew 16:24-288 and 
commenting thus:

As I told you earlier, I was scared for my life, my work, my 
children. But since I joined the church here and accepted Jesus as 
my personal saviour, I accepted this illness as a cross that I have 
to carry daily and follow Jesus Christ my saviour. I surrendered 
all to him and left nothing for myself. All I do now is for him 
because I did so much for myself but never was I satisfi ed as I 
am now, I am peaceful spiritually and happy physically and I 
no longer fear to die. All this I try to remind myself as often 
as I can and it has helped me come to terms with the pain I 
suff er and go through in life and now with this illness, stigma, 
etc. Christ suff ered to set me free and in all honesty if I love 
him I must accept to share in the suff ering of my master. Th is 
conviction has developed over time after I managed to overcome 
guilt feelings related to my illness and now it helps me a lot to 
go out of my way to care for my patients despite hard conditions 
at my workplace.(Harriet, June 3, 2007)

Harriet’s concerns in this narrative reveal how she has negotiated her 
illness and fears over time. She shifts discussion from the emotional 
fears brought about by HIV/AIDS to fi nding new hope in the church 
and a new model by which to explain her illness and life stresses. She 
speaks of her spiritual and physical well-being, her relationship with 
life and death, and the broader issues of how this model is actualised in 
her work. Th e satisfaction, peace, and happiness that followed after she 
gave her life to Jesus are evidence of her God’s power and love for her. 
In fact, God’s role in the lives of both Harriet and Dorothy in healing 
the spirit and bringing happiness with time became convincing to the 
other two members of the group. Th ey also began to use it to reconcile 
the confl icts they were experiencing in their personal and work lives. 

During this particular meeting where Harriet refl ected on her faith 
and how it augmented her caring role, Prim shifted the topic to discuss 
how the experience of sharing and debate in the group had transformed 

8  Matthew 16:24-28(Bible-NJB standard edition): “If anyone would come after me, 
he must deny himself and take up his cross and follow me. For whoever wants to save 
his life will lose it, but whoever loses his life for me will find it. What good will it be 
for a man if he gains the whole world, yet forfeits his soul? Or what can a man give in 
exchange for his soul? For the Son of Man is going to come in his Father’s glory and 
with his angels, and then he will reward each person according to what he has done.” 
(Wansbrough, H.O.S.B 1985)
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her mind about spirituality, and how she used this to cope with colleagues 
at work. She admitted that she had initially held a very rationalistic view 
of what helps one heal faster and be less stressed. For her, it had been 
medicines and adherence, disclosure and promoting positive living; views 
which were largely biomedical. 

When we started to have our meetings, Harriet always had a 
Bible with her and often gave several quotations to us from there 
and I thought, ‘Well, is she trying to convert us all to her faith?’ 
I thought, as a medical person, Harriet was being too irrational 
with her illness experience. I despised her Bible talk and was 
always apprehensive and resistant, always fronting rationalism 
and science. We debated and argued a lot initially on the basis of 
religion and science in relation to our experiences. I personally 
had a passionate distaste for spirituality and always argued for 
and in biomedical terms. But from the arguments and debates, 
listening in to the testimonies of two group members on how 
faith augmented their work and helped them cope with illness 
related stresses, over time I slowly got convinced and changed 
my attitude towards spirituality. Particularly discussions about 
Dorothy’s experiences of reconciliation with a very diffi  cult 
work colleague with whom I was on non-talking terms changed 
me a lot. Th is particular colleague would antagonise you, rub 
every little thing you made that she did not like into your face, 
make rude suggestive comments about my health, and so we 
were really not friends at all and I took her as my enemy. I even 
wanted to recommend her name to the disciplinary board at the 
ministry where I have friends but then I was afraid I would be 
opening up my personal private life too. Dorothy often shared 
of her reconciliations and forgiveness experiences with this 
lady and how you should not let the sun go down while still in 
anger and how you should forgive endlessly. Initially I had my 
reservations but I slowly tried to initiate reconciliation through 
private meetings, a smile at work, complementing her work, and 
soon she started the same for me and now we are good friends 
you know! Th is took away a lot of tension and distress that I 
had built up within me and was really stressing me and wearing 
me down. Th anks to God for the unlimited sharing, debate and 
discussions in the group because I am now a saved nurse, saved 
from many of my illness stresses. (Prim, June 6, 2007)

Prim learnt to give a smile and initiate reconciliation with her enemy 
and in this way she soon managed to get rid of the enmity and neutralise 
the rude (albeit rather true) comments about her health by a colleague. 
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She learnt that being positive in her encounters with her enemy could 
change a relationship of stress into a positive friendly one. 

Th e other key point that is highlighted in Prim’s account above 
is the way in which the nurses in the group borrowed from Harriet’s 
identity of being a saved Christian. Th ey adapted the same phrase as an 
identity in their own lives, though not in the sense that they were saved 
Christians, went to church, or were constantly referring to the Bible; the 
real meaning for them was that they were ‘saved nurses’, and this they 
publicly and openly talked about even beyond the group. Being ‘saved’ 
took on a new meaning, from being a saved Christian in religious terms 
to being a saved nurse in terms of illness related stresses. To the listener, 
of course, being saved would make an automatic connection to religion 
and the morality of Christianity, but to these nurses the underlying and 
real meaning was that through the Open Up group, they had been able 
to overcome or at least cope with the many stresses that defi ned their 
work and illness experiences. 

Prim stressed the importance of “unlimited sharing and debate” in the 
group as the key feature that had enabled her to restructure her personal 
experiences, moving away from her former stance where biomedical views 
on healing and the content of support groups were dominant. Opening 
up (in the context of the group) became synonymous with being saved, 
and with time this evolved into a model that each of the group members 
used to restructure their own account of their illness experience. Prim and 
Florence’s accounts in particular changed over time, while for Harriet 
and Dorothy ‘being saved’ acquired a new dimension – being both a 
saved Christian and a saved nurse. Th is harmony was in contrast with 
when I fi rst met these nurses in the early days of the group, when in their 
initial stories each member narrated and structured their experiences in 
various and diverse ways. 

As is well exemplifi ed in Prim’s narrative, the process of arriving at 
cultural consensus through the integration of contradictory systems of 
knowledge can be a diffi  cult enterprise. Th ese fi ndings resonate with 
Mathews (2000), who found that in a breast cancer self-help group, 
negotiating cultural consensus was a daunting endeavour. As Strauss 
& Quinn (1998) point out, shared cultural knowledge often serves an 
adaptive purpose, when such knowledge presents a solution to a task 
commonly confronted by the members of a given society. Th us in the 
Open Up group, beyond merely wanting to agree with one another, the 
nurses often showed appreciation for their eff orts at self-help in terms of 
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managing to circumvent diffi  culties in their lives. Th ey came up with a 
slogan to this eff ect, which they often reminded one another of: 

“To see another day is good, but to have no one to learn from 
or share your story of that other day is a pity!” (Open Up group 
meetings, June 2, 2007)

Such a slogan reveals the desire not only to receive treatment and live 
longer, but also to share what comes with the dawn of the new day, 
i.e. what comes with being HIV positive coupled with the impact of 
being a provider of ART in the era of universal access. Th ey felt they 
had something rather unique that needed to be shared, that there were 
things which they needed to teach and/or to learn, and for this they 
needed others to listen to their stories. With such a slogan, the nurses 
also praised one another for their eff orts and paid tribute to the Open 
Up meetings as a safe space where they could avoid stigma and interact 
freely, where they managed to share their most intimate feelings, and 
they felt listened to and psychosocially healed. 

In Mathews’ (2000:396) description of women with breast cancer 
negotiating cultural consensus, the individual members of the group are 
presented in rather idealised terms, devoid of complexity. For the nurses 
in the Open Up group, in the very process of negotiating consensus, they 
negotiated and/or created confl ict. For instance, rather than structure 
their responses to create agreement, the group fostered open dialogue 
and welcomed debate. After a nurse had narrated a story or submitted 
an idea, the other nurses would often speak up to comment, debate, or 
respond to the issue; they might sometimes divert the discussion to an 
implicit theme within the nurse’s story; they might disagree completely 
or dismiss an issue, sometimes simply out of fun; or they might share 
their own accounts based on what they had heard, knew, or believed. 
So, unlike in Mathews’ (2000:400) group where responses to personal 
experiences were clearly structured to fi nd points of agreement between 
individual accounts, in the Open Up group the nurses did not routinely 
structure their responses with such a purpose. In fact, it was often the 
reverse. It was from the disagreements, confl icting views and beliefs, and 
the debates around them that the members worked their way towards 
increased sharing and to feeling safe. 

In their meetings it was clear each nurse had a point she wanted to put 
across; sometimes desiring to solicit a specifi c emotion, and sometimes 
specifically trying to draw points of agreement between personal 
accounts. But the purpose of their sharing and discussion was not only 
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the desire to fi nd points of agreement; they sometimes wanted to try 
diff erent ideas to see if positive fruits emerged before they had enough 
conviction to reach agreement. Over time this resulted in consensus. 
However, even when there was consensus – for example on the model 
of being a saved nurse –  this often developed out of an issue over which 
they did not originally agree, and the concept was appropriated in a new 
way to acquire new meaning that was appealing to all members. For 
example, for Harriet and Dorothy, being saved now meant more than 
just being a saved Christian; being a saved nurse meant having a new, 
permanent identity as an HIV positive carer, while practising all the 
virtues that went with the term in its Christian connotation. However, 
for Prim and Florence, being saved meant being a saved nurse but not 
necessarily a saved Christian, nor conforming to all the principles of 
Christianity. Th us the four nurses could employ the term conveniently 
and personally, as it suited them. 

Th e fi ndings here do, however, confi rm Mathews’ (2000) argument 
that at various levels, from family to community, social groups play a 
crucial role in the development and transmission of synthetic cultural 
models designed to mediate confl icting beliefs and promote cohesiveness 
and shared identities among group members. Th e nurses believed that 
emotional stress, when kept a secret, made them or kept them sick. Th us 
they emphasised the need to listen and feel listened to. In other words, 
to keep secrets at the workplace was to remain sick, while to release 
their secrets at the Open Up group was in a sense for them to heal their 
sickness. Th is fi nding also resonates with Carr (2006), who found in his 
study among homeless women drug addicts that those who were freer 
about sharing their drug problems with others recovered faster than 
those who preferred to keep it a secret. So in a sense the Open Up group 
was also about having a network (a form of social capital) to help the 
nurses, and within which they could share openly. Th is helped in turn to 
reduce the stress load that they suff ered and to facilitate their recovery. 

It is clear that the group meetings became a powerful forum for 
expression and social support which the individual nurses treasured and 
seemed unable to fi nd elsewhere. It is also clear that these nurses had 
interests beyond just being ART medical care workers. Th ey were HIV 
positive nurses facing the challenges related to being patients on ART 
and carers of patients on ART. Th ey sought sharing, discussion, debate, 
and a listening ear, and actually rationalised the group as something 
that worked for them as both a de-stresser and an empowering space of 
expression free from fear of prejudice, discrimination, or stigma from 
others.
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Opening up means sharing a lot. Sometimes it’s quite intimate 
stuff. We fi nd ourselves advising one another on how to deal 
with a rowdy child, a drunkard boyfriend, the school fees loan, 
the rotational Nigina [women’s cash and property giving group], 
the demanding boss at work, the non-adherent patient, the 
upcoming family function, the side effects of HAART, etcetera. 
(Harriet, June 2, 2007) 

This group became our kibegabega [shoulder] to cry and to lean 
on. It is a real invaluable de-stressor. I always look forward to 
these moments. These are moments when you experience care 
and feel cared for. (Prim, June 2, 2007)

Th e Open Up group was about intimacy, sharing, negotiation, and being 
listened to in relation to lifestyle and work related issues. Th is was a 
much more powerful, eff ective, and desirable form of care for the nurses 
compared to the prescriptive coaching style of dos and don’ts, and the 
emphasis on disclosure, in the biomedically sanctioned support groups. 
From the moment of the group’s formation, I observed that negotiation 
and drawing on knowledge from several encounters and sources was key 
to constructing a shared understanding of their experiences.  

In a similar way, the nurses at the NGO clinic also said that they 
received a lot of support through moments of sharing, for instance during 
the morning prayer sessions, the general food for thought moments of 
refl ection, the organisation’s workers day-out, parties, and the offi  ce day 
(which occurred once every fortnight, when nurses stayed away from 
the fi eld to refl ect on their work). Such moments were characterised by 
sharing, listening and being listened to, and being appreciated, and the 
eff ect was similar to what the nurses in the Open Up group experienced. 
Th e main contrast is that while at the NGO clinic these moments were 
regularised and open to all staff  at the workplace, where everyone was 
free to share what they felt, the Open Up meetings were secret and held 
away from the workplace. Th is was due to a key diff erence in the nature 
of the workplace atmosphere at both clinics. Th e NGO workplace was 
generally perceived as freer and friendlier, while at the public clinic the 
atmosphere was perceived as generally unfriendly and stigmatising.  

To Disclose or To Conceal: Challenging A Global 
Activist Culture at the Public Clinic
Workplace and HIV/AIDS treatment norms within the public and 
NGO health sector necessitate that nurses disclose their HIV status at 
the workplace so as to garner support in case they fall ill. In July 2006, 
during one of our usual informal evening conversations at her home, 
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when I asked Prim whether she had ever shared her HIV status and the 
fact that she was on ART with any of her colleagues at the public clinic, 
she quickly responded with a frown:

Prim: I, Prim! Are you joking? 
Margaret: No I am not, why?
Prim:  I can’t disclose to fellow workers here. I have to keep this as my 

secret as long as I can. I see no point in telling colleagues at work 
because they won’t help me other than be unkind to me, which I 
don’t like, because to me that is more stigmatising! I hate to hear 
the ‘So what?’ response from anyone… Besides, everything I will 
do wrongly I will be judged, not according to my ability but to 
my HIV status and the nevirapine, efavirenz, or whatever I am 
taking, and sometimes with the bad jokes of non-adherence from 
all corners even when [I] am with my patients… I am not sure I 
can stand that (Prim, July 1, 2007).

I hear my colleagues sometimes make cynical comments and fun 
of Harriet [another HIV positive nurse who disclosed her status 
at the workplace] when she is late or does something wrongly and 
they sometimes make mention of the HIV/AIDS treatment she 
is using… like “Oh, it is AZT making her mess up work”. You 
know, I can’t take it –No! I have to hide my HIV status as long 
as I can. (Florence, July 1, 2007)

Th ese responses reveal that these nurses were suff ering not only from a 
personalised fear of their new, rather spoiled identity (of being a patient), 
but also from fear of experiencing stigmatising attitudes and behaviours 
at their workplace. Th ey were not ready to stand “that kind of treatment”. 
Underlying this was also the fear of shame resulting from not performing 
according to expected standards and being judged according to their 
patient identity. Th is, they admitted, would make matters worse for they 
felt that they might be unfairly judged. Such treatment may not be a daily 
occurrence, but it surely had an impact on the way Prim and Florence 
perceived their colleagues and the atmosphere at their workplace, and 
on their choice not to disclose or seek care there.

It is interesting to note here how the global activist culture infl uenced 
in diff erent ways what was happening at the frontline of ART delivery 
among HIV positive nurses. Th e disclosure imperative has long been 
advanced as the best way of fighting stigma. However, from the 
experiences of the nurses, I show that disclosure worked out diff erently 
in diff erent contexts. Th e nurses at the public clinic acknowledged that 
in general it would be good to disclose at the workplace, but in actuality 
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they did not disclose, despite all the incentives mentioned above. Even 
the two who dared share their status at the public clinic did not converse 
about their experiences with their colleagues, as the much advocated 
positive living model would promote. Th e costs and risks outweigh 
the benefi ts of disclosing or even discussing personal experiences 
with colleagues because the atmosphere was seen as (emotionally and 
practically) unsupportive. 

In contrast to the public clinic, the NGO clinic was credited as having 
a friendlier, less stigmatising atmosphere perhaps due to its Christian 
inspired background. Here the nurses felt freer to openly talk about their 
status to their colleagues.

We are free here to talk about our status and we even share 
those tough moments together. For instance, when I suff er bad 
side eff ects and maybe I need to see a doctor, someone is always 
ready to step in for me – it is not a big deal. When we are not 
feeling well, we simply report then go home, because everyone 
understands or they try to understand our situation. (Molly, 
September 3,2007)

Th ey sometimes spoil me at the offi  ces: you fi nd someone is 
asking whether you have had your cup of tea and another is 
fetching your lunch for you at the kitchen, another is sharing 
their homemade fruit pack with you. It’s a real family spirit 
here, we are friends and not simply colleagues, and that is what 
keeps us going. You know, we too get very little pay but it’s the 
brother-sisterly love in this little family that keeps us here. When 
you think of leaving, sometimes you are afraid you won’t get a 
job where everyone is so concerned about your well-being like 
here. We try to avoid harmful gossip and encourage open talk 
through our meetings and so we have less confl icts and more 
support – we are good friends. (Interactive discussion with HIV 
positive nurses at NGO clinic, September 3, 2007) 

It is a family; they share close bonds. Th ese bonds developed over time 
through the sharing relationships that prevailed at the NGO clinic. 
For instance, unlike at the public clinic where everything was done 
individually and joint meetings rarely occurred, during offi  ce days at the 
NGO, meals were shared and, irrespective of one’s faith, prayers were 
said together every morning before teams dispatched to the fi eld, and 
everyone had a turn at leading prayers and giving a food for thought 
commentary. Two weeks were devoted every year for strategic planning 
for the organisation and this was a very important exercise where all staff  
and patient representatives participated. Major Christian feast days like 
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Christmas and Easter were celebrated together in advance. During this 
time, excelling members were specially recognised and rewarded, and 
all members exchanged gifts through a blind ballot (by picking a ballot 
with a colleague’s name out of a pool and buying an end-of-year gift for 
that person; this is confi dential until the moment of gift presentation). 
All these moments tighten and build close bonds beyond just being work 
colleagues, and are opportunities for freer interaction and sharing. Th ere 
were also what they called ‘reconciliatory moments’:

It is diffi  cult to make permanent enemies or not to be friends 
with someone here because the next minute she will be the 
one you need to stand in for you, to drive you home, to take 
medicine to your patients, or the one to do gift exchange with. 
We disagree but we resolve fast and move on. We have what we 
call reconciliation moments once a month. During prayer or 
afterwards we talk openly about those moments that may not 
have pleased us and we try to reconcile. So you see, it is an easy 
way of avoiding too much gossip, tension, stress, and pressure. 
(Interactive discussion with NGO nurses, September 3, 2007)

Observations at the public clinic revealed that the HIV positive nurses, 
especially those who had not disclosed their HIV status at work, 
selectively chose who they interacted with among their fellow staff , lest 
their intimate emotions would give them away and uncover their HIV 
positive identity. 

I don’t relate with everyone here in the same way because not 
everyone understands my situation. Whom can you trust here? 
I just have to keep my secret in all ways possible. (Peter, June 
20, 2007)

Th e example of the Open Up group shows clearly how the disclosure 
imperative works out diff erently in the public care setting compared with 
the NGO. Th ese nurses in the group felt that in theory it would be good 
to openly disclose at the workplace, but in practise they did not, partly 
due to the (perceived) unsupportive atmosphere. Support for these public 
clinic nurses was not just about food rations or the promise of a private 
room when sick; it was also about friendship and psychosocial support. 

Negotiating the Double Role Identity at the 
Workplace
In Dieleman et al.’s (2007) study of four regional ART hospitals in 
Uganda, the fi ndings suggest that HIV positive nurses remained in 
hiding. My study revealed that HIV positive nurses at the public clinic 
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did not simply hide in the absolute sense, instead they improvised and 
circumvented negativity in their workplace through reactive strategies 
such as concealment, avoidance, and selective disclosure. Th is had a 
time dimension to it, for between testing positive and starting ART, 
they kept working for as long as they could until they were too weak to 
come to work, or had such severe symptoms or side eff ects which they 
thought would give them away. Th e nurses used several strategies to 
negotiate their dual role.

When I tested positive and started on ART, I had to learn to get 
by here at work. Now [I] am very reserved with many colleagues 
here at the clinic –I am very reserved, I don’t simply talk of details 
about my life to everyone but I am rather selective. (Florence)

For me I simply avoid some of my colleagues because I know 
them better. Once they know [I] am HIV positive, I can become 
their breakfast, lunch, and dinner menu. (Prim)

To become someone’s breakfast, lunch, and dinner was a metaphor used 
for gossip among public clinic staff , and meant becoming the talk of the 
clinic (including among patients), such as when sensitive or confi dential 
information – for example, in the case of clinic or family scandals – 
leaked and became known against the will of the individuals involved. 
Th e nurses also engaged in strategies such as selective interaction and 
affi  liation to negotiate stigma.

I am more intimate with those with whom we have a similar HIV 
status because they understand my situation and my problems 
the same way I do. (Dorothy) 

By employing such strategies, these nurses showed a strong determination 
to maintain the boundary between their patient and caring roles. Th is 
point was also demonstrated in the previous chapter, in relation to the 
experiences and concerns they raised for their patients. Th ere were also 
what I call proactive coping mechanisms, such as the Open Up group 
described above. In fact, all HIV positive nurses actively engaged, 
consciously or subconsciously, in circumventing stigma in order to 
sustain their presence in the clinical space and thus provide care. Th ese 
strategies were adopted for both caring and patient roles and helped the 
nurses not only to perform their work roles better, but also as a form of 
consoling themselves. 

ART Care-Seeking Behaviours Of Nurses
Th e public clinic nurses negotiated stigma in the clinic space by creating 
safe spaces of interaction, within and outside the clinic. Th ese safe 
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spaces were both physical and imagined areas where the nurses felt free 
to express all aspects of their work and personal lives without fear of 
prejudicial attitudes. Nurses engaged in reactive strategies (Goff man 
1963), including selective disclosure, avoidance, and concealment. 
Th rough these strategies, the nurses decided what information to disclose, 
to whom they would disclose, why, how, when, and where. Th is fi nding 
is consistent with research that has shown how stigmatised individuals 
frequently attempt to pass as ‘normal’ or strive to keep their stigmatised 
status from others (Goff man 1963; Link, Struening, Sara & Jo-Phelan 
2002). However, Siegel et al. (1998) argue that reactive strategies such 
as concealment involve defensive attempts to avoid or reduce the impact 
of stigma and thus do not actively challenge it. Th ey termed them 
‘intermediate strategies of stigma management.’ Th e public clinic HIV 
positive nurses chose to be selective in their relations of affi  liation and 
by so doing avoided those they felt could discredit them because of 
their spoilt or patient identity. But by choosing who they were intimate 
with, at a workplace perceived to be stigmatising, they did not in a sense 
challenge this stigma but variously circumvented it. Again these nurses’ 
experiences defy the general rhetoric that HIV/AIDS related stigma is 
going down in Uganda. 

For instance, it is important to note that all these nurses worked at 
ART centres and were using ART but they received their own ART from 
NGO based care facilities in Kampala (the capital city) on a monthly 
basis. Th e fact that they sought care in facilities other than their own 
workplaces was yet another duality that characterised the HIV positive 
nurses. Th ey had to not only incur high transport costs, but sometimes 
lied or looked for excuses to be away from work so that they are able to 
collect their ART from Kampala.  When I asked why they did not receive 
care from the clinic where they worked, their answers often pointed to 
the fear of uncovering their identity as HIV positive, and the desire for 
better care which they did not imagine they would receive in their own 
clinics. Often their immediate reactions to the question were raised 
eyebrows of surprise and shock, followed by a similarly surprised reply:

Ah, Margaret, you think I can line up here with my patients to 
be seen and have fi ngers pointed at me? I have witnessed enough 
drama here already and I don’t want to be the next on the list of 
those being acted out or talked about. (Prim May 2006)

For me even if it were not for the line, to tell colleagues and gossip 
starts of whom you loved or didn’t love, never! (Peter, May 2006)
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Th e nurses’ search for treatment outside the clinic was in a way a form 
of defence or protection against stigma. For the public clinic nurses, 
this action constituted a rejection of both the negative self-identity of 
being HIV positive and their unfriendly workplace atmosphere. Th ey 
went out in search of a more positive and viable conception of the self 
by seeking treatment where they felt more cared for and in what they 
described as a friendly atmosphere.

So, becoming a client in a clinic other than one’s own workplace can 
therefore be a liberating experience. Th e fi ndings suggest that at the 
public clinic, nurses used this as an opportunity to liberate themselves 
from an environment they described as “not friendly”, “not conducive”, 
and “not off ering the kind of care that meets my expectations”. By 
seeking care elsewhere, they were searching for a diff erent and better 
experience. Th e fact that all fi ve nurses received their ARVs from outside 
their workplace was a visible expression not only of liberation from an 
undesirable environment and the fear of being seen, it was also at the 
same time an expression of the desire for the better other; desire for that 
which is other than one’s own. 

Th e nurses at the NGO mobile clinic also received care from an 
organisation other than their own, Uganda Cares (an NGO funded 
ART clinic but which is situated within a public hospital). Th ey gave 
diff erent reasons than the public clinic nurses, however, for searching 
for care elsewhere; principally that it was a one-stop centre providing 
all ART related services.

We go there for convenience. Everything is done at once in the 
same place and results received the same day. To get care from 
our mobile clinic means to wait, for example, to have STD, OI, 
HIV test results after two weeks because we don’t have a lab 
of our own. We draw blood samples and collaborate with the 
mission hospital to carry out simple blood tests, while we refer 
our patients to Uganda Cares for CD4 count, liver and kidney 
function tests. (Molly October 2006)

Many times during their care for clients or when they themselves sought 
care, all fi ve HIV positive care providers I interacted with at the public 
clinic reported having experienced, heard, or endured stigmatising or 
discriminatory attitudes. Th ere were several reports of negative judgment, 
blame, and shame. Hence the HIV positive nurses took fl ight to receive 
care from elsewhere, and sometimes even self prescribed. 

If I chose to get my drugs from here where I work, who can 
counsel me without forgetting to make bad jokes of my feelings 
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or problems later? Th at is why I choose to go and get my drugs 
elsewhere far, but where I can’t aff ord to go as often as I would 
want to be cared for. And when I am completely unable to, I 
self-prescribe the drugs off  our shelf. (Peter, May 2006)

To receive my ART from here is to tell me to disclose to everyone, 
even those I don’t want to know my status. Remember the 
principle of confi dentiality still holds! (Florence, May 2006)

Th e nurses also reported that stigma fears were exacerbated by the notion 
that healthcare providers are expected not to get sick and to be in control. 
To be seen receiving the same treatment as their patients would mean 
displaying their own vulnerability and lack of control. In addition, the 
actual underlying problem seemed not just to be the fear of stigma but 
the fear of judgment being passed on one’s person and sexuality because 
of the moral judgments with which HIV/AIDS has been imbued: that 
of a predominantly sexually transmitted disease tied to looseness in 
character, which would bring to question their honour and respect.

Nurses’ Perceptions of Care
All the fi ve nurses from the public clinic received their ARVs from NGO-
based care arrangements in Kampala.  Th is involved not only more costs 
in terms of transport and travel time, but they refl ectively described to 
me what made them endure this extra burden. AIDS care to them meant 
much more than merely accessing drugs or routine counselling. Th ey 
described a diff erent form of care; a feeling, a desire, a better experience. 
Th e emphasis in their descriptions tended to be not on the hardware 
of service delivery – availability of equipment, drugs, etc. – but on the 
software – the social relations of care. Th ey spoke fervently about the 
fact that they were listened to, and made to feel at home and confi dent. 

In Kamwokya Christian Caring Community [KCCC], the 
atmosphre is more friendly, medical care workers are friendly, 
they make you feel at home and welcome, they really take time 
to listen; but most importantly, there is a way I feel confi dent 
out there. (Peter, May 2006) 
I feel loved and cared for… a feeling you cannot fi nd elsewhere 
except at KCCC AIDS clinic. These guys practise what they 
preach, among Catholics that is; do to others what you want 
them to do to you. (Prim, May 2006)

At Mbuya AIDS Outreach Clinic, you know it feels like you have gone 
home because everyone is so welcoming. In other words, they are glad 
to see you… Can you imagine they even take time to thank me for 
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coming… coming to pick my pills as if I were doing them a favour! It’s 
not good to have HIV but on the other hand I thank God for the unique 
lessons he has given me through my illness… many of these I would never 
have known… I have learnt that to care is to love. (Florence May 2006)

I get my ARVs from TASO and I always look forward to my 
clinic visits because at least I know that once a month I am 
welcome somewhere, I can even go to exchange notes – I really 
feel supported and loved out there… You know, from the 
receptionist, secretary, sweeper, nurse, to the doctor, you are 
treated with respect and love… Those guys simply enjoy what 
they do and they do it best – they care! (Harriet)

It is simply worth it. They care superbly. (Dorothy, May 2006)

Th e attribution of a lesser position to government-based public health 
facilities is a core issue. Both HIV positive and negative medical care 
providers at the public clinic engaged in one way or another in this 
unequal comparison between government and NGO care arrangements. 
Th e government would do well to learn from the NGO-based care 
models and integrate such best practise examples into public healthcare 
settings, starting with the training of healthcare workers, as well as 
paying them properly and on time. 

Another contradiction identifi ed by the study participants was 
that contrary to the guidelines and treatment protocols, these nurses 
sometimes self-prescribed complex ART. For example, some of the 
public clinic nurses admitted that if their supply of ARVs ran out before 
they had a chance to go to the NGO clinic in Kampala to collect a 
refi ll, they would pick up more drugs at their workplace, ensuring that 
they were not seen by taking them at the end of day when all other 
staff  had left, or on days or hours when the clinic was not open to the 
general public. However, self-prescription without proper diagnosis or 
medical supervision may be dangerous in such complex chronic disease 
management, and is also a disservice to oneself as a patient because one 
will miss out on the comprehensive ART package. Th is kind of behaviour 
can also create a vicious circle of secrecy and fear.

Nevertheless, the fi ve public clinic nurses learnt more about better 
HIV/AIDS care through the intimate experience of being cared for 
themselves. My informal conversations with patients at the public clinic 
revealed clearly that some of these HIV positive carriers had taken 
these lessons to heart and had started to integrate them into their style 
of attending to their patients. Four of the fi ve were often singled out 
as ‘favourites’ by the patients for their caring qualities. But for those 
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providers who had disclosed their HIV status at the workplace, the 
extent to which they shared their stories with colleagues often never 
went beyond simply telling them that they were HIV positive and on 
HAART. A question arises here which also has programmatic relevance: 
in an atmosphere that is not conducive for disclosure, let alone for 
providing a forum for sharing one’s experiences with colleagues, how 
can lessons from HIV positive nurses be shared and learnt from by the 
other providers? I come back to these issues later. 

Trust Relations And Secrecy
How did the nurses in the Open Up group manage to remain discrete 
about their group and about their members’ HIV status over time? 
Th e links between these HIV positive nurses qualifi ed not just as an 
interpersonal network but a network of trust relations. Relations between 
members put the confi dentiality of one’s health status and work relations 
at risk of the malfeasance, mistakes, or failures of other members. At the 
workplace a single loose-mouthed or weak-kneed member of the group 
could cause the network atrocious damage. Tilly (2005) has argued that 
networks organised along kinship lines or workers’ mutual aid stand 
out from ordinary networks of communication and commerce, as the 
members face high stakes regarding belonging to or performing well 
within the network.

What makes this Open Up group diff erent from what have generally 
been described as social support groups within HIV/AIDS care practise 
is the element of secrecy and how it is played out. While other social 
support groups are public knowledge and open to the referral-in of new 
members, those in the Open Up group had to remain secretive about 
the identity and existence of the group and its activities. A network of 
trust relations, Tilly (2005) argues, can be recognised fi rst of all when 
the existence of strong ties gives one member signifi cant claims to the 
attention or aid of another, and secondly, when members collectively 
carry out major long-term enterprises, such as procreation or the practise 
of an underground religion. Finally, the confi guration of ties within 
the network sets the collective enterprise at risk to the behaviour of 
individual members. Th e element that is most interesting and crucial 
in the case of the Open Up group is that some members were open 
about their health status9 at the workplace while others were not; this 

9 In accordance with the public health approach that promotes ‘positive living’ for 
PLWHA, as well as the workplace occupational risks policy.
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was one of the primary reasons why the group was secret. Th ose that 
had disclosed at the workplace had to keep the secret of those who had 
not, yet within the same environment they all laid claims and aided one 
another as members of a special group. 

Th ese nurses maintained a trust network but did not suff er stigma 
or dispossession on the basis of their membership because of the secrecy 
that surrounded it. Th is highlights a rather interesting problem in the 
practical and organisational situation of the public health centre in 
this study, where all interactions among constituted actors and agents 
within the system – doctors, nurses, support and management staff , and 
clients – were seemingly visible and open. Th e strength of the Open Up 
network, however, lay in supporting its members in maintaining the 
secrecy of their health status and other aspects of their social life, and 
thus sharpened the distinction between health providers who were HIV 
positive and those (believed at least) to be negative, and rendered certain 
ties and interactions invisible. It also sharpened the distinction at the 
workplace between colleagues within and outside of the trust network.

Th e survival of such a secret trust network, including some members 
who have disclosed their status at the workplace while others have not, 
depends heavily on the eff ective operation of trust and on the network’s 
eff ective removal from health politics at the workplace. Th is explains 
the unfi xed meeting times and locations of the group. Th is kind of 
network defi es the general conception of support groups within the era 
of HIV/AIDS and ART, where members are supposed to live positively 
and be open about their status to the general public for purposes of 
health and peer education and role modelling. Support groups are seen 
as areas where public ambassadors and crusaders of ART are made and 
mentored. Th is model contradicts the nurses’ group, for rather than 
parade the social group, it was a closely guarded secret. In addition, the 
case of the Open Up group demonstrates that the aspect of space (the 
immediate work environment or area of operation) and time (during one’s 
cycle of treatment and when coming to terms with one’s status) become 
very important when we talk of social support, and as such should be 
problematised when trying to conceptualise appropriate support for 
ART service provision, care, and treatment.

Tilly (2005) argues that networks reach to all corners of social life, and 
that they include any set of similar connections among many social sites. 
Such connections include communication, mutual recognition, shared 
participation in some activity, fl ows of goods or services, transmission 
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of diseases, and other forms of consequential interaction. He further 
argues that network sites may be individuals, organisations, localities, or 
social positions, and these may overlap; but not all networks constitute 
or qualify as trust networks. Th is is because their participants do not 
generally place their major valued collective enterprise at any risk to 
the activities of other members of the network, and thus members do 
not (have to) trust one another. In contrast, members of trust networks 
place major valued collective enterprises at risk, and accordingly they 
constitute only a tiny subset of all networks (Tilly 2005:6).

Often trust networks are taken for granted, but an important mystery 
posed by such groups is how they maintain cohesion, control, and trust 
when the members spread into, as Tilly, (2006) calls them, “worlds rich 
with other opportunities and commitments”. Geographically dispersed 
members of trust networks must maintain the boundary between ‘us’ 
and ‘them’ which plays an important part in the network’s continued 
existence and operation. As in the case of the Open Up group, the fact 
that they shared a common workplace made it easy to monitor mutual 
aid, reciprocity, and trust.

From these fi ndings it is clear that it is not only the presence of 
treatment which will lead to disclosure and the fi ght against stigma; 
coping with stigma requires creating a better atmosphere in care and 
social support, where people are less afraid of and more willing to share 
their HIV/AIDS status and treatment experiences. If not, there is a risk 
of creating a vicious circle of stigmatisation and discrimination. As the 
nurses kept asking me, “What is the point in disclosing to everyone at the 
workplace, where there is so much prejudice, fear, and no psychosocial 
support for staff ?” Nurses weighed the benefi ts against the costs, and 
since the cost of disclosure was too high, they simply did not disclose.

For these nurses in the Open Up group, they had created for 
themselves a safe space outside the clinic where they shared and expressed 
their emotions resulting from their workplace experiences, as well as 
experiences outside work. In this way they tried to circumvent stigma 
(real and perceived) and its related consequences at the workplace. Unlike 
within the public clinic, which was seen as a potentially threatening 
space, the Open Up meetings were considered a safe space for disclosure.

Safe spaces were created when going about daily chores within the 
workplace, and in accessing absent psychosocial support and ART. 
Th e process of negotiating a safe space took place both within the 
individual (mentally) but also regarding their social interactions and 
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relationships (with others in the group). Th e desire to be somewhere safe 
was characterised by conscious decision-making and action to create this 
space, which required relations of trust and secrecy (as in the case of 
the Open Up group), taking fl ight to seek care elsewhere, concealment, 
avoidance, and selective disclosure. While trust acted as the ground rule 
for safety in the Open Up group, concealment and selective disclosure 
were the ground rules when nurses were outside the Open Up group. 

Th e creation of safe spaces by these nurses who felt stigmatised was on 
one hand useful, because they were able to (temporarily) create a relatively 
favourable working atmosphere. By choosing who, when, where, and 
how to tell, avoid, disclose, or interact, nurses created imagined spaces 
around themselves where, even if for a moment, they could feel free from 
prejudicial attitudes and speak and interact openly about their problems. 
In such safe spaces, these nurses felt that their honour and respect was 
maintained, and when they went to seek care themselves, they felt valued 
as patients. Here, they could solicit emotional satisfaction, support, 
and care, especially in terms of psychosocial needs resulting from their 
challenging environment and roles. So, safe spaces acted as a way to 
manage or circumvent what they often referred to as an unfavourable 
workplace atmosphere where they did not feel cared for. 

However, even though safe spaces can be seen to protect against 
stigma, they might also protect others, for instance against the likely 
counter reactions from those suff ering from stigma. Moreover, the 
process of creating safe spaces might also result in the creation of vacuum 
spaces, as for instance in the case of avoidance and concealment. By 
avoiding a colleague at work, a learning opportunity might be missed 
and a knowledge gap or vacuum space created. Moreover, concealment 
may result in actions by others, such as the administration, which could 
weigh over an individual’s health and well-being. Th is is often manifested 
in work overload, or through denied treatment or sick leave. In such 
cases, I observed that the nurses would often either lie or stand in for one 
another. Th is was especially the case when a nurse had to be absent from 
work for treatment reasons, or if they were suff ering severe side eff ects. 
Not only did they fear the (perceived) stigma of being seen receiving 
care together with their patients, they feared having to explain where 
and why they were going for treatment, or why they did not use the 
treatment at their own clinic. On studying the health centre staff  records, 
work absence for treatment seeking or due to adverse drug reactions were 
never stated as reasons on the ‘day off ’ or leave forms of these nurses, 



180 Going the Extra Mile

despite the fact that these were the main reasons for their absence. 
In our conversations away from the workplace, the nurses sometimes 
dreaded their next appointment with their caregiver, as they struggled 
to fi nd a good reason to be absent from the health centre. Th ey could 
not comfortably tell the truth or they risked disclosing their status. Th us 
many eff orts had to be made in the name of fi nding and acting within a 
safe space where one would not fear or be suspected, dishonoured, and 
disrespected. But from these observations, it is obvious that the process 
of creating a safe space was often a costly endeavour, which may serve 
to protect those outside the realm of these nurses more than actually 
protecting the nurses themselves.

Nurses Coping Over Time: Uses And Outcomes of 
Coping Strategies
Th e actions of the fi ve public clinic HIV positive nurses can be interpreted 
as having progressed from the use of reactive strategies in their earlier 
experiences, for example total concealment and selective disclosure 
(Siegel 1998) to more proactive coping strategies, for example some 
kind of cooperative self-help in the Open Up group. Such reactive and 
proactive strategies have been observed by Siegel (1998) in the study of 
gay police offi  cers in the United States coping with stigma in their work. 
However, Siegel conceptualises that the offi  cers progressed from one 
strategy to the next in a rather linear manner. While this could hold true 
in some cases, the observations from my study showed that the nurses 
tended to draw variously on one or more strategies simultaneously as the 
situation warranted. Th ey relied on a confi guration of overlapping coping 
strategies. For example, concealment and avoidance were strategies that 
persisted over time throughout their interactions at the workplace. Th is 
fi nding resonates with a study conducted among patients with mental 
disorders (Wright, Gronfein & Tomothy 2000), where anticipated 
rejection and actual experiences of discrimination, and the use of 
avoidance and concealment strategies, were found to persist over time. 

Perceptions and experiences of stigma need not only be viewed 
as having a negative impact. For the fi ve public clinic nurses, such 
perceptions also became transformed into proactive strategies which 
motivated, empowered, and sustained their caring behaviour, for their 
patients and one another. Th e Open Up group is a case in point, in 
particular the positive impact it had on the nurses’ caring behaviour. Not 
only were these nurses often singled out as favourites, but observations 
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of daily practise also revealed that they went out of their way to help 
one another in clinical tasks, including standing in for one another 
when they felt unwell. Th eir relationship became more like an intimate 
friendship group provided within a trust network rather than colleagues. 

Overall, research suggests that proactive approaches to coping with 
stigma are more eff ective than reactive approaches, in terms of reducing 
the negative eff ects of (perceived) stigma and improving well-being (Shih 
2004; LeBel 2008). While this might be true, I would argue for a more 
complementary focus. Th e confi guration of strategies used by the nurses 
shows that they reinforced one another. Experiences from the Open 
Up group were drawn on when caring for patients and in dealing with 
colleagues from whom they concealed their status or avoided interaction 
within the clinical space. Th e nurses acknowledged this as a continuous, 
everyday process; they carried the Open Up experiences with them, 
drawing from them and using the lessons learnt in multiple ways.

Recently, some literature reviews have begun to identify stigma 
reduction strategies and interventions that might work among patients 
(Link et al. 2002; Heijnders & Suzanne 2006; Weiss, Jayashree & Daryl 
2006; LeBel 2008). However, the fi ndings here suggest that healthcare 
workers themselves also have key unmet needs, such as for psychosocial 
support, which have been overlooked by workplace programmes. Th ese 
results are consistent with research from Zambia and Kenya which 
has shown that healthcare providers and teachers have unmet HIV 
prevention and care needs, and that they can benefi t from workplace 
programmes that include education about and promotion of VCT 
(Horizons Report 2006). Many HIV programme planners wrongly 
assume that care providers are already suffi  ciently knowledgeable about 
HIV related issues, and thus do not require targeted interventions to 
address HIV in their personal and professional lives (Ibid 2006). 

Because of its association with behaviour considered to be socially 
unacceptable by many people, HIV infection is widely stigmatised. 
People living with the virus are frequently subjected to discrimination 
and human rights abuses. Together, stigma and discrimination constitute 
one of the greatest barriers to dealing eff ectively with the epidemic. Th ey 
discourage governments from acknowledging or taking timely action 
against HIV/AIDS; deter individuals from fi nding out about their HIV 
status; and inhibit those who know they are infected from sharing their 
diagnosis, taking action to protect others, or seeking treatment and care 
for themselves. So, unlike the global AIDS rhetoric, that “ART = less 
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stigma”, my material clearly shows that many of the people who work 
with AIDS medically are still afraid of it. Further, the HIV positive 
nurses in the public facility are afraid to disclose to their peers, even 
though ART is available to them. My material, therefore, shows that 
what makes disclosure possible is not the ARVs themselves, but a social 
network that is non-judgmental and respectful.  

A report by Uebel, Friedland, Pawinski, & Holst. (2004) within 
McCord Hospital in South Africa, well regarded for its community 
orientation and as a teaching facility, recorded how an initiative to reach 
out and create a supportive work atmosphere for HIV aff ected staff  
following the death of four staff  members in four months was met with 
denial, fear, hopelessness, and an unwillingness to be tested or treated. 
One reason for much of the failure in stigma reduction interventions 
is the fact that interventions tend to focus entirely on the stigmatised 
groups or individuals, not on the stigmatising atmosphere. Th is point is 
clearly exemplifi ed in the contrast between the NGO and public settings 
where I did my research. Because focus shifted from the individual to the 
overall atmosphere at the NGO clinic, HIV positive nurses felt more at 
ease with colleagues and within the workplace. Th ey felt supported rather 
than judged, cared for rather than criticised. Th ey felt their situation 
was understood by those around them rather than being confronted 
negatively. Th is was unlike at the public clinic where emphasis was on 
the individual; even though incentives were provided for disclosure, the 
HIV positive nurses were apprehensive and chose not to disclose, citing 
an unfavourable atmosphere. Th is was generally related to the nature 
of colleague relations prevailing at the public clinic, which were seen as 
unsupportive and negative. It is clear that a better way to understand 
and tackle HIV related stigma in the healthcare workplace is to approach 
both individual and institutional related factors. Th is fi nding resonates 
with Li Li et al. (2007) in their study of Chinese healthcare settings, 
which came to similar conclusions for the reduction of discrimination 
in the workplace. 

Experience from studies of gays and lesbians has taught that a strong 
movement of PLWHA that aff ords mutual support and a voice at local 
and national levels is particularly eff ective in tackling stigma (Major 
& Laurie 2005). Such approaches are empowerment oriented and 
involve proactive and collective responses from stigmatised persons to 
change their own and public perceptions, and create a positive public 
identity. Th ese strategies are increasingly being thought of as the most 
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enduring ways to reduce stigma and prejudice (Parker & Aggleton 
2003; Shih 2004; LeBel 2008). Th e advantage of proactive strategies 
over individualistic reactive strategies is that any improved treatment 
will spill over across a variety of situations and improve the lives of 
other similarly stigmatised persons. Th us involving stigmatised persons 
(LeBel 2008) – and I say stigmatising persons as well – in anti-stigma 
and discrimination campaigns is a topic in need of further exploration.

In the outgoing chapter I have shown how HIV positive nurses 
negotiated ambiguity and circumvented stigmatising encounters 
specifi cally in the workplace. But was it the same for yet another group 
of caregivers – the PLWHA expert patients, with whom these HIV 
positive nurses worked in the same clinic space? I turn to this question 
in the next chapter.




