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Abstract 
It could be said that the most stigmatising disease of the 21st century is the Human 
Immunodeficiency Virus (“HIV”). Unfortunately, the infection is occasionally associated 
with feelings of shame and fear among both patients and healthcare professionals. An 
estimated 33 million people are living with the virus at the present time and of these, 5.7 
million are in South Africa. Whilst the number in Sweden is fairly low, it is on the increase. 
This study aimed to illuminate the experience of South African and Swedish registered nurses 
of caring for HIV-positive patients. A purposeful sample consisting of three South African 
and three Swedish registered nurses were interviewed using a ‘focused interview’ technique. 
This technique advocates an overarching aim of promoting free narration in order to capture 
the essence of an experience – the experience of nurses caring for HIV-positive patients. The 
six interviews were transcribed and the text was analysed and inspired by the hermeneutic 
phenomenological method as described by Van Manen (1997).  An overarching theme ‘The 
process of caring for HIV-positive patients’ revealing our six sub-themes and showing how 
these nurses have gone from fear and frustration to hope and satisfaction. The findings from 
this study indicate that similarities and differences while caring for HIV-positive patients 
exist between when comparing industrialised countries and undeveloped countries. 
Knowledge and experience were shown to be the most important factors in enabling quality 
care for this patient group.  
 
Keywords: comparison, hermeneutic phenomenology, interview study, lived experience.  
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INTRODUCTION 

 
The most stigmatising disease of the 21st century could be said to be the Human 

Immunodeficiency Virus (“HIV”). This is a disease which is unfortunately associated with 

feelings such as shame (Haile, Landrum, Kotarba & Trimble, 2002; Nyblade, Stangl, Weiss 

& Ashburn, 2009) and fear (Webb, Bower & Gill, 1997; Surlis & Hyde, 2001). According to 

research, fear in particular appears to be one of the most common reasons why healthcare 

professionals do not always want to care for HIV-positive patients (Deetlefs, Greeff & Koen, 

2003; Röndahl, Innala & Carlsson, 2003; Smit, 2005). Research also indicates that these 

feelings of fear often originate from a lack of knowledge and this factor is equally relevant to 

both South African and Swedish nurses (Deetlefs et al., 2003; Röndahl et al., 2003; cf. Smit, 

2005). Despite this, few qualitative studies exist where the nurses themselves are asked how 

they experience caring for HIV-positive patients and it appears that the knowledge needed to 

ensure optimal care for this patient group is sparse.  

 

BACKGROUND 

 
Two healthcare systems 
A healthcare system provides potential when it comes to the care needs of the population they 

serve. There is a wide variety of healthcare systems around the world; according to the World 

Health Organisation (WHO, 2000), some have evolved spontaneously whilst others are 

planned more carefully by governments. The goal for all healthcare systems is to provide 

good health, raise awareness of the population’s needs and ensure fair monetary involvement 

(ibid). Consequently, before addressing the main focus of this dissertation it is necessary to 

briefly describe the overarching context of the two healthcare systems and to be able to 

understand how the registered nurses’ participation in this study may influence the concept of 

caring for HIV-positive patients. 

 

The South African healthcare system  

The South African Healthcare system consists of a National Department of Health (NDH), 

which provides leadership in the form of health policies, although the NDH also assists 
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provincial and local authorities in their work. South Africa is divided into health districts, 

with each district managing and providing its own services to the population (Uys, 1999). 

The duties of the provincial and the municipal department of health are to provide healthcare 

in their respective areas. The South African Human Rights Commission (SAHRC, 2000) 

recognises that health is a vital right and that it is necessary for the implementation of other 

human rights. Every human being is entitled to healthcare that contributes to living a life of 

dignity (ibid). Section 27 states that everyone has an equal right to healthcare and this means 

that health care facilities are available to everyone according to law (Constitution of South 

Africa, Chapter 2, Bill of Rights, Act 108 of 1996).  

 

In a literature review consisting of mixed method studies, Uys (1999) found that the 

healthcare workforce in South Africa is predominately made up of nurses. The basic training 

of nurses in South Africa therefore includes specialities such as midwifery, community health 

and mental nursing, all with the purpose of preparing the nurses for the task of providing 

complete and comprehensive service in a primary healthcare setting.  

 

The NDH has developed three hospital levels: i) district, ii) regional, iii) central. This is done 

in order to be able to redistribute healthcare personnel to facilities as well as to enhance 

communication and referral systems between different levels in the healthcare system (Uys, 

1999). The District Health System (DHS) is the major provider of primary healthcare and in 

South Africa the different primary healthcare facilities are responsible for the essential 

Human Immunodeficiency Virus (HIV)/Acquired Immunodeficiency Syndrome (AIDS) 

services (Lehman & Zulu, 2005). 

 

There are some problems within the healthcare sector in South Africa, mainly due to the fact 

that the private sector is a more attractive employer for healthcare professionals than the 

public healthcare sector (South African info, 2008). The public sector does not have enough 

resources, is free of charge, and is over-used by far whilst the private sector mainly attracts 

middle- and high-income earners who tend to be members of medical schemes (18% of the 

population). Consequently, the private sector does not suffer from the same lack of resources 

as the public sector. Even though the majority of nurses work in the public sector the private 

hospitals have most of the health care professionals (ibid.).  
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The Swedish healthcare system 

The Swedish healthcare system is divided into three levels, government, county council and 

municipality, and they all share the responsibility. The government has the greatest 

responsibility and ensures that the system works according to laws and regulations. Swedish 

health and medical care is based on the principles that care should be provided with 

appropriate respect for the equal importance of all people and the dignity of the individual. 

Priority is to be given to those who have the greatest need for health and medical care (Health 

and Medical Service Act 1982:763, section 2 “Goals”). The county council controls the 

financing and planning of the healthcare system so that the whole population has access to 

good care. There is both a public sector as well as private clinics and the majority of 

healthcare professionals are employed within the public sector, hence the opposite division of 

staff compared to the South African system. Training of Swedish registered nurses concludes 

with general training and complementary training is needed to become a specialist. This 

reveals a difference between the training of registered nurses in South Africa and Sweden, 

although it also differs in the length of training. South African nursing programmes last four 

year whilst the Swedish programme lasts only three years. There are also university hospitals, 

which carry out a vast amount of research, training and education (Ministry of Health and 

Social Affairs, 2007). The municipality is responsible for eldercare and the population that is 

no longer treated by the county council. Healthcare and geriatric care are subsidised by a 

contribution and equalising system agreed on by the municipalities and the county councils 

(Ministry of Health and Social Welfare, 2007). Within each county council there is an 

infectious disease unit where the HIV-positive patients are cared for under the supervision of 

a doctor (Infectious Disease Control Act 2004:168). Hence, the situation is the reverse of 

South Africa, where patients are treated in a primary healthcare setting whilst in Sweden 

patients are treated in small, specialised out-patient units. 

 

Nowadays, Swedish health and medical care is largely influenced by European Union (EU) 

co-operation and in recent years Swedes have begun to seek care in other EU countries. This 

also means that workers in the healthcare sector have become more mobile. The problem 

remains that in order to be able to meet financial and technical demands, hospitals need to 

merge, leading to a discussion on whether it is organisationally justifiable (Swedish Medical 

Association, 2004). It would therefore seem fair to state that a shortage of healthcare 

personnel is one of the main problems in the Swedish system, resulting in Swedes having to 

put up with long waiting lists and consequently care that could sometimes be received too 
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late and be of poorer quality (National Board of Health and Welfare, 2003). It would thus 

seem fair to assume that the differences in the South African and Swedish healthcare systems 

might influence healthcare professionals’ experience of care and caring in general.  

 

HIV in South Africa and in Sweden 
It is essential to understand the epidemiological differences between South Africa and 

Sweden as this will most likely influence the registered nurses’ care and experience of 

working with this patient group. 

 

Epidemiologically, HIV spread is as follows: According to the WHO (2007) an estimated 33 

million people worldwide were infected with HIV in 2007. Of the 33 million who were 

infected, 5.7 million were living in South Africa, making it the largest outbreak of HIV in the 

world (UNAIDS, 2008). According to the South African NDH (2006), the epidemic 

increased by 5.7% between 2000 and 2005. HIV prevalence calculated from antenatal 

patients in each province showed that the epidemic in the province in which the authors of 

this dissertation conducted some of the interviews increased by 8% (22%) between 2000 and 

2005 (NDH, 2007). According to the Swedish Institute for Infectious Disease Control (SMI, 

2009), approximately 500 people are infected in Sweden each year, and about 5,000 people 

are living with the disease. The largest number of people infected with HIV in Sweden, an 

estimated 43% of the total, live in Stockholm, the capital city. In the southern parts of 

Sweden the majority of those infected with HIV live mostly in the cities, whilst in rural 

districts the prevalence is lower. In percentage terms, the numbers of persons infected with 

HIV are by no means equal between the two countries.  

 
Theoretical conceptualisation of caring 
Caring makes it possible for nurses to work with people in a respectful and therapeutic way. 

It is a universal phenomenon encompassing what we feel, how we think and how we behave 

in relation to one another and it can be said to be one of the most important aspects of the 

nursing profession (Potter & Perry, 2001). According to Benner (1989), caring creates the 

potential for nurses to help the patients to recover from illness and to give care a meaning. 

This is important in order to restore and/or to maintain the dynamic relationship between 

patients and the nurses providing the care. In Leininger's view (1978) caring is essential to 

the health and survival of all individuals but also to preserving and protecting the patients’ 

dignity. Henderson’s (1997) nursing model describes how nursing care should be individual 
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and consequently the patient should participate in the planning of his/her nursing care. Whilst 

all individuals share basic needs, our needs change depending on where we are in life and 

caring then becomes a dynamic relationship between a patient and a nurse (ibid). For a nurse 

to create such a relationship with the patient, the nurse needs to observe and understand the 

patients’ non-verbal cues in order to accomplish the goals of nursing care (ibid). Hence, 

caring is the way nurses behave and understand the patients’ needs, whilst bonding to create a 

sustainable relationship that makes it easier for the nurse and the patient to be satisfied with 

the care. It would be probable to assume that these theorists define care as a dynamic, two-

way interaction, with the nurses taking into account both the physical and psychological 

needs of the patient in the process.  

 
Nursing care in relation to general patient groups  
Studies (Simmonds, 1996; 1997) investigating nurses' views and opinions of care have shown 

that nurses want to make a distinct difference in their patients’ lives whilst feeling good about 

their nursing efforts. Simmonds' study (1996) also showed that nurses saw it as their 

responsibility to provide calm and peaceful care to patients in need. Other studies have shown 

that nursing care can also be influenced negatively by the interaction and communication 

between the nurse and the physician. Feelings of powerlessness to change procedures that 

negatively affect patients and feelings of frustration about aggressive and, in the nurses' 

opinion, excessive treatment ordered by the physician, together with experience of poor 

communication, all had the potential to influence how the nurses felt about the care they 

provided (McClement & Dengers, 1995; Cartwright, Steinberg, Williams, Najman, & 

Williams, 1997; Manias, 1998). Cartwright and colleagues (1997) found that poor 

communication involving physicians and nurses and/or between physicians and patients or 

patients’ families about a patient’s diagnosis or care was often perceived as an obstacle in 

patient care. It seems as if patients and nurses to some degree conceptualise care in a similar 

way. A literature review investigating patient satisfaction with nursing care indicated that 

factors such as receiving adequate information, the ability to participate in the care they 

received and having a good relationship with the nurse, were of importance to patient 

satisfaction (Johansson, Oléni, & Fridlund, 2002).  

 

Nursing care in relation to HIV-positive patients 
A quantitative survey of professionals' attitudes towards patients with HIV/AIDS carried out 

in both Nigeria and in the USA, found that staff felt insecure when meeting patients. 
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Furthermore, they indicated an apparent negative attitude (Webb, Bower & Gill, 1997; 

Oyemeyi, Oyemeyi & Bello, 2006). These findings are supported by others although lack of 

knowledge and fear also seem to have the potential to influence how nurses experience caring 

(van Wissen & Woodman, 1994; Deetlefs, Greeff & Koen, 2003; Smit, 2005). Röndahl and 

colleagues (2003) carried out a study where 57 nurses and 165 nursing students from central 

Sweden were included and where their findings showed that the degree of fear can be put in 

relation to the length of training as the staff with longer experience showed less fear. If given 

a choice, 36% of the participants would refuse to care for HIV and AIDS patients and 20% 

thought there should be freedom of choice. In the few qualitative studies that exist, nurses 

express a feeling of lack of knowledge and fear, regardless of the country in which they 

worked, and this influenced their care negatively (Deetlefs et al., 2003; van Wissen & 

Woodman, 1994). Knowledge can be of use to enhance patient care but more importantly it 

can facilitate the development of adequate support and training schemes, enhancing the 

ability of the staff to deliver optimal care to this relatively large group of patients. In a 

descriptive, comparative, quantitative study of the attitude of nursing staff towards HIV 

patients, the authors Röndahl et al., (2003) found that the majority of nurses indicate fear as 

the key reason for not wanting to care for HIV patients, and the conclusion of their study was 

that such negative attitudes can result in a lack of emphasis when providing basic care. 

However, these findings are contradicted in another study by Deetlefs and colleagues (2003), 

involving South African nurses, where the nurses stated that their behaviour towards HIV-

positive patients did not differ from their behaviour towards other patients, despite the fact 

that the participating patients stated the opposite.  

 

In Oliver and Dykeman’s (2003) mixed methods study and in a study by Smit (2005) the 

nurses also expressed feelings of stress when treating the patients because of virus 

transmission. Consequently, their feeling of stress could be seen in the patients' increased 

anxiety level. In a rural area in South Africa a survey was conducted where the nurses 

expressed a lack of knowledge of HIV/AIDS care and a need for more nurses to be trained in 

order to help reduce the workload (Delobelle et al., 2009). In another study, the increased 

workload due to the counselling procedures for HIV/AIDS patients was found to create 

feelings of distress among the nurses and compromised the quality of care for other patients 

(Mavhandu-Mudzusi et al., 2007).  
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In a mixed method study by Delobelle et al., (2009) the nurses felt ignored by the 

government, which gave them no strategies to restrain and fight the epidemic. In other words 

the patients would not come in to be tested and the nurses could not provide the care they 

wanted (ibid). Even though the majority of studies present negative findings Hodgon (2006) 

and Delobelle et al., (2009) also highlight that British health care professionals and South 

African nurses working at clinics specialising in HIV/AIDS experienced positive feelings and 

saw their work as rewarding. Smith (2005) showed in his study that the nurses felt a high 

degree of empathy towards this patient group, reporting the same treatment and respectful 

manner as with any other patient groups. The nurses did not feel that the patients were to 

blame for contracting the virus. Furthermore, their attitudes did not differ in terms of 

frequency of care, age or gender. Nurses who are highly qualified and who have previous 

training were associated with a positive attitude (ibid). 

 

A great deal of research, both quantitative and qualitative (Webb et al., 1997; Cederfjäll & 

Wredling, 1999, Surlis et al., 2001; Hekkink, Wigersma, Yzermans & Bindels, 2005; Emlet, 

2007; Rintamaki, Scott, Kosenko & Jensen, 2007), investigates patient experience of being 

HIV-positive and it needs to be acknowledged that such a focus is of huge importance, 

particularly since the findings from these studies indicate that patients in general experience a 

feeling of stigmatisation, mainly caused by healthcare professionals’ attitudes and treatment. 

However, the authors of this dissertation could only locate a handful of qualitative studies, 

although there is a plethora of quantitative studies, exploring healthcare professionals’ 

experience of caring for this patient group. If care for this group of patients is to be enhanced, 

more knowledge about the nurses’ experience is needed. Such knowledge could underpin 

targeted training for nurses working with this group of patients. 
 

AIM 

 
This study aimed to highlight the experience of South African and Swedish registered nurses 

of caring for HIV-positive patients. 
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METHOD 

 
Hermeneutic phenomenology is a method used to describe the facts of lived experiences and 

is inevitably an interpretive process (van Manen, 1997). The Oxford English Dictionary 

(Brown, 1993) defines hermeneutic as “the branch of knowledge that deals with 

interpretation, especially of scripture” (p.1223). Hermeneutics is stated to be “an 

interpretation of Dasein’s being” (Heidegger, 1962, pp. 37-38), where Dasein is the German 

word for “being there”. Hence, hermeneutics is the interpretative part (van Manen, 1997). 

Phenomenological means the essential meaning of something and allows us to make direct 

contact with the informants' lived experience. Phenomenological research is used to answer 

questions of meaning (van Manen, 1997). Phenomenology is thus the descriptive part (ibid) 

of the method. According to Cohen et al., (2001), phenomenological methodology is ideally 

appropriate to the research of nursing care as it makes us more experienced ourselves (van 

Manen, 1997). Phenomenological researchers aim to recognise the human relationship that 

people develop as they discuss a lived experience and the conscientiousness this connection 

holds for both parts. Examining a phenomenon demands an unstructured approach, as this 

gives the informant the possibility of revealing relevant information (Polit & Hungler, 1999). 

Hence, an interview conducted in this way should not contain a theoretical framework as the 

essential meanings could then be forgotten (van Manen, 1997).  
 

Sample 
A purposive sample (Polit & Hungler, 1999) with reference to six registered nurses (Table 1) 

with experience of nursing care for HIV-positive patients was chosen and they were invited 

to participate in this study. Participants were chosen randomly from HIV infection clinics 

from two Swedish towns, one large and one small, in the south of Sweden and from two 

clinics in a rural northern province of South Africa. According to Polit and Hungler (1999) it 

is important to have as consistent a mixture as possible. Consequently, the authors of this 

dissertation tried to maintain as consistent a mixture as possible as the sample included 

people of varying socio-demographic backgrounds, including age, sex and different degrees 

of experience in the profession (Polit, Beck & Hungler, 2001).  
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The Swedish informants were contacted via the Head of Unit at two HIV departments in 

southern Sweden while the South African informants were contacted via a key person. The 

heads of the units in Sweden was informed verbatim and the proposal was sent to them so 

that they could fully understand the study and its investigative nature. The South African key 

person was informed about the study both verbally and in writing. As soon as the prospective 

informants had accepted, the key person then invited them to participate in the study and 

names and numbers were available. Informants were contacted by telephone by the authors of 

this nursing dissertation and during this call the informants were once again informed about 

the study and asked if they still wanted to be involved. Information letters (Appendix 1) were 

sent out together with a written consent form (Appendix 2), of which the latter were to be 

returned  before the interview. 
 
Table 1.  Informant characteristics 

 
Informant Country Gender Age  Graduated 
A 
B 
C 
D 
E 
F 

Sweden  
Sweden  
Sweden  
South Africa  
South Africa  
South Africa  

Woman  
Woman 
Woman 
Woman 
Woman 
Woman 

41 
61 
35 
46 
54 
37 

1990 
1970  
2001 
1987 
1987 
2004 

 
 
Data collection - Focused Interviews  
The purpose of a qualitative research interview is to find out about the informants, in this 

case, their life world (Kvale, 1997). Focused interviews are suitable when the informants are 

involved in the similar type of situation (Mishler, 1996). The method was chosen to guide 

and support the informants in describing and evaluating the cognitive sense of an experience. 

In this dissertation the focus was the nurses’ experience of caring for HIV-positive patients, 

and their own involvement in the experience. Focused interviews tend to promote narration 

instead of short answers (ibid.). To promote narration further, the interviews began with an 

overarching question; “I am interested to hear about your thoughts, feelings and experience of 

caring for HIV-positive patients and we would like you to tell from a positive, negative and 

neutral aspect.”  
 

Two pilot interviews were conducted to test the appropriateness of the question before the 

study started. Throughout the interviews general probing questions were used, such as; “How 

do you mean?” “Can you please elaborate?” whenever clarification of their experience was 

needed (van Manen, 1997; Polit & Hungler, 1999). A summary of the content was made at 
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the end of each interview to ensure the informants' experience of the articulated meaning had 

been grasped. The interviews were recorded on tape and transcribed. The tape-recorded 

interviews took place in a private room at the clinics. The participants were told the nature of 

the study and were asked to describe their lived experiences. Following this initial data-

generating question, respondents were encouraged to self-direct the content of the interview 

(Polit, Beck & Hungler, 2001).  

 

Data analysis – Hermeneutic phenomenological analysis 

According to van Manen’s (1997) description of hermeneutic phenomenology the collected 

and transcribed data were analysed, guided by the selective approach. This approach implies 

that the authors isolated the aspects and structured parts of the text were interpreted to deal 

with the phenomenon under investigation – here the experience of caring for HIV-positive 

patients. To acquire a general impression, several quick readings were made and the data was 

read by both authors independently. The texts were then read again, searching for statements 

related to the aim. Statements interpreted as dealing with the aim were highlighted. All 

statements were then read once more and arranged into sub-themes and labelled to illustrate 

their meaning (ibid). The six sub-themes were interpreted to represent one overarching theme 

(Table 2).  

 
 
Table 2. Overview of the sub-themes and the theme  
 
 

Sub-themes Theme 
 

Caring, fearing the unknown 
 

Caring brought frustration  
 

Caring brought hope as opposed to hopelessness 
 

The process of caring for HIV-positive patients  

  

Caring with experience 
 

 
  

Caring with knowledge and confidence 
 

Caring brings satisfaction 
 

 

 
Ethical consideration 

According to Holloway and Wheeler (1995), informants and interviewers often become close 

and generate ethical questions. In this dissertation the concept of confidentiality and respect 

for people’s privacy and their integrity have been included. Ethical approval was obtained 

from the Ethics Committee at Limpopo University (198/2009) South Africa as well as from 

the approval by the Ethics Committee (EPK. 26/2009) in Sweden. The participants received 
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verbal and written information before the study started, stating that their participation was 

optional and that their responses were to be coded and confidential. It is important that the 

informants are given the information as well as the possibility of refusing to participate. The 

information letter stressed voluntary participation and that the informants had the option of 

discontinuing their participation at any time. Written consent was asked for at the beginning 

of their participation, and the authors notified the informants that data would only be 

available to the authors and the authors’ supervisor. The data is stored and presented in such a 

way that the informant’s identity and confidentiality are preserved. 

 

 

FINDINGS 
In this section the authors will address the overarching theme ‘The process of caring for HIV-

positive patients’ with its associated sub-themes. Representative quotations from both 

countries will be presented under each sub-theme heading to make it easier for the reader to 

follow the interpretative analytic process (Appendix 3).   

 

The process of caring for HIV-positive patients 
The interviews were interpreted to represent one overarching theme “The process of caring 

for HIV-positive patients” which illustrated how the caring experience of South African and 

Swedish registered nurses had changed and evolved over time to now reflects their present 

experience of caring for this patient group. In the first phase of the process their experience 

was interpreted as being represented by the sub-themes ‘Caring fearing the unknown’. 

‘Caring brought frustration’ and ‘Caring brought hopelessness as opposed to hope’. These 

sub-themes were interpreted as demonstrating how the nurses initially experienced fear and 

worry, which existed in general before sufficient knowledge was available about HIV and 

AIDS. At this point in time the majority of diagnosed patients also died, which was reflected 

in the nurse’s experience of caring as a frustrating and hopeless task. However, the sub-theme 

‘Caring brought hopelessness as opposed to hope’ also reflected the experience of hope not 

visible until the Antiretroviral (ARV) drugs were introduced and the nurses had gained 

experience, thus marking the next phase in the process. In the sub-theme ‘Caring with 

experience’ the nurses felt security and comfort while caring and as the patients could now 

live a more or less normal life, this sub-theme was interpreted as representing the time when 

new medication arrived. Caring for this group of patients for a number of years had brought 



 

12 
 

the nurses to see the patients as individuals instead of focusing on their disease. Consequently 

caring for them with experience differed from before, when they felt fear whilst caring for 

this group of patients. At the same time, the patients reacted well to the new drug regimes, 

which lowered mortality in general in this patient group, giving both nurses and patients hope 

for the future. During the latter part of this period knowledge concerning HIV/AIDS was a 

fact, leading into a different era in the nurses’ experience of caring for this group of patients. 

The final phase was represented by the sub-themes ‘Caring with knowledge and confidence’ 

and ‘Caring brings satisfaction’, which were interpreted as representing the present. The 

nurses stated that they received frequent input regarding quality care and the latest drug 

regimes, and they therefore felt pride and confidence when caring for this group of patients. 

They stated that feelings of fear of contamination, frustration and hopelessness had at this 

point almost evaporated, although patients still died of HIV/AIDS and there has been a vast 

increase in recent years. The patients are at present feeling fine as long as they use 

precautionary measures and take their medication frequently, leaving the registered nurses 

with contentment and pleasure from meeting the patients again. Consequently, the theme was 

interpreted as highlighting how the experience of caring has evolved from being associated 

with a negative experience of care to a positive experience of care for this group of patients. 

 

Caring fearing the unknown  

‘Caring fearing the unknown’ referred to HIV/AIDS when it was a new and stigmatised 

disease and a time when the South African and Swedish nurses felt that they knew very little 

about the disease. It meant a huge change for them as care for this group of patients differed 

from previous care. They did not know how to protect themselves against contamination as 

the disease was new and they were not familiar with the facts. Consequently, the nursing care 

given at that point in time was influenced to a large extent by the nurses’ feelings of fear. 

Experiences of fear of not knowing how it contaminated and suffering from misconceptions, 

such as HIV/AIDS and death are automatically connected, led to a feeling of not wanting to 

be close to the patients and nurses in both countries therefore used all precautionary measures 

possible when caring for the patients:  

 
“I remember that when we were looking after the patients we looked like 
astronauts. Everyone had goggles, coats and gloves on, though we did not need 
them … but we chose to wear this. It must have been fear … it was so vivid how 
everyone was scared even though we all worked at an infection clinic.” (Swe-
Rn-C)  
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This sub-theme was also interpreted as representing a genuine fear of contracting the 

infection and becoming an HIV-positive patient themselves. At the time there were no good 

precautionary measures to prevent needle pricks, increasing the nurses’ fear when caring for 

these patients. Some of the South African nurses indicated that although they had knowledge 

of how contamination arose, it was insufficient to eliminate their feelings of fear whilst 

caring for their patients.  

 
“My first experience … I had fear of contracting the disease, even if I knew 
about contamination of the disease, maybe touching blood from an infected 
patient or if you get pricked, but I did have fear.” (SA-Rn-E)  
 

‘Caring fearing the unknown’ was also interpreted as representing a period of time in which 

both groups of nurses experienced insecurity when caring for this patient group. 

 

Caring brought frustration 

‘Caring brought frustration’ was interpreted as representing the time when the South African 

and Swedish nurses felt frustrated as the care they gave was felt to be difficult from several 

points of view depending on the caring context. The Swedish nurses’ frustration derived from 

the stigma attached to the diagnoses. The South African nurses mainly felt frustrated due to 

the fact that the patients did not understand the seriousness of the disease. The South African 

nurses were particularly frustrated at the dilemma of caring for patients who did not turn up 

for their regular check-ups. According to the South African nurses, this indicated that the 

patients had not understood that they were jeopardising their lives, leaving the South African 

nurses with a feeling of failure. The population in the rural area where the interviews were 

conducted did not have the right information about HIV/AIDS, which led to the nurses giving 

them reiterated information to correct their incorrect information. The nurses sometimes did 

not know how to inform the patients so that they would understand, and this could be 

expressed as:    

 

“I feel bad because some of my patients don’t understand even if I tell them 
every day. They don’t worry. You are the one who’s going to worry, most of 
them do not worry, you are going to worry. I even have sleepless night when I 
think of that patient; sometimes I wake up thinking of my patient; how can I 
convince that patient that she must understand … we are fighting, that our 
people must have knowledge.” (SA-Rn-E) 
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This sub-theme was also interpreted as representing a time when HIV/AIDS still carried 

feelings of shame. The Swedish nurses in particular were in a quandary since they felt that 

they needed to lie all the time due to the secrecy surrounding the disease. This was especially 

the case when it came to the terminal phase, when it was obvious what the patient was 

suffering from. Caring for this patient group differed from other care because of its stigma 

and this left the Swedish nurses discontented and perplexed about how to manage the 

situation. The sub-theme was also interpreted as characterising the complexity of the disease, 

leaving the Swedish nurses feeling that they had limited time to care for the patients, which 

resulted in less quality care: 

 

“We don’t have time … to help them …It’s a frustrating feeling not having the 
time for them.” (Swe-Rn-B). 

 

Caring brought hopelessness as opposed to hope  

‘Caring brought hopelessness as opposed to hope’ referred to a time before ARVs when the 

South African and Swedish nurses felt helpless caring for this group of patients, as well as the 

time when the ARVs were introduced and the nurses' feelings changed and they became more 

optimistic. The hopelessness evolved from the fact that the patients died a short while after 

diagnosis and the nurses empathised with their patients and their agony as they deteriorated. 

Moreover, both South African and Swedish nurses expressed a feeling of helplessness 

because the patients needed care and the nurses were unable to give them anything since 

nothing helped. Some of the South African nurses reported complications due to the fact that 

information and knowledge had just been received and even if most of the patients were 

diagnosed at a very late stage in their disease they tried their best to help them even if nothing 

helped. In addition, nurses in both countries reported hopelessness at not being able to give 

the patients the quality of care they needed, and this was expressed as follows: 

 
“You knew that the patient needed the care, but you didn’t know what type of 
care to give them. They were lying there waiting to die. And most of them died, 
most of the patients did die.” (SA-Rn-D) 
 

This sub-theme was also interpreted as representing the time when ARVs were introduced 

and care changed drastically for this group of patients. The patients were given the quality of 

care they needed. Consequently, both the South African and Swedish nurses reported feeling 

positive about the possibility of the patients living a normal life. This also indicated huge 

trust in the medication, which gave them hope that the patients would not die as a result of 
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HIV/AIDS and instead they would die a natural death at some point in the future just like any 

other person. 

 

The South African nurses implied that at this time patients were being detected earlier, giving 

them a chance to help them. Nurses in both countries expressed comfort at being able to 

provide encouraging information about the disease as long as the patient took the medication 

and used precautionary measures.  

 

“I don’t think that they are going to die from their HIV. They will die from 
another disease as everyone else, really. It’s a comfort that it is this way, because there is 
such good medicine now. It’s so nice that they can have a good life”.  (Swe-Rn-B) 
 

From the moment the ARVs came the nurses saw the possibilities instead of the tragedy of 

the disease. A feeling of hope emerged and they could spread that on their ward and to their 

patients. 

 

Caring with experience  

‘Caring with experience’ meant a time when the nurses had learned over the years to care for 

these patients and which made them sure of their profession whilst caring for this patient 

group. The South African nurses expressed the importance of sharing their experiences when 

it came to situations they did not know how to handle, whilst the Swedish nurses did not say 

anything about this. The South African nurses reported positive experience of knowing what 

information to give the patients. The importance of confidentiality and trust left them feeling 

confident in their work, indicating that this made the patients come in for follow-ups and the 

nurses felt content in their work.  

 

“Before, when I tested, for example, two patients and they were positive, I 
became very depressed the whole day, but now if I test 10 and they are all 
positive I feel that I have done a good job. Even if they feel negative, I feel 
happy, because then I can give them information. I know what information to 
give them, and we have follow-ups to offer them. Now, I can tell you and I can 
show you that the treatment is working.” (SA-Rn-D)  

 

This sub-theme was also interpreted as representing the importance of training and the 

Swedish nurses implied that their concern about being contaminated evaporated the longer 

they cared for this patient group, knowing the limited risk of being infected themselves. They 

therefore felt no difference caring for them compared with any other patients. Furthermore, 
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both South African and Swedish nurses stated that at this time nursing was completely 

different compared to before as experience had taught them how to provide optimal care for 

the patients and this could be expressed as:  

 
“… you have learned over the years, and today we have completely different 
care for HIV patients compared to before.” (Swe-Rn-A). 

 

The texts visualised how the registered nurses no longer viewed a positive HIV test as an 

obstacle because they had learned how to care for the patients.  

 

Caring with knowledge and confidence 

‘Caring with knowledge and confidence’ represents the present time. The nurses felt that they 

had adequate knowledge to rely on and this made them feel confident in their profession. 

Both groups of nurses felt that they were updated in terms of knowledge and that this had 

dispelled their earlier feelings of hopelessness, i.e. without adequate knowledge and not 

knowing how to care for this group optimally. In addition, they felt that there was no 

difference between negative and positive patients; the care provided was equal. They felt that 

fear of contamination was almost gone since they were acquainted with the forms of 

contamination and the low risk of being contaminated themselves whilst caring for HIV-

positive patients. 

 
“… it is important to be confident in your role as a nurse, because when you are 
confident in yourself you can give off the feeling of confidence to someone else. 
If you are worried about HIV yourself you can’t give that feeling. You have to 
be free in your mind about how other people choose to live their lives and not to 
bring out your own moral thoughts and feelings, you just have to forget about 
that … you have to be open to hearing everything and not complaining or 
thinking negatively about it. Not everybody is able to do that.” (Swe-Rn-C) 

 

The South African nurses expressed the importance of knowledge in order to provide the 

right care, which until quite recently was impossible. Moreover, they felt confident because 

of the knowledge they had acquired, which made it possible for them to transfer parts of their 

knowledge to their patients.  

 
“Some don’t know; they mix what is HIV and what is AIDS, and after that we 
correct those misconceptions ... we give them the right information, because we 
have good knowledge about HIV. Now we go on workshops once in a while.” 
(SA-Rn-F) 

 



 

17 
 

Despite this, the texts also illustrate awareness among the South African nurses that 

knowledge of HIV/AIDS has not reached everywhere, referring to non-specialised clinics and 

the general population.   

 

Caring brings satisfaction 

The sub-theme ‘Caring brings satisfaction’ represented the present time when knowledge 

arrived and over the years experience was built up. They now felt fulfilled in their work. The 

Swedish nurses stated that seeing the patients enjoying a good quality of life made them feel 

good, wanting them to see the patient again. Nowadays, when they come back for status 

checks they feel fine. The South African nurses mentioned a feeling of contentment due to 

the information they now were able to give the patient. The HIV result itself was a big change 

for them. Furthermore, when the patients are well informed and leave with the knowledge 

that they been given, the nurses feel that they done their job; they feel a sense of relief. One 

nurse expressed this feeling as follows: 

 
“What makes me happy … I give the information about HIV and testing and the 
person ends up testing. When he knows his status I feel I've done my part. I feel 
very pleased that I’ve done my part. What makes me happy is that when they 
are going home they know their status and they know what to do and what not 
to do.” (SA-Rn-F).  
 

This sub-theme was also interpreted as representing their experience of being able to get 

close to their patients, and the Swedish nurses in particular treasured the possibility of getting  

close to the patients and this made it an important part of working with this patient group:  

 

“… we build up a friendship and we know each other well … that is the best; 
that we have our own patients and that you get to know each other well and to 
follow them, it’s very positive … we feel happy when they are feeling fine” 
(Swe-Rn-A)  
 

They also stated that it was better now; more people came to test themselves and the bad side 

effects could therefore be prevented in time and they could provide quality care. This made 

them happy and they felt they were doing a good job, but also that they had not failed their 

patients or themselves. 
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DISCUSSION  

 
In this section the method and the findings will be discussed and inaccuracies emerging from 

the process will be pointed out and examined. As interviews were used, the discussion will 

include coping strategies, Henderson’s nursing model, as well as the authors' interpretations 

and their own conclusions from the information provided by the informants.    

 

Method discussion 
According to Patton (2002), it is typical in phenomenological research to have a small 

number of participants and still achieve redundancy when enough information is obtained 

from each interview, i.e., data saturation (ibid). A consistent blend in this dissertation was 

achieved in terms of age and differing experiences of the profession, whilst the same is not 

true for gender as it is mainly females who are included in this study, thus reflecting the 

nursing profession, where the majority of nurses are women. Some of the sub-themes were 

not represented in all the texts (Table 3), although the interpreted totality indicated that the 

overall experiences were the same. The authors of this dissertation have throughout the whole 

interpretative process discussed, read and re-read each other’s analysis. Discussions around 

the sub-themes that emerged were written down and then thoroughly re-thought. Quotes 

representing the different sub-themes were re-read once again and compared with the raw 

data for trustworthiness. In addition, a third person (GB) also participated in the discussion 

surrounding the texts and also read some of the interviews. Throughout the work there has 

been an awareness of interpretations and subjectivities due to the authors' personal 

reflections. 

 

Wallace (1994) indicates that the use of an overarching question gives the informant the 

choice of information to incorporate into the account and how information is intertwined. The 

initial question gives the informant freedom to address the significance in order to encourage 

free narration. Consequently, the interviews began with an overarching question to promote 

narration: “I am interested to hear about your thoughts, feelings and experience of caring for 

HIV-positive patients and we would like you to tell us from a positive, negative and neutral 

point of view.”  The point would have been lost if the authors had used defined questions. An 

overarching question can result in limited information about a phenomenon, i.e. a question 
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focusing on the aim of this dissertation. The dilemma is that speaking or responding too 

quickly may affect the informants' feelings towards their experience or to change the 

informant’s choice of words or way of thinking (Gurevitch, 1990). This approach thus gives 

the informant a choice and cannot be direct in a way that would bring out feelings that are of 

no importance to the informant (ibid). Two test interviews were conducted before the actual 

interviews for this dissertation in order to test the appropriateness of the in-depth question. 

The pilot study informants understood what they were asked to contribute and because of the 

appropriateness and quality of the answers the question did not change during this process. 

Furthermore, the way of interviewing did not differ between the pilot interviews and the 

actual interviews. Sometimes the authors needed to bring the informants back to the topic, 

due to the informants' vivid elaboration on experiences that had nothing to do with the aim. 

According to Cohen, Kahn and Steeves (2001) leading in this way is necessary when the 

informants drift away from the specific question. Six interviews were conducted, of which 

three were conducted in Sweden and in Swedish, hence the risk of misinterpretation when 

translating into English.  

 
Interpretation of findings 
The meaning of the informants' experience of caring for this patient group was presented 

under the theme ‘The process of caring for the HIV-positive patients’. The theme was 

interpreted as representing the dynamic nature of nursing care, as described mainly by Benner 

(1989), Leininger (1978) and Henderson (1997), where the latter in particular states that 

caring is a dynamic relationship between a patient and a nurse (ibid). In addition, the theme 

was interpreted as representing these nurses' experiences and how these have changed in a 

‘time process’ covering experiences from early on when no one knew much about the disease 

or how to care for this patient group, to the present day, with current experience and 

knowledge. The theme ‘The process of caring for the HIV-positive patients’ came naturally 

due to the fact that experience is ongoing and dividing it into different sections was thus not 

possible as in doing so the interpreted totality would be lost. 

 

Our study has shown us that although people live in different hemispheres they still feel the 

same when it comes to a global phenomenon, such as caring for HIV-positive patients. 

Although not everything was similar, the interpreted totality indicates that there were more 

commonalities than differences. 
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In the beginning, when the disease was new and stigmatised, it left the nurses with a feeling 

of fear when caring for this group of patients due to the risk of contamination, which made it 

a solution for the nurses in both countries to interact with the patients. This is also implied in 

studies by van Wissen et al., (1994) and Deetlefs et al., (2003) which show that fear exists 

irrespective of the country in which the nurses experience it.  Thanks to the media biasing the 

information and blowing it out of proportion, they produced fear (van Wissen & Woodman, 

1994). Other studies implied the same feeling among healthcare workers while caring for this 

group of patients in (Nyblade et al., 2004; Reis et al., 2005). This could be a way of 

expressing feelings towards the unknown, to repress what was actually happening. How one 

handles the stress is related to one's ability to deal with stress, but can also reflect the quality 

of coping (Dombeck & Wells-Moran, 2009). It is of great importance that there is one 

general coping strategy for whatever evolves and that it can be implemented in every 

situation, both theoretically and in practice. This is something that should be implemented at 

nursing college, but also at the workplace in order to keep the healthcare workers alert and 

ready for new experiences. Dombeck and Wells-Moran (2009) imply that if you know how to 

cope in stressful situations the anxiety level is minimised. Unnecessary precautionary 

measures were used and some of the South African nurses indicated fear caring for the 

patients although they were aware of the mode of transmission. Repression as a coping 

strategy is sometimes in the receiver's favour, If the nurses denied the problems related to the 

disease, they could distance themselves from being hurt emotionally (Dombeck & Wells-

Moran, 2009). Another finding that supported the fear of caring for this group of patients was 

the misconception that death and HIV belonged together. Both countries experienced a 

negative patient-nurse relationship. This could be interpreted as a coping strategy; when they 

did not know what the disease was they protected themselves in the only way they knew how 

– stepping back and observing rather than becoming involved, also known as denial. 

According to Dombeck and Wells-More (2009) denying is to say that one thing is not the 

way it is or to refuse to accept the facts.   

 

Caring without knowing what to do leads to frustration and the South African nurses had do 

deal with patients not understanding their condition and what it meant having HIV and not 

coming in for regular check-ups. In the study by Delobelle et al.(2009) they found that the 

nurses felt ignored by the government, which failed to takes steps to stop the epidemic, citing 

this as a reason why the patients did not come in and leaving the nurses with a feeling of 

being unable to do their job. This could be a reason for the South African nurses’ frustration 
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and is therefore implied in our study. Even though they did not say directly that it was the 

government's fault, the frustration was there due to their inability to provide quality care. The 

Swedish nurses felt discontentment because of the stigma surrounding this patient group and 

the fact that they did not have the time for the patients owing to the complexity of the caring 

process, thus leading to frustration. This is perhaps because of the small numbers of infected 

patients and the link to homosexuality and drug addiction. The findings of frustration differed 

between the two countries and the reason for this could be the fact that one is an 

industrialised country and the other an undeveloped country. The information was not 

disseminated in South Africa as it was in Sweden due to problems involving illiterate patients 

and that the fact that this study was conducted in a rural area where the population had other 

primary needs, such as surviving. Whilst in Sweden this is not a problem and the media helps 

to disseminate information about HIV, it is sometimes biased, which could lead to the stigma 

the nurses experienced in Sweden. According to Lambert and Lambert (2008), in order to 

avoid a stressful situation it is of great importance to modify the situation. One way could be 

that briefing with colleagues should have been obligatory. On the other hand we were unable 

to find a solution to this problem at that time. When these feelings arise nowadays, 

information about such matters is disseminated in a way that such problems are eased, 

making it easier for nurses to be on top of their work.     

 

During the time before ARVs the patients died and nurses felt helpless as there was nothing 

that could be done to help the patients. In our opinion caring does not always go hand in hand 

with curing the disease. Caring is an essential form of support for the patients, both 

emotionally and physically, and is not just provision of treatment (Benner, 1978;  Leininger 

1989; Henderson, 1997). They had a choice of actually doing something, but then they chose 

to be disease-orientated rather than patient-orientated and this led to a feeling of despair. One 

reason for this could be their own fear of death due to being so close to the patients. They 

experienced the agony and pain the patients were going through and which could have 

reminded them of the fragility of life and, more to the point, the fragility of their own lives. 

They could not do anything else other than be afraid of the disease that was killing its 

victims, and the nurses did everything to avoid becoming sick themselves. Chronically ill 

patients at the end of life are the biggest source of emotional exhaustion for nurses (Leiser, 

Mitchell, Hahn, Slome & Abrams, 1998). According to Kalichman, Gueritault-Chalvin and 

Demi (2000) failure to cope with these patients will result in job dissatisfaction.  

 



 

22 
 

As soon as the ARVs were introduced, a huge weight had been lifted from their shoulders. 

They no longer felt that they could not help and instead they could concentrate on the 

patients' needs. At this time they could experience recovery, seeing the patients' live a life of 

dignity. As far as the medicines were concerned, they also knew what care the patients 

required. They had learned through various channels what should and could be done to 

protect themselves as well as the patients and this made them understand what they had to do 

in terms of care in order to make the patients feel better. By that time they sensed that their 

patients were feeling better and the medication and care could be discontinued. According to 

Kalichman et al., (2000) the nurses in their study coped with the stress through acceptance. 

This could be adapted in our findings due to the fact that they now knew what could be done 

for the patients.   

Through acceptance, the experiences of caring for HIV-positive patients and seeing the 

ARVs working wonders the nurses could now give them better and more direct information. 

They knew what they were doing. By that time the patients in South Africa were detected 

earlier, which meant that they could get help before they were truly bedridden. South African 

nurses stated that the reason for this was that when they could give positive answers the 

patients could come forward with their condition. According to Henderson (1978) nursing 

care should include information based on research findings. At this time it was possible for 

the nurses to provide some information to their patients instead of nothing. Although research 

was not well elucidated they had something to rely on; something that was based on their 

own experiences and the little research material that was available. The information given 

could be interpreted and understood and they could implement it in their own lives and 

spread their newly found understanding to others.  

The South African nurses indicated the importance of sharing their experiences with each 

another, which was not brought up by the Swedish nurses. One reason for this could be that 

in the rural area where the interviews were conducted, the nurses had no access to the internet 

or journals regarding this subject. Hence, the way of disseminating the information had to be 

from person to person. This is something that Swedish nurses do frequently and receiving 

information from a co-worker is not the optimal source of educational information. This does 

not imply that briefing with fellow colleagues is in any way unnecessary and it is in fact of 

huge importance.  
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By this time the Swedish nurses had no fear of being contaminated as they knew that the risk 

was slim to none. The South African nurses did not indicate anything until they had the 

knowledge, and then they felt safe. There was no longer any difference between caring for 

HIV-positive or negative patients. Consequently, the Swedish nurses had several years of 

experience with this patient group before they found out whilst the South African nurses had 

only a small gap between experience and knowledge of HIV. We therefore believe that the 

Swedish nurses had seen the small risk of contamination with the virus before they actually 

knew the true situation. Their experience taught them that instead of seeing contamination as 

a major stress factor, they could now see the low risk of being contaminated, and therefore 

feel positive. Lambert and Lambert (2008) came to the conclusion that when you cannot 

change a fact it is of vital importance to embrace the actual stress factor and enhance the 

positive aspects of it. Consequently, both the Swedish and South African nurses stated that 

they now provided the patients with a completely different type of care because of their 

experience.  

Nowadays, they also have knowledge to rely on, which meant these patients could be cared 

for with confidence. The continuous updates about HIV and adequate caring made them feel 

that they contributed to the patients’ essential needs. This meant that they treated every 

patient with the dignity they deserve, but also that there is no difference between positive and 

negative patients. The problem is still that the nurses participating in this study have had 

training in HIV, whilst other nurses who do not deal with this every day still do not have 

sufficient knowledge to provide good care. One reason for this could be that training in HIV 

is not included in the nursing programmes in a way that helps nursing students care for this 

patient group. According to Henderson (1978), it is of vital importance to receive 

individualised service as a nurse and nursing student, and she implies that the nursing 

students are our hope for the future. Consequently, caring for this group of patients must be 

included in the nursing programme in order to avoid all the above-mentioned negative 

feelings and to provide quality care from the outset.             

A very limited number of Swedish nurses will face this patient group whilst in South Africa 

the majority of the nurses are highly likely to do so. Nevertheless, as mentioned above, 

everyone should be entitled to the same knowledge base and this should be implemented in 

all types of disease, especially since the world nowadays seems to be globalised and without 

borders compared to before. People move everywhere to work, go on holiday or study, and 

this would be an obstacle if knowledge differed between countries.  
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With experience and knowledge, and the fact that the ARVs have been introduced, the nurses 

derived satisfaction from their work. Experiencing the patients living their lives gave the 

nurses from both countries satisfaction in the knowledge that their efforts have been 

rewarded. Henderson (1978) implies that it is of great importance to gain sufficient expertise 

as a student in order to fully appreciate and gain satisfaction from the results of their work. 

They now have a friendship relationship with their patients and for the Swedish nurses this is 

an important aspect of caring (Irwin, 1998).  

 

CONCLUSION 
  

The findings from this study show that similarities and differences exist between 

industrialised countries and undeveloped countries. The nurses from both countries reported 

the same experiences, although the same feelings were sometimes triggered by different 

circumstances. The conclusion of this BSc dissertation is that trained nurses who have been 

specially trained in the field of HIV must not feel insecure and unsafe. Hence, knowledge is 

important and much needed by all healthcare staff in order to be able to provide the best care 

for the population it serves. It is important to perform studies that include more than one 

perspective, as such a design makes it possible to explore issues and questions from a broader 

perspective. Knowledge originating from such research facilitates a deeper understanding.   
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Appendix 1 

 

 

To whom it may concern, 

We are two nursing students from Blekinge Institute of Technology (BTH), Division of 
Health Science, Karlskrona, Sweden. We have been studying for two and a half years and are 
now writing up our Nursing BSc dissertation “The lived experience of South African and 
Swedish registered nurses caring for HIV-positive patients”. The aim of our work is to 
explore how South African and Swedish registered nurses experience caring for this group of 
patients. 

We will collect data by interviewing nurses. The interviews will be taped and transcribed. 
Informants as well as the transcriptions will at all times be kept confidential. Only we and our 
supervisor will have access to the data. Those accepting to participate can at any point change 
their mind and withdraw from the study. If you have any further questions please feel free to 
contact us, Nathalie Nilsson Norman, Mari Soleyman or our supervisor Dr. Gunilla Borglin 
(gunilla.borglin@bth.se).  

 

Yours sincerely, 

 

Nathalie Nilsson Norman (nathalie_norman@yahoo.com) 
Mari Soleyman (mari.soleyman@yahoo.com) 
 

Permission to carry out this interview with nurses who have had continuous contact with and 
therefore have lived experience of HIV-positive patients.  

 

 

□ Granted    □ Not granted 

…………………………………………………… 
Date and Place    Signature 

mailto:gunilla.borglin@bth.se�
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Appendix 1 

 

 

Till den det berör,  

Vi är två sjuksköterskestudenter från Blekinge Tekniska Högskola (BTH), Sektionen för 
Hälsa, Karlskrona, Sverige. Vi har studerat i två och ett halvt år och skriver nu vårt 
examensarbete “The lived experience of South African and Swedish registered nurses caring 
for HIV-positive patients”. Syftet med denna studie är att undersöka hur sydafrikanska och 
svenska registrerade sjuksköterskor förbehåller sig till omvårdnaden kring denna 
patientgrupp. 

Vi kommer samla data genom intervjuer med sjuksköterskor. Intervjuerna kommer att bli 
inspelade och sedan transkriberade. Informanterna, banden med intervjuerna och de 
transkriberade intervjuerna kommer hela tiden att hållas konfidentiella. Endast vi och vår 
handledare kommer ha tillgång till detta material. Dem som accepterar denna inbjudan att 
vara med i studien kan när som helst ångra sig och avsluta detta samarbete. Vid eventuella 
frågor, tveka inte att kontakta oss, Nathalie Nilsson Norman, Mari Soleyman eller vår 
handledare Dr. Gunilla Borglin (gunilla.borglin@bth.se).  

Med vänliga hälsningar 

 

Nathalie Nilsson Norman (nathalie_norman@yahoo.com) 
Mari Soleyman (mari.soleyman@yahoo.com) 
 

Tillstånd att utfärda denna intervju med sjuksköterskor som har haft en kontinuerlig kontakt 
med HIV-positiva patienter och därför erhållit en levd erfarenhet inom detta ämne.  

 

 

 

□ Beviljat    □ Inte beviljat  
……………………………………………………… 
Ort & datum    Signatur 

mailto:gunilla.borglin@bth.se�
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Appendix 2 

 

 

 

To whom it may concern,  

I have been informed both orally and in writing about this work, “The lived experience of South 
African and Swedish registered nurses caring for HIV-positive patients” and I hereby give my 
full consent that I understand and accept the responsibilities expected of me. I can at any time 
end my collaboration without any further notice. 

 

 

 

 

 

 

 

 

 

 

 

 

 

□ Beviljat    □ Inte beviljat  

 
…………………………………………………………… 
Ort & datum    Signatur 
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Appendix 2 

 

 

 

Till den det berör,  

 

Jag har blivit informerad både muntligt och skriftligt angående detta examensarbete, “The lived 
experience of South African and Swedish registered nurses caring for HIV-positive patients” och 
jag ger härmed mitt fulla samtycke att jag förstår samt accepterar det som förväntas av mig. Jag 
kan när som helst dra mig ur detta samarbete utan några som helst följder. 

 

 

 

 

 

 

 

 

 

 

 

 

□ Beviljat    □ Inte beviljat  

 
…………………………………………………………… 
Ort & datum    Signatur 
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Appendix 3 

Table 3  
Sub-themes and themes related to the experience of caring for HIV-positive patients 

Statements*  
Sub-themes Themes 

“... the nurses took care of them, full care, but they were wearing double gloves and masks 
when they were to touch those patients. They were afraid that the infection would get 
transferred to them ... they thought that maybe by contacting their sweat they could get it.” 
(SA-Rn-D) 

“When we didn’t have the knowledge you find that you have those misconceptions like even if 
I put on the gloves I think maybe something could have happened, that their blood came in 
contact with me and then you have those mixed feelings. The fear was that I could infect 
myself and then what about my children? What about my partner? It is not to say that I am 
afraid of that now, now I know that it takes more than that for me to be infected.” 
(SA-Rn-F) 

”The first HIV-positive patients that came were a big change for us. When you had an HIV-
positive patient, you saw and thought that HIV and death belonged together … everyone was 
petrified about how to treat the HIV-positive patients. We wore visors, gloves and masks. The 
aim was to be as protected as you could because you were terrified for these patients.”  
(Swe-Rn-A) 

”…they looked very ill. We were terrified when we had to enter into the patients’ room, 
really, it wasn’t funny at all if you had to enter the room and take blood samples and also 
because it was so new. I remember we were shaking when we had to take the blood samples 
and we didn’t have the same precautionary measures to prevent needle prick injury we just 
used a little cap. There were a lot of thoughts and it was very uncomfortable, we were 
shaking.” (Swe-Rn-B) 

 

“They end up, sometimes, breastfeeding the child knowing what they are doing. That it’s 
wrong, if they opted not to breastfeed, but due to the pressure she will have to. That is really 
frustrating that it can go so far that the woman may infect her child.” (SA-Rn-F)   

“We thought it were dreadfully difficult because everything were supposed to be hush, hush 
… Everything surrounding the patient was supposed to be in secrecy.” (Swe-Rn-A) 

“… I think that the most difficult part are those who have a mental problem, they don’t have 
any understanding of this disease … when you see this patients getting worse, it’s frustrating 
...” (Swe-Rn-C) 

“HIV is a problem it is a big problem … I do tell them about HIV I don’t know whether I’m 
failing, I wanted to help them…I feel very sad, because every day their condition is 
deteriorating … I do tell them, I do support them every day I support them every day I tell 
them what is this, what is this, every day I encourage them to take the medicines as described. 
Every day I feel bad, I feel bad every day.”(SA-Rn-E) 

 “It was so tragic, he had small children with him, and the mother was also infected with HIV 
and I thought – how will this end?” (Swe-Rn-C) 

“During labour the child is given medicine. But we first have to find out when the mother got 
AZT so that we can calculate how long the baby is to be given the treatment ... feel thankful 
that we are able o help them, that we have a treatment compared with before.” (SA-Rn-F)   

 “Now days it is much more positive, of course it is still very sad news to hear that one is HIV 
positive, that’s very sad, but we can give them more. We can tell them that it is going to be 
alright and that they will live on normally … It is a huge comfort that you can tell them that 
they will live like everyone else, and that they will not die tomorrow.” (Swe-Rn-A) 
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the unknown 
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Caring brought 
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Statements*  
Sub-themes Themes 

 

“With experience it does help because we have some, (p)way of checking the facial expression 
after disclosing the result to her…” (SA-Rn-E)  

“… sometimes you feel put in a corner and you don’t know what to do, but when we come 
together with other people from other places we share and we do have expectations in the 
workshop to clarify as those things. And when you come back you feel relieved, you start fresh 
and then there are no problems, and then you can stand firm. We learn from each other, how 
that nurses overcame their obstacles maybe they were in the same situations that I experience 
where I didn’t know how to come out. So we learn from each other’s experiences.” (SA-Rn-F) 

“As a nurse you don’t have to know how they got infected, but I think it is a common 
question... I probably then realize what am I doing, I don’t have anything to do with this … 
working with HIV infected patients is a training, and after you have met a few your own fear 
will go away.”(Swe-Rn-C) 

“After a few times it wasn’t more difficult than any other patient … today it’s no difference 
they are like anyone else … you get the routine so we do the same, and don’t feel anything 
special. I don’t feel at all before I enter into the room that this patient hast HIV, I’m not 
worried at all, don’t feel scared or anything, I do the same with everyone.” (Swe-Rn-B) 

 

“... now, after training in HIV and our fear, we help our communities ... Since 3-4 years ago 
we have been educated, and they have found out that as nurses we need training about HIV. 
That information has helped us a lot. Because if you have knowledge, you know what you 
have to do for the patients.” (SA-Rn-D) 

 “When it comes to knowledge, when they give us knowledge on the workshops it’s helping, it 
makes us feel strong …” (SA-Rn-E) 

“We treat these patients as we would treat everyone else. We know this. But you can still meet 
other hospitals or clinics where the patients are being operated in where the information is 
not as it should be. In other words, that they don’t have the same knowledge as we do ... we 
can perceive that outside the infection clinic they don’t have the same knowledge as we do 
here. They are afraid, but we don’t experience that here, to take care of these patients.”  
(Swe-Rn-A)  

“Now we have our own patients, a doctor is in charge but we care for these patients and if 
there is something special we will talk to the doctor…” (SweV-Rn-B) 

 

“The stigma is not so much here. They talk openly about the HIV everywhere. It feels so good 
now, unlike before.” “... there are days for wellness or HIV, you cannot miss that it is very 
nice to be with them.” (SA-Rn-D) 

“Most of our people after they been diagnosed that they are HIV positive, the ARV’s works, 
most of them they are all right so some of them is positive that one day it will be alright. That 
makes me feel that, this programme is effective.” (SA-Rn-E) 

“… they have other problems … you become a source of safety for the patients … we can be 
their safety.” (Swe-Rn-C)  

“They become our patients and they come and go as they want. We do everything for them we 
are like their county council doctors.” (Swe-Rn-B) 
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* Statements are in some cases shortened and made more readable without changing the meaning of the statements. 
** Rn is short for Registered nurse, Swe is short for Swedish, SA is short for South African.  
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