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SAMMANFATTNING 

 
Introduktion: Under 1990-talet gjorde Uganda stora framsteg i att reducera prevalensen av 

HIV/AIDS. Idag är förekomsten av HIV/AIDS lägre än tidigare och beräknas ligga på 7,2 % i 

befolkningen mellan 15-49 år. Sjuksköterskor har en stressig arbetsmiljö med brist på personal 

och resurser. 

Syfte: Syftet med den här studien var att undersöka sjuksköterskors upplevelse och uppfattning 

av att vårda patienter med HIV/AIDS.  

Metod: Studien använde en kvalitativ metod. Semi-strukturerade intervjuer genomfördes med 

sex sjuksköterskor på infektionsavdelningen på Mulago Hospital i Kampala, Uganda. 

Bekvämlighetsurval tillämpades. Data analyserandes med kvalitativ innehållsanalys.  

Resultat: I denna studie identifierades tre kategorier; förståelse av HIV/AIDS patientens 

situation, multidimensionell roll i vården av patienter med HIV/AIDS och åsikter om 

arbetsförhållandet. Sjuksköterskans roll består av att uppmuntra till följsamhet, ge stöd och råd 

till patienten samt trösta denne. Sjuksköterskor blir känslomässigt påverkade av sitt arbete. 

Patientens situation upplevdes att bestå av stigma, fattigdom och att bli övergiven av släktingar.  

Ett flertal förbättringar behövs I sjuksköterskornas arbetsförhållanden, både vad gäller personal 

och arbetsmiljö. Personalbrist och stress orsakar lidande bland sjuksköterskor.  

Slutsats: Stigma och låg följsamhet är vanligt förekommande hos patienter med HIV/AIDS. 

Sjuksköterska kan bidra till att förbättra situationen genom att gå råd och information till 

patienter och anhöriga. Förbättringar krävs i sjuksköterskornas arbetsförhållanden vilket också 

skulle komma patienterna till godo, bland annat genom att sjuksköterskorna skulle få mer tid att 

trösta patienterna vilket skulle minska deras lidande.  

 

Nyckelord  

HIV/AIDS, Uganda, sjuksköterskor, uppfattning, upplevelse, patienter 
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ABSTRACT 
 

Introduction: During the 1990s Uganda made great progress in decreasing the prevalence of 

HIV/AIDS. Today the prevalence is at a lower level than previously and an estimated 7.2% of 

the Ugandan population between 15-49 years has HIV. The nurses’ work situation is stressful, 

with lack of staff and resources.  

Purpose: The purpose of the study was to examine nurses’ experiences and perceptions of 

caring for patients with HIV/AIDS in Uganda.  

Method: This study used qualitative method consisting of semi-structured interviews with a 

number of nurses who work at the infectious ward at Mulago Hospital in Kampala, Uganda. A 

convenience sample was used. Data was analyzed using qualitative content analysis.  

Results: In this study three categories were identified; understanding of the HIV/AIDS 

patients’ situation, multi-dimensional role in caring for patients with HIV/AIDS and opinions 

on the working condition. The nursing role incudes to promote adherence, counsel and comfort 

the patient. Nurses are being emotionally affected by their work. The patients’ situation was 

understood as consisting of stigma, poverty and being deserted by relatives. There were several 

improvements needed in the working condition, both regarding human resources and the 

environment. Shortage of staff created stress and suffering among the nurses. 

Conclusion: Stigma and inadequate adherence are common among HIV/AIDS patients. The 

nurse can improve this situation by counseling and giving information to patients and relatives. 

Improvements are needed in the nurses working condition, which also would benefit the 

patients since the nurses would have more time to comfort them, which would reduce their 

suffering.  

 

Keywords 

HIV/AIDS, Uganda, nurses, perception, experience, patients 
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Acronyms 

AIDS - Acquired immunodeficiency syndrome 

ART - Antiretroviral Therapy 

HIV - Human immunodeficiency virus 

ICN - International Council of Nurses 

IRB - Institutional Review Board 

MDG - Millenium Development Goal 

UN - United Nations 

UNAIDS - The Joint United Nations Programme on HIV/AIDS 

WHO - World Health Organization 
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1. INTRODUCTION 
 

1.1 Pathophysiology of HIV/AIDS 

Human immunodeficiency virus (HIV) causes cell damage, which subverts the immune system 

and makes it easier to get infections (Borgfeldt, 2010). HIV can exist in all body fluids and 

spreads through for example sexual contact, blood transfusion or from mother to child during 

pregnancy, delivery and breastfeeding. Acquired immunodeficiency syndrome (AIDS) occurs 

at the end stage of the HIV-infection. There is no cure for HIV/AIDS. The existing medication, 

Antiretroviral Therapy (ART), reduces the replication of the virus and the immune system can 

be restored (Andreassen, Fjellet, Haegeland, Wilhelmsen & Stubberud, 2011). ART does 

therefore not cure the HIV infection itself (WHO, 2013a). The therapy consists of three or more 

different drugs; the combination is due to raise the effectiveness and prevent resistance (WHO, 

2013b). For the medication to stay effective, the patient needs to take the drugs every day often 

for the rest of his or her life, missing even a single dose increases the risk for the medicine to 

become resistant (NHS, 2012). The treatment is free of charge in many countries (WHO, 2005). 
 

1.2 HIV/AIDS globally 

An estimated 35.3 million people around the world were living with HIV in 2012. The same 

year 1.6 million people died due to AIDS-related causes and this number have been decreasing 

since 2005. New HIV infections have declined with 33% since 2001, and in 2012 an estimated 

2.3 million people contracted the infection compared to 3.4 million in 2001(UNAIDS, 2013a). 
 

Millennium Development Goal (MDG) number 6 is about combating HIV/AIDS among other 

infectious diseases. The MDG states that the spread of HIV/AIDS is to be halted and reversed 

by 2015. By 2010, universal access to HIV/AIDS treatment were to be given, but this was not 

accomplished (United Nations, 2013).  
 

1.3 HIV/AIDS in Uganda 

In 2012, 7.2% of the Ugandan population between 15 - 49 years of age had HIV. In total, about 

1.5 million people are living with HIV in Uganda today (UNAIDS, 2013b). The prevalence of 
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the infection decreased during the 1990s’. In 1992 18.5% of the population was infected and the 

numbers decreased to 5% in the year 2000 (Uganda AIDS Commission, 2012).  

 

HIV infects more women than men in Uganda. Among women between 15-49 years of age 

7.7% are infected compared to 5.6% of the men in the same age group. About 124 000 people 

get infected annually (Uganda AIDS Commission, 2012). In 2012, 63 000 people died due to 

AIDS in Uganda (UNAIDS, 2013b). Uganda is on progress to reach MDG number 6, greatly 

due to the country’s remarkable progress during the 1990s’ (UNDP, 2013). 
 

Many people living with HIV/AIDS in northern Uganda experience stigma in the form of 

verbal abuse, other people’s fear of contagion, social isolation and being neglected to health 

care (Nattabi, Li, Thompson, Orach & Earnest, 2011). Fear of stigma can make people living 

with HIV/AIDS seek health care outside their community in order to avoid being identified as 

HIV positive by their community and family members (Kagee et al., 2011). It can also result in 

a reduced willingness to use preventive methods and to test for HIV, which can delay the start 

of the proper therapy (Eide et al., 2006; Link, Struening, Rahav, Phelan, & Nuttbrock, 1997; 

Simbayi et al., 2007). If therapy is not given or adherence to therapy is low, the transmission of 

HIV can increase (Nattabi et al., 2011). 

 

There are inequities regarding access to medical therapy in Uganda. People belonging to 

vulnerable populations such as fishing communities, internally displaced persons, migrant 

workers, plantation workers and disabled persons generally have less access to therapy. That is 

due to few HIV treatment services being situated in rural settings and weak linkages between 

different health facilities, which hinder referral of the patient to another facility. There are also 

different supply chains of medicine, which can cause confusion of where to order from and 

creates an uneven distribution. For female sex workers, men who have sex with men and 

injecting drug users it is even more difficult to get access to preventive and treatment programs, 

since all of the mentioned is illegal in Uganda. The access to therapy for people living in major 

cities is in general higher (Uganda AIDS Commission, 2012). At the end of 2011, an estimated 

40-59% of Ugandans who were considered eligible to medical HIV treatment did receive 

treatment (UNAIDS, 2012). 
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1.4 Nurses’ role  

The general tasks for nurses are among others to give adequate information, support adherence 

to therapy and improve the patients’ nutritional status (Andreassen et al., 2011).  

 

The ethical code for nurses states that the general responsibility for a nurse is to provide care. 

Other responsibilities include preserving health and prevent illness and suffering. Values 

associated with a nurse are respectfulness, trustworthiness and responsiveness. The patients 

ought to be shown compassion and integrity. Information given by a patient should be handled 

confidentially. Nurses play a main role in supporting health and social needs among vulnerable 

groups. The nurse should contribute to an ethical environment and should challenge unethical 

settings or practices. Furthermore, the nurse should contribute to safe and fair working 

conditions (ICN, 2012).  
 

1.5 Nurses’ experiences and perceptions of caring for HIV/AIDS patients  

Nurses experience distress in their work due to stigma and discrimination from society, mainly 

towards the patients but it could also be towards themselves as nurses, since they are working 

with HIV/AIDS patients, this was shown in studies in South Africa (Haber, Roby & High-

George, 2011; Delobelle et al., 2009). Sometimes nurses in Kenya themselves are stigmatizing 

HIV/AIDS patients by talking negatively about the patients and/or discussing the patients 

openly, which can reduce the willingness of the patients to get tested (Evans & Ndirangu, 

2011). 

 

Stress among nurses is caused by overcrowded wards without possibilities to maintain 

confidentiality for the patients. The nurses also experience stress due to lack of resources, staff 

and time. This was shown in studies in Uganda and Kenya (Fournier, Klipp, Mill & Walusimbi, 

2007; Evans & Ndirangu, 2011). This creates feelings of powerlessness since they are not able 

to give care or comfort the patient to the extent that they would want to, even though they see 

and acknowledge their patients’ suffering. Sometimes society views the nurses as not doing 

their work properly, when it actually is an issue of lacking resources and time (Evans & 

Ndirangu, 2011; Harrowing, 2011). Nurses blame the government for the shortage of staff; they 
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feel that they do not have enough governmental support to carry out their work (Delobelle et 

al., 2009). 

 

In general, nurses feel empathy for the HIV/AIDS patients they care for, as was shown in 

studies in South Africa and Sweden (Delobelle et al., 2009; Rönndahl, Innala & Carlsson, 

2003). Many nurses in Uganda are though afraid of getting HIV at work. The nurses who have 

a higher level of education tend to have less fear of contagion. More knowledge about 

HIV/AIDS also tends to develop a more positive attitude towards the patient (Walusimbi & 

Okonsky, 2004). Less experienced nurses show a higher level of avoidance from caring for 

patients with HIV/AIDS because of fear of contagion or insecurity due to lack of knowledge 

and experience (Rönndahl et al., 2003). 

 

Nurses perceive themselves to have limited involvement in AIDS policy development. 

According to Ugandan nurses, policies are available but not followed for example because they 

are not presented properly to the nurses (Richter et al, 2013). Not being involved or valued in 

the policymaking can be a source for demotivation in their work among nurses (Evans and 

Ndirangu, 2011). 

 

1.6 Theoretical framework 

According to Lindström, Lindholm & Zetterlund (2006), a great part of the Finnish nursing 

theorist Katie Eriksson’s work focuses on the human suffering. In health care where patients are 

seriously ill, suffering is common both among the patients and the caregivers. Therefore 

Eriksson’s theory is chosen to be the theoretical framework of this study. According to Eriksson 

suffering is an unavoidable part in human life and understanding the meaning of suffering and 

of life itself are basic needs for every person. The aim of nursing is therefore not only to 

promote health but also to reduce suffering and to help patients find meaning in their suffering. 

The caregiver must have courage to approach patients who are suffering and give space to 

existential thoughts about life and death (Lindström et al., 2006).  

 

Eriksson sees nursing as an art where an interplayed interaction between two equal persons 

takes place. The patient should be an active part of this interaction and not a passive receiver of 
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care. Eriksson is critical towards the modern health care of today which she sees as too focused 

on technology and reduces the patient to an object. Nursing should be performed with a holistic 

perspective where the patient is seen as an entity with a body, soul and spirit. Sharing is an 

important part of the interaction between caregiver and patient; it could be sharing of thoughts 

or experiences. The sharing provides an opportunity to sympathize and gain insight in the 

patients’ situation. The nurse should be involved, present and have a respectful approach 

towards the patient (Lindström et al., 2006). This theoretical framework is selected for this 

study since it will be interesting to compare the results of the study with Eriksson’s’ theory, to 

see if the theory has any relevance in the present context. 
 

1.7 Statement of the problem 

According to the literature, HIV is a disease that many Ugandans contract every year and many 

people die of AIDS every year (UNAIDS, 2013b; Uganda AIDS Commission, 2012). A lot of 

people living with HIV/AIDS experience negative attitudes in society (Nattabi et al., 2011; 

Delobelle et al., 2009; Haber et al., 2011). The access to medical therapy can be insufficient in 

Uganda (Uganda AIDS Commission, 2012; UNAIDS, 2012). Nurses in Uganda have to deliver 

care while at the same time having to deal with scarce resources and lack of staff. This causes a 

lot of stress among nurses (Fournier et al., 2007; Evans & Ndirangu, 2011). 

 

Previous research on nurses’ experiences and perceptions of caring for patients with HIV/AIDS 

in Uganda exists although it is limited. Therefore this study could be useful to consolidate and 

immerse the existing knowledge on what the nurses perceive and have experienced in their 

work. This study might add some new knowledge upon the understanding of the local context 

and issues surrounding care giving to patients with HIV/AIDS in Uganda. This could be useful 

for health care professionals and hospitals both in and outside Uganda. 

 

1.8 Purpose 

The purpose of this study was to examine nurses’ experiences and perceptions of caring for 

patients with HIV/AIDS in Uganda. This will create a deeper understanding of nurses’ care for 

patients with HIV/AIDS in Uganda. 
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2. METHOD 
 

2.1 Design 

The chosen design was a descriptive qualitative study. This design makes it possible to develop 

a deeper understanding of a certain phenomenon by describing and exploring it, in this case 

through interviews. Since the aim for this study was to examine the experiences and perceptions 

of the nurses, a descriptive qualitative study design was appropriate (Polit & Beck, 2009). 

 

2.2 Setting 

The data was collected at the infectious ward at Mulago Hospital during November 2013. 

Mulago Hospital is located in Kampala, the capital city of Uganda. It is the National referral 

and teaching hospital. It has a capacity of 1,500 beds and a total of 800 nurses and midwives 

combined. Approximately four nurses work each shift at the infectious ward. The infectious 

ward at Mulago Hospital was chosen as the setting for this study following recommendations 

from the senior nurse officer at the hospital, since this ward would be most suitable according 

to the inclusion criteria as described below. 

 

2.3 Sample 

The inclusion criteria for the study were nurses who regularly care for patients with HIV/AIDS. 

The sample was a convenience sample, which means that nurses who met the inclusion criteria 

and were present at the ward were asked to participate. The sample is therefore based on the 

participants’ availability (Polit & Beck, 2009). The number of participants was six. All of the 

nurses were women between 25 and 52 years of age. Work experience and staff position within 

the nursing hierarchy varied. The years of active nursing experience ranged from 4 years to 30 

years. They had been working on the current ward for between two weeks and three years.  

 

2.4 Data collection method 

The data collection was performed by semi structured interviews with the participating nurses. 

An interview guide was used during the interviews (see Appendix 2). The interview guide was 

constructed by the authors and consisted of questions that were relevant to the objectives of the 

study. It consisted of 12 questions and was made up of three parts; questions 1-3 were related to 
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the nurses’ background, questions 4-7 concerned experiences and 8-12 perceptions. Using an 

interview guide gave structure to the interviews (Polit & Beck, 2009). The authors asked 

appropriate follow-up questions (probes) to enrich the answers and further deepen the 

understanding.  

 

2.5 Procedure 

Before data collection could start an ethical approval from Makerere University School of 

Health Sciences Research and Ethics Committee was submitted. The authors presented the 

proposal of the study for the committee on the 8th of October 2013, at Makerere University, 

Kampala. Approval was later given (see Appendix 4). Subsequently, approval from the 

Research and Ethics Committee at Mulago Hospital was applied for and submitted (see 

Appendix 5). Thereafter approvals from the senior nurse officer at Mulago Hospital and from 

the senior manager at the infectious ward were submitted. 

 

The data collection was performed at the infectious ward at Mulago Hospital during two days in 

November 2013. The interviews were made in a room connected to the infectious ward. The 

assistant manager at the infectious ward asked nurses to participate in the study and all nurses 

who were asked to participate accepted to do so. Therefore the participating nurses were the 

ones who happened to work that day. Oral and written information including the purpose of the 

research and ethical aspects were given to the nurses before the interviews took place (see 

Appendix 1). They also got to fill in a consent form (see Appendix 3), stating that participation 

in the study was voluntary. The nurses were given time to read through the information letter 

and the consent form and ask questions about the research before the interview started. They 

were also once again reminded that participation was voluntary and that they could decline to 

answer any question at any time if they wanted to, without having to give any reason for it. 

 

The authors were both present at all interviews, one did the interviewing and one took notes. 

Roles were shifted between the interviews. The time accumulated to each interview was 

between 11-21 minutes and they were all recorded using a Smartphone. 
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2.6 Ethical considerations 

In accordance with the Declaration of Helsinki, participation in this study was voluntary 

(Codex, 2013). Before the study could take place, approval from the Makerere University 

School of Health Sciences Research & Ethics Committee and from the IRB at Mulago Hospital 

were submitted. Written and oral information about the study were then given to the senior 

nurse officer at Mulago Hospital and to the senior nurse manager at the infectious ward. Oral 

approval was then submitted from both. Written and oral information were given to the 

participants and an informed written consent was submitted from each participant before the 

interviews started. 

 

The interview guide included questions that could be perceived as private and sensitive. 

During the interviews the participants could decline to answer any question at any time and 

they could choose to withdraw their consent to participate in the study at any time. The material 

was analyzed confidentially and the identity of the participants was kept confidential 

throughout the study (Codex, 2013). 

 

2.7 Data analysis 

Data analysis was performed by content analysis as described by Lundman and Graneheim 

(2008). The authors discussed the intuitive perceptions of the content of the interviews after the 

interviews were held. 
 

A data program, Express Dictate, was used to slow down the pace of the audio recordings and 

to assist transcription during the process of transcribing the material. The authors transcribed 

three interviews each. When needed, both of the authors listened to the same interview and 

discussed the content, to minimize the risk of missing out on some parts. The transcripts were 

unidentified and given a unique color to separate them from each other during the analysis 

process. Content analysis was performed by both authors reading each transcript in its entirety 

several times to obtain an encompassing sense of the information gathered from the interviews.  

 

Subsequently, meaning units were extracted from the transcripts, they are sentences or phrases 

in the interviews that refer to a specific concept. The meaning units were condensed, which 
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means shortening but still maintaining the core concept of the phrase. Each meaning unit was 

condensed and labeled with a code, which summarizes and clarifies the core content of the 

meaning unit (Lundman & Graneheim, 2008). The codes were later on grouped together 

depending on their content. A group of similar codes created one sub-category, and in the end a 

total of 10 sub-categories were created. The sub-categories were sorted into three different 

categories (Lundman & Graneheim, 2008). An example of the data analyzing process is given 

in Table 1.   

 

The material was divided into two domains, following the procedure described by Lundman 

and Graneheim (2008). The concept of domains refers to the main issues that form the base of 

the purpose of the study and the interview guide, in this case experiences and perceptions. All 

the material was identified to belong to the domain of experiences, except for the category 

“Opinions on the working condition”. 

 
Table 1. Example of meaning units, condensed meaning units, codes, sub-categories and categories 
 

Meaning units Condensed 
meaning units 

Code Sub-
category 

Category 

“So adherence is very poor 
with these patients, and 
some of them they say it is 
because when they take it 
they feel dizzy, so when they 
are not feeling well, they 
tend to leave the drugs.” 

The adherence is 
very poor, some of 
them feel dizzy, 
when they are not 
feeling well, they 
leave the drug. 

Do not 
take drugs 
because of 
side 
effects. 

Promote 
adherence 

Multi-
dimensional role 
in caring for 
patients with 
HIV/AIDS 

“…talk to these patients 
nicely,  because some, some 
of them have lost hope so 
they need you to have time 
with them, talk to them, 
counsel them so that they 
get to know their 
disease…..” 

Talk to the patient 
nicely, they need 
you to counsel them 
so that they get to 
know their disease. 

Be kind 
and give 
advice.  

Comfort 
the patient 

Multi-
dimensional role 
in caring for 
patients with 
HIV/AIDS 
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3. RESULTS 

 
Three categories in the nurses’ experiences and perceptions were identified in the analyzing 

process: understanding of the HIV/AIDS patients’ situation, multi-dimensional role in caring 

for patients with HIV/AIDS and opinions on the working condition. Ten sub-categories were 

formed out of the categories.         

 

The results are presented under each category together with quotes from the participants that 

illustrate each category. The two first categories belong to the domain experience and the last 

category belongs to the domain perception. An overview of the categories and sub-categories 

are presented in Table 2. 

 
Table 2: Overview of the results 

Categories Sub-categories 

Understanding of the HIV/AIDS patients’ situation Stigma 

Poverty 

Deserted by relatives 

Multi-dimensional role in caring for patients with 
HIV/AIDS 

Comfort the patient 

Counsel the patient and relatives 

Promote adherence 

Being affected emotionally 

Protect oneself 

Opinions on the working condition Human resources 

Working environment 
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3.1 Understanding of the HIV/AIDS patients’ situation 

This category belongs to the domain of experience. The category describes how nurses are 

experiencing the patients’ situation and specific issues that the nurses view as relevant for the 

patient. There are three sub-categories to this category, each sub-category is presented below.  

 

3.1.1 Stigma 

The majority of the nurses perceived stigma as a main problem for the patients. The nurses 

described that patients experience stigma in society due to being diagnosed with HIV. One 

nurse said that the there was less stigma at the ward compared to in society. The reason for the 

stigmatization of the patient was described as people viewing the patient as not being morally 

upright and that it was their own fault that they had contracted HIV, in contrast to if someone 

for example had contracted malaria, which they could not be blamed for. One nurse described 

why the stigma exists: 

 

“You know at the first time when people learnt about HIV yeah, it was really perceived 

in Africa that it is a disease for prostitutes and at first it was known that it is transmitted 

through sexual intercourse. So up to now, that thing is permanent, because when I have 

HIV people will look at me that I am a prostitute.” (Nurse 1) 

 

The stigma was explained as a phenomenon that makes people exclude a person diagnosed with 

HIV from the community. Because of stigma patients fear being identified as diagnosed with 

HIV/AIDS, which can lead to avoidance of collecting the medicine in order to not show 

publicly that they are infected.  The patient might send their relatives to collect the drug for 

them instead, so that they do not have to stand in line for the drugs themselves. It can also make 

patients seek health care in a late stage of illness. Therefore it is seen by the nurses that stigma 

negatively affect the patients’ treatment and health.  

 

“When here in Uganda, when you have AIDS some people just hide away, they don’t 

want people to know, they don’t want their family members to know that they have 

AIDS, because if you have AIDS they can see, people can have some what? Some bad 

what? Feelings on you, that it seems he has been misbehaving. // Those are the reasons 
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why they come at the late stage and they can’t succeed. They just pass away… // That’s 

the problem, they don’t want the family members to know that they have HIV.” (Nurse 

6) 

 

It was also expressed that the patients can be psychologically affected by the stigma. One nurse 

experienced that stigma makes patients feel hopeless and that they want to die because all of the 

stereotypes surrounding the diagnosis.  
 

“HIV imposes a lot of what? Fear and stigmatization to our patients. // They really feel 

discriminated. When in a job like this the file are not supposed to be exposed to the 

relatives and the visitors, because they feel really bad and can really die out of 

psychological torture…” (Nurse 1) 

 

When asked how to overcome the stigma so that patients would seek health care in time, one 

nurse stated that she thought it could be beneficial to talk more about HIV/AIDS in the rural 

community since that would increase the knowledge of the disease. It would be beneficial to 

talk to people about why it is important to get tested to get to know one’s status and to seek 

health care in time to get treatment. 
 

3.1.2 Poverty 

Poverty and lack of money to buy medicine or food were expressed by some nurses as specific 

problems for the HIV/AIDS patients since they can be sick and bedridden for a long time and 

will not be able to work in order to get money. Sometimes the patients did not have any 

material with them to the ward as they are supposed to: 

 

“When they come, at times they do not have a blanket, no bed sheets, they just lie on 

this paper box we use for the gloves, those big boxes, sometimes we give them, they lie 

on them.” (Nurse 5) 
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3.1.3 Deserted by relatives 

At times the nurses met patients who had been deserted by their relatives or others close to 

them. The relatives are supposed to care for the patients during their stay at the ward to assure 

that their hygienic and nutritional needs are met. It was not common that the relatives abandon 

the patient but it happened from time to time. Abandoned patients have an impact on the 

nurses’ work, since then there is no one to look after the patients and ensure that they get 

enough food or adhere to treatment. The nurses rely heavily on the relatives of the patient, since 

the nurses rarely have time to do more than to provide the prescribed intravenous drugs and 

fluids. When patients have been deserted by their relatives the nurses try to connect the patients 

to a charity organization where they can get support. One nurse described how the relatives 

leave the hospital after staying with the patient at the hospital for a while: 

 

“There are challenges because, there are others, there are some patients that come when 

they don’t have attendants, they bring them to the hospital, their relatives. After staying 

with them like for maybe three days and after seeing they can’t improve sometimes they 

get tired of them, they leave them in the hospital and they go…” (Nurse 6) 

 

3.2 Multi-dimensional role in caring for patients with HIV/AIDS 

This category also concerns the domain of experiences. Nurses are experiencing that their role 

in caring for patients with HIV/AIDS is diverse and consists of many different aspects. The 

sub-categories further describe these different aspects. 

 

3.2.1 Comfort the patient  

Many of the nurses experienced their role in different ways. Some of the nurses mentioned 

nursing tasks such as comforting the patients and showing them love. Reassuring the patient 

was also described as the nurses’ role in caring for patients with HIV/AIDS. 

 

“…talk to these patients nicely, because some, some of them have lost hope so they 

need you to have time with them, talk to them...” (Nurse 4) 
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3.2.2 Counsel the patient and relatives 

Another nursing task that was identified in the interviews was to counsel patients and relatives. 

The nurses counsel the patients and their relatives on the right care, and give nutritional advice 

and information about the disease. In the interviews nurses said that it was important that 

relatives were taught that they cannot contract HIV by touching the patient, and therefore they 

should not fear to care for their sick relative. The importance of nurses having knowledge about 

the disease and the patients’ condition was also highlighted. Lack of knowledge among the 

nurses on how to give adequate care to the patients was described as a problem. One solution 

that was mentioned by one nurse was to specialize more nurses in HIV/AIDS care.  

 

“Then we also need specialization, nurses who are specialized in the care of these 

patients, because you find on this ward, these are general nurses. Some of them they do 

not know the care of... they do not know the importance of caring, giving really critical 

care to these patients, so you find our patients end up dying.” (Nurse 1) 

 

3.2.3 Promote adherence 

Many of the nurses experienced that the patients often do not adhere to treatment. There were 

different reasons for this identified by the nurses, it could either be that they did not have 

money to buy medicine, experienced side effects of the treatment or had a lack of knowledge. 

 

“So adherence is very poor with these patients, and some of them they say it is because 

when they take it they feel dizzy, so when they are not feeling well, they tend to leave 

the drugs.” (Nurse 2) 

 

“Why they not adhere? Sometimes it may be ignorance.” (Nurse 4) 

 

According to the participants nurses have an important role in promoting adherence to the 

medical therapy when the patients are at the hospital. Nurses are supposed to motivate patients 

to sustain adherence after they have been discharged from the hospital. The nursing tasks were 

described as to administrate the intravenous drugs and give information about the importance of 

taking all of the drugs. If the patient does not speak English and therefore might not understand 
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their prescription, it is important that the nurse give information in the local language on how to 

take the drugs. 
 

“We give them their drugs as it’s prescribed, then we help educate them // why they are 

taking their drugs and then we educate them about the importance of their drug which 

they are taking.” (Nurse 6) 

 

Other reasons that were expressed why the drug adherence at the ward could be problematic 

were shortage of staff and that patients deny taking the drug. One nurse explained that if the 

patients’ relatives had left the ward it could become problematic to know whether the patient 

had taken the drugs or not. This is because it is the relatives who give all the medicines to the 

patients, except for the ones that are intravenous and has to be given by a nurse. Different 

approaches on how to improve the drug adherence and make sure the patients took their drugs 

could be identified in the interviews.  

 

“If the patient decides not to take the drug nobody will know.” (Nurse 6) 
 

“How I improve is by insuring that I also educate attendants to really keep on checking, 

monitoring, how the patient is swallowing the drugs. Because for us we are very few, 

we cannot keep on staying here throughout to see how the patient is swallowing.” 

(Nurse 1) 
 

If the patient refused to take the drugs, one nurse said she could use different means to make 

sure the drugs were given, for example by giving the HIV drug through a nasogastric tube. 

 

“Yeah, sometimes they stubbornly refuse to take. Yeah they do not really adhere so 

much to the drugs, yeah and you just force them... even treatment, when you try to give 

them sometimes they refuse, other they become cruel, they can even prick you with the 

needle. // You call the attendant, like if one is cruel you tie the hand to the bed. Yeah, 

you tie the hand, then the attendant comes and holds the hand, then after you given the... 
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maybe cannula or what, then you release. But maybe if does not want to swallow the 

medicine, we mix the ARV's then we pass through the NG tube.” (Nurse 5) 

 

3.2.4 Being affected emotionally  

The nurses were affected emotionally in their daily work. Several nurses reported feelings of 

stress and anxiety. It was described that due to shortage of staff the nurses cannot give the care 

they want to, which cause the feeling of not doing enough. But whenever they had time they 

made efforts to be there for the patients. Suffering was also said to exist among a majority of 

the nurses. Fear of contracting HIV and the high mortality rate at the ward were factors that 

made nurses suffer. Suffering was seen as an inevitable part of the health care work, and 

something they had to face and accept.  

 

“I feel it is painful but it is healthcare work.” (Nurse 4)  

 

“Working with HIV patients... will not be a great problem but the problem is when you 

see the rate at which they are dying, so you feel there is no improvement as if there is no 

care. Or maybe in the face of time if I contract also HIV I will also die. So it really eh, 

make also me to be what? Psychologically tortured. That this disease does not heal, 

because all the time you can see we loose from two to nine patients in a 24hours.” 

(Nurse 1) 

 

If patients do not cope with their treatment nurses can get frustrated, as described by one nurse: 
 

“At times I do not get happy with them, because they are supposed to swallow the 

medicine in order to be okay, now if you are giving medicine and they do not want to 

take, at times I also become cruel to them.” (Nurse 5) 
 

One nurse expressed that working with patients who reach the state of incurable AIDS reminds 

her of relatives that died in the disease: 

 

“You feel it at heart // but remembering also the ones you have lost.” (Nurse 4) 
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Furthermore, caring for patients who are improving during the hospital stay creates a feeling of 

satisfaction, as expressed by one nurse:  
 

“I see them... like when my patients come they go on, they are happy, like I meet them 

out there, they are very happy, they call me 'nurse nurse, how are you', at times they 

give me something small...” (Nurse 5) 
 

3.2.5 Protect oneself 

The importance of protecting themselves was described as a part of the nurses’ role since the 

majority of the nurses mentioned fear of contagion while caring for patients with HIV/AIDS. 

The nurses can for example risk pricking themselves when they are giving intravenous drugs. 

They were aware of the risk but it did not hinder them from working with the HIV/AIDS 

patients, as long as they undertook the necessary precautions. One nurse who was new at the 

ward mentioned that protecting herself was the main task for nurses in the care of patients with 

HIV/AIDS.  

 

“First of all, a nurse has to protect herself in caring for that patient. She has to use 

protective gadgets that is gloves, has to use masks like on this ward…” (Nurse 2) 

 

In contrast, another nurse who had been working at the ward for a longer period of time 

explained that her fear of contagion had been reduced during the years she had been working on 

the ward. At the beginning she had been scared of contracting HIV, especially since she pricked 

herself on a needle that had been used on a patient. But she did not get infected and since then 

she takes the necessary precautions at work. 

 

“Getting infected at work, from the patient to me? Oh that’s a scary thought that always 

runs in my mind but at the end of the day I have to be careful with how I handle needles 

and patients. It scares me but then its my work and I love working so I have to do it, I 

take the necessary precautions.” (Nurse 3) 
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3.3 Opinions on the working condition 

The nurses perceive different opinions on the working condition, mainly regarding human 

resources and working environment. Examples on how to improve the working condition were 

also given, which is presented under respective sub-category. This category belongs to the 

domain perceptions. 

 

3.3.1 Human resources 

One of the main issues that were mentioned concerning the nurses’ working environment was 

shortage of staff. This creates a situation with too many patients per nurse, sometimes it can be 

30 patients to one nurse. This was described as unequal, and the nurses experienced that they 

did not have enough time for each patient: 

 

“We are quiet few and the numbers are large so it’s becomes overwhelmed at times but 

we are supposed to manage.” (Nurse 3) 

 

“We are all understaffed. Like in today we are three, I think the numbers are around 

ninety, so we are not given enough time to listen to those patients.” (Nurse 2) 

 

It was explained that the patients were not always aware of how few the nurses were on duty. 

This resulted in patients believing that the nurses were not doing their work properly or that the 

nurses were neglecting the patients. It was described like this: 

 

“These people should be cared better, and the care given to them it is inadequate, so for 

them they feel, ah it seems they are being neglected because they know they are going 

to die. And yet it is due to the shortage of the what? Nursing staff.” (Nurse 1) 

 

More staff was identified as one of the essential needs to improve the nurses’ working situation. 

Staff was not missing because there are no educated nurses in Uganda, but because they are not 

hired: 
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“The nurses are there in Uganda but they are not being recruited to the hospital. // We 

don’t know why. It’s beyond us now.” (Nurse 6) 

 

Salaries were another issue that was addressed. One nurse said that the government could not 

afford to raise the salaries and that they also did not care about it. The health sector in general 

was described by one nurse as lacking finances. The low salary of 300 000 Ugandan shillings 

(about 750 Swedish kroners) per month affected the nurses’ motivation and their life.  

 

“The payment is too little, the salary, for the motivation of the nurse. I can give you an 

example, I have worked for more than ten years and I cannot afford to buy a bus card. 

Because from morning up to six pm I have to care for these patients. And at the end of 

the month you get very little money, 300 000 in Ugandan shillings. You paying rent, 

you have children to pay the school. This is the capital city, you have to buy food and 

the relatives need you, then you end up in poverty. And you are stressed!” (Nurse 1) 

 

It was not only a higher salary that was needed to raise the motivation of the nurses, but food at 

work and appreciation was also mentioned since the nurses can work for many hours in a row 

in a demanding job. Without tea or lunch the nurses could become tired and not willing to 

work. 
 

“…it is only these days that I can see tea... Sometimes you come from eight in the 

morning up to eight in the evening, you have no time to move out to look for food, you 

are here on an empty stomach for all these hours. So they get tired and they become 

irritable and at times they just sit, they do not want to work because they are not 

motivated. But these days I can see the green tea, there is lunch... but it is seasonal, they 

do not always bring it. There will come a time they will stop.” (Nurse 5) 

 

 “….nurses also need motivation, some motivation in terms of accommodation, in terms 

of transport, and... appreciation. Because working in such environment and with such 

people… // So you need that eh? A word of thank you.” (Nurse 4) 
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3.3.2 Working environment 

Several issues in the working environment were perceived as putting both patients and nurses at 

risk. It could be that there were not enough gloves to maintain the hygienic standards or that 

there were no sufficient containers to put needles in after usage, to prevent injuries among the 

nurses. The integrity of the patient could also be affected, for example when they could not be 

properly covered from being seen by other patients during hygiene procedures at the ward. 

 

“Yes, there are challenges because sometimes we find that we lack gloves and use the 

same glove on this patient and the next patient. There are higher chances of causing 

cross infection.” (Nurse 2) 

 

“…there are some things we need, like screening, sometimes you know when they (the 

attendants) are bathing them (the patients), they bath them on the ward but again 

shortages on screen, to screen them and you bath them from the bed and you leave them 

there.” (Nurse 6) 
 

It was described that improvisation is common when resources are inadequate. This happened 

for example when they were lacking proper secure containers to dispose needles and syringes 

in, so that no one risks to get pricked on the used equipment. 

 

“The problem is we have been what? We have been on shortage of sharp containers. 

Sometimes we use to improvise. We could just put a box and what? Which is a bit 

risky.” (Nurse 6) 
 

Examples on how to improve the working environment were given by the nurses. They 

proposed separate units for the HIV patients and recreation at the ward. Recreation such as 

television would give the patients something to do and help them focus on something else than 

their illness.   
 

“I feel...... like give us a separate ward for them. // because right now you will get an 

HIV patient here, with the faeces, urine, vomits on the bed, the next is a patient with 



	   21	  

maybe a GI (gastrointestinal) problem, they are just mixed like that. Sometimes they can 

get infected. Yeah, so I feel if there is somewhere you can put them separately it will be 

better.” (Nurse 5) 

 

“I think, since this is HIV, its a depressing condition, me I would wish, if these people 

get some like radios at least, around the what? Around the unit, so that they do not 

concentrate on the pain they have. Like on pediatrics, I have been on pediatrics, at least 

each pediatric ward has a TV so when the children need too, they go and watch TV. // 

Recreation is missing on this unit.” (Nurse 2) 
 

4. DISCUSSION 
 

4.1 Summary of results 

Three categories were found, namely; understanding of the HIV/AIDS patients’ situation, 

multi-dimensional role in caring for patients with HIV/AIDS and opinions on the working 

condition. This study has shown that stigma, poverty and being deserted by relatives are parts 

of the patients’ reality as described by nurses. The main tasks for a nurse are identified as to 

promote adherence to therapy, comfort and counsel the patients and their relatives. Suffering 

among nurses occur because they cannot give the care they want to and because they care for 

patients who are seriously ill. The nurses also acknowledge their patients’ suffering, which is 

both physical and psychological. The working condition could improve by more staff, ensuring 

access to equipment such as gloves and screens, and a separate ward for the HIV/AIDS 

patients.  

 

4.2 Discussion of the results 

The discussion of results is presented according to the three categories.  
 

4.2.1 Understanding of the HIV/AIDS patients’ situation 

The results of the study show that nurses acknowledge many aspects of the patients’ situation, 

not just the medical one. The nurses reflect upon the patients’ social situation, such as stigma, 

poverty and being abandoned by their relatives. This is an example of a holistic understanding 
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of the patients’ situation, which Katie Eriksson highlights as important according to Lindström 

et al. (2006). 

 

The nurses described that the patients can get socially isolated due to being diagnosed with 

HIV, which is coherent with results of Nattabi et al. (2011).  Due to stigma patients might seek 

health care in a late stage of sickness as to not be identified as diagnosed with HIV, which goes 

along with the results of Eide et al. (2006), Link et al. (1997), and Simbayi et al (2007). It is not 

described in our results that patients are being neglected to healthcare due to stigma, as it is by 

Nattabi et al. (2011). In opposite, the nurses wanted the patients to come in earlier, as they had 

experienced how the avoidance of seeking health care in time seriously affected the patients’ 

health and how they came to the infectious ward with only days left to live. 

 

Evans and Ndirangu (2011) show that nurses themselves sometimes stigmatize the HIV/AIDS 

patients. This was not found in this study but one nurse mentioned that there was less stigma 

towards the patients on the ward compared to in society. In order to study possible stigma at the 

ward, it might have been more suitable to investigate patients’ experiences than nurses’, since 

nurses might not want to express publicly if they stigmatize the patients and the patients are the 

ones who are affected by it. Haber et al. (2011) and Delobelle et al. (2009) write that nurses 

themselves can be discriminated due to working with HIV/AIDS patients. The nurses in this 

study did not mention this. Whether this is occurring or not is impossible to know since the 

nurses did not get a specific question about this issue. 

 

HIV patients can be subject to stigma and become socially isolated. The needs of socially 

vulnerable groups should be supported by nurses according to ICN (2012). The nurses in this 

study seemed to do this, since they for example proposed that the community should be 

educated on HIV in order to decrease the stigma. To maintain the confidentiality of the 

patients’ files was another example of supporting this group, since the patients might not want 

to be identified socially as diagnosed with HIV. 

 

HIV patients can be bedridden and sick for a long time, which can prevent them from working 

and earning money to buy medicine and food, according to the nurses. Poverty was described as 
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a problem for many of the nurses’ patients. Katz et al. (2013) write that poverty together with 

stigma can worsen the situation for the patient since the patient might not be able to contribute 

to the common goods of their community, which can result in that community members might 

not want to help that person any more. It is seen as useless to help the HIV patient since that 

person is going to die early anyway (Katz et al., 2013). 
 

The infectious ward belongs to the public part of the hospital so it is free of charge to stay at the 

ward, compared to the private wards of the hospital. At the private wards patients might have 

more resources. This means that nurses in a private health care setting might not acknowledge 

poverty as an issue for their patients, as the nurses in this study did. But this might not only be a 

question of which setting the nurses work in. Uganda is a low-income country and 

approximately 25% of the population lives below the national poverty line (World Bank, 2013; 

The Hunger Project, 2013). Poverty is common among the Ugandan population which might 

make nurses meet patients with insufficient resources anywhere, regardless of what setting they 

work in. 

 

According to the results of this study, patients are sometimes deserted by their relatives on the 

ward. One explanation for why this happened was due to lack of improvement in the patient. 

Stigma was not mentioned as a reason for why the relatives abandon the patient at the ward, 

even though it was vividly described by the nurses how people otherwise can abandon and 

isolate HIV diagnosed family members back in the village. Kagee et al. (2011) write that stigma 

can exist within families. No studies were found that described how patients were deserted at 

the hospital by their relatives. It is therefore difficult to reflect upon whether the reason for this 

was stigma or not. More research on this topic might be beneficial.  

 

4.2.2 Multi-dimensional role in caring for patients with HIV/AIDS 

Comforting the patients and showing them love were explained to be central tasks for nurses in 

the HIV/AIDS care. The nurses acknowledged the importance of listening to the patients. 

According to ICN (2012) and Katie Eriksson (Lindström et al., 2006) it is important for a nurse 

to show compassion and prevent suffering. It appears that no matter the obstacles the 
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participating nurses in this study face in their daily work, they acknowledged the importance of 

comforting the patient and tried to do it as often as possible. 
 

Lack of adherence was a major problem among the patients, partly explained by ignorance. 

This further highlights the importance of the nurses to share their knowledge. Sharing 

information can prevent illness, which is described as a nursing task by ICN (2012). Increasing 

the knowledge on HIV could be beneficial for preventing fear and stigma. 

 

Uganda AIDS Commission (2012) states that there is lack of adherence due to inequalities in 

access to therapy and that the access to therapy is higher in major cities. The results of this 

study do not reveal that, but the participating nurses might not acknowledge eventual 

inequalities in access to therapy since they are working at the national referral hospital in the 

capital and do not get to see the patients in the countryside. 

 

The nurses are experiencing work overload at the ward which causes stress and anxiety. They 

feel as if they cannot do enough for their patients. This is in line with findings of Evans and 

Ndirangu (2011) and Harrowing (2011). Being surrounded by patients who are seriously ill, 

experiencing lack of improvement in some patients and a high mortality rate combined with 

stress and shortage of staff cause suffering among nurses. The nurses were also affected in their 

private sphere, remembering relatives that had died of the disease. Katie Eriksson states that 

suffering is a common part of health care work, both among patients and staff (Lindström et al., 

2006). The nurses’ work was in many ways described as tough and painful but suffering was 

seen as an inevitable part of it. The nurses also acknowledge the patients’ suffering, which is 

another example on their holistic understanding of the patient. The patients are suffering both 

physically and psychologically. At the ward the patient can suffer because they think that the 

nurse abandons them. The actual reason was that the nurses rarely had time to attend to the 

patients as much as needed. Similar findings are shown by Evans and Ndirangu (2011) and 

Harrowing (2011). At times the patients also lost their hope and wanted to die. All of this added 

upon the nurses’ suffering.  
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The majority of nurses mention fear of contagion while caring for patients, this is in line with 

the findings of Walusimbi and Okonsky (2004) and Rönndahl et al. (2003), who also state that 

nurses’ fear of contagion depends on their knowledge and experience. This was also shown in 

the results of this study. However, it would demand a greater study sample than in this study to 

clarify a possible relation. 

 

4.2.3 Opinions on the working condition 

The nurses’ in this study stated extreme shortages, sometimes one nurse could care for 30 

patients. Eriksson (Lindström et al., 2006) states that nurses should be involved and present in 

the interaction with the patients, and share thoughts and experiences. The findings in this study 

reveals that this could not be accomplished due to stress and shortage of staff which often 

makes it impossible to interact any further with each patient. The government was blamed for 

the shortages both in this study and in the study by Delobelle et al. (2009). Shortages were not 

the only obstacle in the nurses’ work; sometimes they also lacked motivation. Keeping nurses 

motivated to do their best under difficult circumstances would benefit the patient in the long 

run. 

 

Experiences of insufficient recourses to protect the integrity of a patient could be seen in the 

findings. ICN (2012) states that a nurse should enshrine integrity and work towards ethical 

improvements. Due to lack of equipment this is difficult to conduct in the nurses’ reality. Lack 

of resources is preventing nurses from contributing to safe and fair working environments, 

which ICN (2012) describes to be a part of the nurses’ role. The nurses’ perceived that it would 

be useful to have a separate ward for the HIV/AIDS patients since they are already seriously ill 

and immunosuppressed which makes them sensitive for further infections (Borgfeldt, 2010). 

Therefore they should not stay with patients with other infectious diseases. 

 

4.3 Discussion of method  

The discussion of the method reflects upon the ethical considerations. Further, the credibility, 

dependability, confirmability and transferability of the study are discussed. 

 

 



	   26	  

4.3.1 Ethical considerations 

The interview guide included questions that could be perceived as private and sensitive. This 

was discussed before starting the study the authors decided to include the questions. The 

questions have also been approved by the ethical instances that reviewed the study proposal; 

further assuring that they were ethically appropriate. It was clarified to them that they could 

decline to answer any question without having to state why. One nurse chose not to answer 

question number 10, which might indicate that this specific question was sensitive, but all other 

participants answered each question. The topic in itself might be delicate, but since 

participation was voluntary the risk that any of the participants were feeling at unease was 

decreased. 

 

The interviews were held at the nurses’ work, during their shift. Therefore the interviews took 

time, which the nurses could have spent with the patients. This could be ethically problematic, 

but at the time the interviews were held a co-worker covered the nurses’ tasks, and they could at 

any time interrupt the interview to attend the patients if needed. 

 

4.3.2 Credibility 

Using a qualitative method was suitable regarding the purpose of this study. A quantitative 

method would not give as deep and describing answers why the authors consider the qualitative 

method to be appropriate. A qualitative study enables rich answers, which are needed to gain 

insight in experiences, and perceptions (Polit & Beck, 2009), which was the purpose of the 

study. 
 

A semi-structured interview guide (see Appendix 1) was used during the interviews. This 

design was chosen due to the possibility of adding flexibility to the interviews but still 

maintaining a structure (Polit & Beck, 2009). The interview guide consisted of open questions 

that established opportunity for the participants to give answers based on their understanding of 

the question and further describe their thoughts. These features of the interviews could result in 

more enriched answers and create a deeper understanding of the subject. Limits in time were 

the reason why no trial interviews were held. This might be a limit of the study since there 
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could have been some modifications made in the interview guide depending on results in the 

trial interviews.    
 

Limits in time occurred due to unexpected administrative problems, which extended the time 

waiting for ethical approvals for the study. For this reason data collection was postponed for 

two weeks. It also affected the sample to consist of six nurses. This is a small sample but since 

this is a qualitative study with the aim of describing experiences and perceptions, a small 

sample is not necessary a disadvantage. The variation in the participating nurses’ age, work 

experience and time at the ward was considered to be factors that possibly could create 

variation in the answers. 

 

The procedure of transcription was divided between the authors. If both authors had transcribed 

all of the interviews individually the credibility might have been stronger. Thus, at times when 

there were difficulties in hearing or understanding the material both of the authors listened to 

the same part several times. Occasionally the recordings held a poor quality and some words 

could not be heard. A possible solution for this might have been to let the participants read 

through the transcripts afterwards in order to find misunderstandings. This was not done due to 

lack of time.  
 

The authors selected meaning units from all interviews separately and then compared with each 

other. The meaning units that were similar were kept, the other ones were discussed and either 

kept or disregarded. The selected meaning units were acknowledged to be representative for 

their category. Some quotations reveal the opinion of only one participant, but they were still 

regarded as adding upon the results and were therefore featured in the study. 

 

4.3.3 Dependability 

The authors had a pre-understanding of the ward where the nurses worked after undergoing 

clinical work as part of a university course there. This generated knowledge and experience of 

the setting, something that probably did affect the data collection and analyzing. Desirably in a 

beneficial way since the knowledge created a deeper understanding of situations described by 

the nurses. Furthermore, the pre-understanding through the undertaken literature research can 
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have affected the results since it could have caused expectations of finding certain information 

in line with previous research. 
 

The interviews were held during the nurses’ work time, which could cause stress among the 

nurses and therefore result in shorter answers, the interviews might have lasted longer in a 

different setting. The interviews were held in English, which is the second language of the 

authors. Further, in Uganda the English language is spoken with a dialect that the authors are 

not used to. These factors could be a limitation of the study since it might have made the 

authors miss out on certain words or expressions. Furthermore, the authors possess limited 

experience in interviewing. More experience would probably have been beneficial to achieve 

more exhaustive answers. The authors were both present during all interviews, one was 

interviewing and one took notes. In an attempt to gain variation and new perspectives the 

authors took turns in interviewing and held three interviews each. 

 

During the analyzing process several attempts have been carried out to sort the material into the 

two domains of perceptions and experiences. It became a difficult task since many of the 

participants’ answers were intertwined, even though the questions in the interview guide were 

divided between experiences and perceptions. Difficulties in sorting material that regards 

humans’ experiences is acknowledged by Lundman and Graneheim (2008), who write that 

experiences can be so intertwined that they can fit under many different categories. A division 

was eventually accomplished through intense discussion between the authors and with 

involvement of the supervisor. 
 

4.3.4 Confirmability 
Confirmability refers to the objectivity of the study. This means that the findings should reflect 

the information that was provided by the participants and not be influenced by the authors’ 

opinions or thoughts (Polit & Beck, 2009). As mentioned the participants in this study did not 

read through the transcripts of the interviews due to lack of time. If they were to read through 

the material, it would have given them the opportunity to validate that the data was consistent 

with the information they provided, thus further assuring the objectivity of the study 

results. The authors had a pre-understanding of the study setting which could have influenced 



	   29	  

the analyzing of the data, but it is not thought to have had an impact on the objectivity of the 

results. Both authors were present at all interviews which is thought to have increased the 

possibilities for objectivity in the analyzing process, since the authors both heard all interviews 

and could make sure that the findings were congruent with the information in the interviews. 

The transcribing was also done by both authors which similarly should have had an positive 

impact on the confirmability. 

 
4.3.5 Transferability  

This study consists of qualitative data and therefore the results cannot be generalized to other 

health settings in or outside Uganda. However, this study confirms the results of previous 

research with similar findings, for example regarding stigma, stress among nurses and shortage 

of staff. The abandonment of patients that was described in this study does though seem to add 

new knowledge. This study was performed at the national referral hospital in the capital, if it 

would have been made in another health care setting in the country the results might have been 

different. 

 

Results from this study can be used to raise awareness among health care professionals in and 

outside Uganda about nurses’ experiences and perceptions of caring for patients with 

HIV/AIDS. The findings can be shared with Mulago Hospital in order to increase knowledge 

about nurses’ working condition and give some ideas on how to improve it. Similarly, the 

specific issues that are described for patients living with HIV/AIDS could be useful for adding 

knowledge on how to improve the situation for these patients. Results from this study could 

also be used to raise awareness among health care professionals in and outside Uganda about 

how nurses are experiencing their work with HIV/AIDS patients. 
 

4.4 Nursing implication 

This study reveals that it is important for nurses to counsel and comfort the HIV/AIDS patient. 

The role of a nurse is to promote health and reduce suffering among the patient. The possibility 

for this to be fulfilled is dependent on the circumstances. To prevent shortage of staff and 

provide enough equipment are essential to ensure that nurses can fulfill their tasks. Motivation 

is also important in nurses’ daily work, this could be added by showing them appreciation and 

raise their salaries. Improvements in the nurses’ working condition both regarding human 
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resources and working environment would reduce stress and promote safe practices, which 

would benefit both the nurse and the patient. This study also highlighted the importance of 

nurses being aware of the social situation and existing stigma towards patients living with 

HIV/AIDS. As nurses, it is essential to acknowledge the patients’ suffering and make efforts to 

eliminate it.  

 

Further studies on why patients are deserted at the hospital by their relatives might be valuable 

to further gain insight in how to improve the care for these patients.  

 

4.5 Conclusion 

In summary, results from this study show that nurses in Uganda have a challenging role in the 

care of patients with HIV/AIDS. It is important that they acknowledge the different aspects of 

the HIV/AIDS patients’ situation, not just the medical ones. Stigma and inadequate adherence 

are common among HIV/AIDS patients. The nurse can improve this situation by counseling 

and giving information to patients and relatives. These patients’ suffering can be both physical 

and psychological, therefore it is important for nurses to have a holistic approach in order to 

reduce the patients’ suffering. Nurses are also suffering, highly due to stress and shortages. 

Efforts are needed to improve the nurses’ working condition so as to improve the situation for 

them as well as for the patients. It is also important to increase the knowledge of HIV/AIDS in 

the society, as an attempt to decrease stigma. The nurses can be a part of this by sharing their 

knowledge among patients, relatives and others. 
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                                       Information Letter 
Dear Sir/Madam, 
We are two nursing students from Uppsala University in Sweden who are in Uganda to write a 
bachelor thesis in nursing. The thesis is about nurses’ experiences and perceptions of working 
with patients with HIV/AIDS. This will be accomplished through interviews, to gain a deeper 
understanding of different aspects in the care for patients with HIV/AIDS. 
 
The purpose of the study 
The purpose of this study is to examine experiences and perceptions among nurses who are 
giving care to patients with HIV/AIDS. 
 
Method of the study 
Interviews will be performed in privacy and the participant will be anonymous. The interviews 
will be audio taped and thereafter analyzed. Participation is voluntary and the participant can 
choose to withdraw his or hers participation in the study at any time without giving any reasons. 
The material will be collected and analyzed completely confidential. 
 

Your participation is valuable for our study. If You have any questions we are happy to 

answer them. 

Kind regards, 

Johanna Hedlund and Linn Erkki 

 

Responsible for this study; 

Johanna Hedlund                                      johanna.hedlund2@gmail.com                 

Linn Erkki                                                 linnerkki@gmail.com 

Supervisor in Uganda                               Dr. Rose Chalo Nabirye                                               

Supervisor in Sweden                               Clara Aarts, Associate Professor 
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Interview guide 

 

Background: 

1. How old are you? 

2. How many years have you been working as a nurse? 

3. What department do you work in? 

- Can you estimate how many patients with HIV you meet daily? 

 

Experience: 

4. How would you describe the nurses’ role in the care of patients with HIV? 

- What are your tasks as a nurse in caregiving to these patients? 

5. What according to your experience do you think is needed to give optimal care to patients 

with HIV? 

-  What are the challenges? What might be improved in order to optimize the care? 

6. How is the adherence to therapy as you see it? 

- What are the challenges regarding adherence? Can you please tell me about them? 

7. Do you work with HIV/AIDS preventive care in your department? 

- If so, how? What is your experience? 

 

Perception: 

8. What are the challenges in your work? 

- What are your thoughts about that? 

9. Would you like to tell me how it is to care for patients with HIV? 

10. What are your feelings regarding HIV? 

11. Which specific problems do patients with HIV face compared to patients with other 

diseases? 

- Would you like to describe them? 

12. How is working with HIV patients affecting you? 
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MAKERERE UNIVERSITY COLLEGE OF HEALTH SCIENCES 
SCHOOL OF HEALTH SCIENCES RESEARCH & ETHICS COMMITTEE (SHS-
REC) 
INFORMED CONSENT TEMPLATE FOR INTENDING RESEARCHERS 
 
 
 
Title of the proposed study: 
Nurses’ experiences and Perceptions of Caring for Patients with HIV/AIDS in Uganda 
 
Investigators: 
Johanna Hedlund, Uppsala University, Sweden. Email: johanna.hedlund2@gmail.com 
Tel: ( +256) 
Linn Erkki, Uppsala University, Sweden. Email: linnerkki@gmail.com. Tel: ( +256) 
 
Background and rationale for the study: 
During the 1990s’ Uganda made a great progress in decreasing the prevalence of HIV/AIDS. 
The country is now close to reach the Millennium Development Goal number 6, to combat 
HIV/AIDS. Nurses are a group of healthcare staff that meets these patients frequently and 
therefore possess great experience of giving care. The nurses’ experience could be beneficial 
for widening the knowledge about patients living with HIV/AIDS among nurses, nursing 
students, hospitals and the public health sector in settings in and outside Uganda and is a chance 
to further improve the care for these patients. 
 
Purpose: 
The purpose of this study is to examine nurses’ experiences and perceptions of caring for 
patients with HIV/AIDS in Uganda. This will create a deeper understanding of nurses’ care for 
patients with HIV/AIDS in Uganda. 
 
Procedure: The participants of this study are asked to be interviewed about his or hers work 
with patients with HIV/AIDS. The interviews will be held in English and last approximately 30 
minutes. The interviews will be audio recorded and then analyzed confidently. 
 
Who will participate in the study? 
The participants in this study will be nurses working at the infectious ward in Mulago Hospital 
in Kampala, Uganda. Preferably both women and men will be included as participants to 
include perspectives that might be gender specific. The estimated number of participants is ten. 
 
Risks/Discomforts: 
There are no risks identified from participating in this study. The participant has the right to 
cancel the interview and to withdraw from the study at any point. 
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Benefits: 
The results of this study will have relevance for the nursing profession globally since the aim is 
to create a deeper understanding of nurses’ care for patients with HIV/AIDS. The expected 
results of this study is that Ugandan nurses’ experience will be beneficial for widening the 
knowledge about patients living with HIV/AIDS among nurses, nursing students, hospitals and 
the public health sector both in and outside Uganda. Further knowledge among the staff can 
improve the care that is given to these patients. 
 
Alternatives: 
Participation in this study is not mandatory in any way and the participant has the right to 
cancel the interview and/or to withdraw from the study at any point. 
 
Cost: 
There are no identified costs to participate in this study. 
 
Compensation for participation in the study: 
No compensation will be given for participation in this study. 
 
Reimbursement: 
In case the interviews will be held apart from the hospital area the investigators will cover the 
participants’ transport fee. 
 
Questions: 
If any questions arise by the participants considering the study, the investigators can easily be 
reached by phone or email. See above for contact information. 
 
Questions about participants’ rights: 
If the participants have any questions about their rights, they can contact the School of Health 
Sciences Institutional Review Board (MakSHS-IRB) or Uganda National Council of Sciences 
and Technology. Tel: (+256) 772-404970 or (+256)-41-250431. 
 
Statement of voluntariness: 
Participation in this study is voluntary and participants can at any time choose to withdraw their 
participation or decline answering specific questions. 
 
Confidentiality: 
The results of this study will be kept strictly confidential, and used only for research purposes. 
My identity will be concealed in as far as the law allows. My name will not appear anywhere on 
the coded forms with the information. Paper and computer records will be kept under lock and 
key and with password protection respectively. 
The interviewer has discussed this information with me and offered to answer my questions. 
For any further questions, I may contact Johanna Hedlund and Linn Erkki. Tel: 
(+256)793856686, (+256)793856687 
Or the Chairperson, School of Health Sciences Institutional Review Board (MakSHS-IRB) or 
Uganda National Council of Sciences and Technology. Tel: (+256) 772-404970 or (+256)-41-
250431 
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STATEMENT OF CONSENT/ASSENT 
Johanna Hedlund and Linn Erkki have described to me what is going to be done, the risks, the 
benefits involved and my rights regarding this study. I understand that my decision to 
participate in this study will not alter my usual medical care. In the use of this information, my 
identity will be concealed. I am aware that I may withdraw at any time. I understand that by 
signing this form, I do not waive any of my legal rights but merely indicate that I have been 
informed about the research study in which I am voluntarily agreeing to participate. A copy of 
this form will be provided to me. 
Name:………………………….  Signature of participant…………………….. 
Age..…………… 
Date …………………………… 
Name……………………………………..Signature of Interviewer …………………………. 
Date………………………... 
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