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Abstract

Background: The human immunodeficiency virus (HIV) epidemic continues to pose a major health challenge, with hospital admission rates for people living with HIV (PLWHIV) remaining high despite treatment advances and recommendations promoting HIV self-management. Hospital-based nurses are the primary healthcare professionals interacting with PLWHIV in hospital settings, making it critical to understand their experiences in providing HIV self-management information at discharge to improve outcomes and reduce readmissions. This study’s purpose was to explore hospital-based nurses’ understanding of HIV self-management and to explore and describe their experiences in providing HIV self-management-related discharge information at a tertiary hospital in the Cape Metropole.

Methods: A qualitative, descriptive, exploratory and contextual design was employed. Ten hospital-based nurses were purposively sampled, and data were collected through semi-structured interviews. Braun and Clarke’s six steps of thematic analysis were applied, with ethical principles observed and trustworthiness ensured.

Results: The study revealed that hospital-based nurses recognised the importance of understanding HIV progression, patient involvement in HIV self-management and their role in education at discharge. Participants emphasised the necessity of ongoing training to strengthen healthcare professionals’ ability to support PLWHIV effectively.

Conclusion: Providing HIV self-management information at discharge can reduce hospital admissions. However, gaps in hospital-based nurses’ knowledge highlight the need for continuous training to enhance patient education and improve self-management.

Contribution: This study identifies critical gaps in hospital-based nurses’ knowledge and practice, offering insights into measures required to equip hospital-based nurses to educate PLWHIV. Strengthening this role has the potential to improve patient wellbeing, reduce morbidity and hospital admissions.
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Introduction

Globally, in 2024, about 39.9 million people were living with human immunodeficiency virus (HIV), with South Africa reporting the highest number of people living with HIV (PLWHIV), recorded at 8 million (Louw, 2025; Payagala & Pozniak, 2024, p. 119). The advent of antiretroviral therapy (ART) has significantly improved the life expectancy of PLWHIV (Nyirenda, 2020, p. 75–80) and lowered global mortality rates from 1.3 million in 2010 to 630 000 in 2024 (Joint United Nations Programme on HIV or AIDS [UNAIDS], 2025a, 2025b), while chronic care methods have positively influenced their health (Bwalya et al., 2025, p. 10–13). The availability and uptake of Highly Active Anti-Retroviral Therapy (HAART) have changed HIV from a deadly disease into a manageable chronic condition (Lu et al., 2018, p. 15–22). However, the morbidity of PLWHIV in South Africa remains high, with reports of about 360 000 annual HIV-related hospital admissions, which further strains the public healthcare system (Bwalya et al., 2025, p. 22; Hoffmann et al., 2019, p. 1).

Although the Western Cape province reported a lower HIV prevalence rate of 7.4% in 2022 (Oosthuizen, 2022, p. 1), there are areas in the province that have a high prevalence above the national prevalence. For instance, Regenauer et al. (2020, p. 108) found that Khayelitsha, a peri-urban area in the Cape Metro, had the highest HIV prevalence of 33%. Furthermore, despite achieving a 92% viral suppression rate among those on treatment in the Western Cape (Ditaunyane, 2024, p. 1), HIV is the 4th highest cause of death in the province at 5.7% (Western Cape Department of Health and Wellness [WCDHW], 2024). Even though advances in HIV management have turned the disease into a manageable chronic condition, high rates of hospital admissions and readmissions remain a challenge, with records showing that in South African regional hospitals, PLWHIV accounted for more than 50% of inpatient deaths (Lamprecht et al., 2023).

Research shows that up to 74.4% of patients admitted to hospitals who qualify for readmission have HIV-related health conditions (Chawla et al., 2018, p. 1). Furthermore, Bwalya et al. (2025, p. 22) found that increased hospital admissions among PLWHIV largely result from poor engagement in care, inadequate follow-up visits after discharge and failure to adhere to discharge instructions. Therefore, integrating HIV self-management information into the discharge plan and health education by healthcare workers such as hospital-based nurses, doctors, adherence supporters and counsellors is crucial for PLWHIV (Areri et al., 2020a, p. 810).

The various HIV self-management techniques, such as lifestyle and behaviour change, regular check-ups, family support, treatment adherence and symptom monitoring, are essential for reduction of hospital admissions, better understanding of the condition, increased adherence and improved prognoses (Areri et al., 2020a, p. 809, 2020b, p. 1; Dadi et al., 2024; Kvarnström et al., 2021, p. 1100; Van Dongen et al., 2020, p. 161). Neglecting these practices can lead to poor health outcomes, disease progression to acquired immunodeficiency syndrome (AIDS) and increased hospitalisations (Dadi et al., 2024; Jara et al., 2024). Including HIV self-management information in the discharge plan is beneficial to the patients, as it empowers them to be actively engaged in their own management, hence enhancing their well-being (Arison, 2025, p. 83). Thus, in a situation of such high HIV-related hospital admissions, it’s vital to understand hospital-based nurses’ experiences in providing patients with HIV self-management information upon discharge, as this can enhance their health outcomes.

Problem statement

As HIV became a chronic illness, HIV self-management has gained prominence, with high potential to improve health outcomes and reduce hospital admissions (Battersby et al., 2010, p. 561; Dineen-Griffin et al., 2019, p. 2; Jara et al., 2024). However, as reported by the WCDHW (2024), poor HIV self-management can be noted in the communities, as patients living with HIV are being lost to follow-up, which results in worsening of their condition, at times leading to hospitalisation. Studies show that 53% – 60% of PLWHIV are readmitted to hospital for HIV-related conditions, and 26% – 29.9% have died from missed follow-up visits (Hoffmann et al., 2019, p. 1; Meintjes et al., 2015, p. 438), and over 50% of in-patients’ deaths are PLWHIV (Lamprecht et al., 2023). Although effective HIV self-management can reduce hospitalisations, its implementation remains inadequate (Reed et al., 2019, p. 21). Hence, the necessity for hospital-based nurses to provide essential HIV self-management information before discharge, yet limited insights into their experiences in the Western Cape exist (Arison, 2025, p. 6). The objectives of this study were to explore the hospital-based nurses’ understanding of HIV self-management and to explore and describe their experiences in providing HIV self-management discharge information at a tertiary hospital in the Cape Metropole (Arison, 2025, p. 6).

Research methods and design

This study applied a qualitative approach, with an exploratory, descriptive and contextual research design (Arison, 2025, p. 32). The aforesaid design explores people’s interactions, beliefs, experiences, attitudes and behaviour (Ahmad et al., 2019, p. 2828). Additionally, the method used in this study uncovered individual behaviours, experiences and captured and described the phenomena without any other kind of interference (Siedlecki, 2020, p. 9).

Study setting

The study was conducted at a leading public academic hospital within the Cape Metropole area of the Western Cape province in South Africa (Arison, 2025, p. 7). The hospital serves a population of over 3.4 million people and has 1384 beds, 67 wards, 29 operating rooms, 10 intensive care units (ICUs) and 164 ICU beds (Arison, 2025, p. 35). Approximately 492 670 patients visit the hospital annually. For this study, six internal medical wards were selected for recruitment of participants, as these are the main wards where patients living with HIV-related admissions are admitted for HIV-related health problems.

Study population, sampling and sample size

The target population for this study was hospital-based registered nurses in different categories (Arison, 2025, p. 36). Purposive sampling was used to recruit hospital-based nurses for this study because it permits the researcher to continuously select participants who have insight and understanding of the phenomenon being studied (Arison, 2025, p. 37). For this study, hospital-based nurses working in internal medical wards are the most knowledgeable and experienced, as these are the wards where patients with HIV-related admissions are found. Therefore, inclusion criteria encompassed being a permanently employed nurse currently registered with the South African Nursing Council (SANC), providing direct care to patients living with HIV in the ward, and having at least 6 months of experience caring for HIV patients. The sample size for the study was guided by data saturation, which was achieved after eight participants, and two more interviews were conducted to confirm that no new information was being obtained, providing a total sample size of 10 participants (Arison, 2025, p. 39).

Data collection

Guided by the research aim and research question, the interview guide was developed from the literature by the researchers. The interview questions started with the question: ‘Can you please tell me about your experiences of providing discharge information to persons living with HIV?’. Participants were further probed to gain deeper insight into their experiences, with the interview gathering information on aspects such as their understanding of HIV self-management; aspects related to context and processes involved in their experiences; and the experienced challenges and facilitators in providing HIV self-management information on discharge. Furthermore, data were collected on the various demographic details such as the participants’ age, gender, qualification, position and years of experience (Arison, 2025, p. 56). Prior to data collection, a pilot interview was conducted with one registered nurse to test the interview guide’s ability to collect meaningful and credible data; relevant adjustments were made to the questions identified (Arison, 2025). To recruit participants for the study, the first author held an in-person meeting with the managers of the medical wards where PLWHIV are usually admitted regarding the research study. Inclusion criteria were shared with the managers to identify and inform potential participants about the study. The unit managers of these units informed their staff about the research study and shared the contact details of those who met the inclusion criteria and readily agreed to participate in the study. The researcher contacted the potential participants to offer further information about the study, and those who agreed and could make themselves available during the data collection period participated in the study. The data for this study were collected by the researcher in a private space via semi-structured individual face-to-face interviews in the presence of an independent moderator during November 2023 (Arison, 2025, p. 43). The interviewer is a clinical facilitator at the facility’s Clinical Education and Training department with 16 years’ experience in nursing. The interviewer had no relationship with the participants and was working only in the surgical department of the facility. All the interviews were audio-recorded with participants’ permission and conducted in either English or Afrikaans, based on the participants’ preferences (Arison, 2025, p. 43). The average duration of the interviews ranged from 45 min to 60 min per participant to allow enough time to express their perspectives based on the phenomena under study (Arison, 2025, p. 43). All audio-recorded and transcribed data were password-protected and saved on a password-protected device. Only de-identified, password-protected transcripts were shared with the independent coder for analysis. Only the researchers had access to the data. The signed informed consents are kept in a locked cupboard in the researcher’s office (Arison, 2025, p. 56).

Data analysis

The data analysis process involved transcribing the interviews verbatim, and interviews conducted in Afrikaans were translated by a professional translator and verified by the first author, whose first language is Afrikaans (Arison, 2025, p. 43). While applying an inductive approach, a reflexive thematic analysis technique was used. This approach was followed, based on a six-phase technique to analyse qualitative data applying reflexive thematic analysis (Braun & Clarke, 2019 in Byrne, 2022, p. 1398). Hence, in this study, the researchers listened to the interviews and read the transcribed and translated interviews multiple times to ensure familiarisation. The next step involved inductive generation of codes from collected data, where each sentence was analysed to identify the code that could contribute to the achievement of the research objective. Then the generated codes were arranged for the generation of themes throughout the study’s analytical process, closely linked to the research question and its objectives. The themes were reviewed and defined, ensuring alignment with the reflective thematic analysis. The researcher and the independent coder had meetings to discuss the coding and came to an agreement about the process and the developed themes. The final major themes and subthemes that emerged from the collected data are presented in this article (Arison, 2025, p. 46).

Study quality criteria

To ensure trustworthiness, this study followed the criteria provided by Guba and Lincoln (1994), which include credibility, dependability, conformability and transferability (Brink et al., 2012, p. 173; Grove & Gray, 2023, p. 393). Similar to strategies implemented by Mashuri et al. (2022, p. 22–29), this study’s credibility was improved with the use of a semi-structured interview guide, which allowed a flexible yet systematic framework for data collection, as the researcher probed deeper when necessary. In addition to peer debriefing, member checking was conducted. Dependability was ensured by providing a detailed description of the methods used, allowing other researchers to repeat the study (Arison, 2025, p. 50). An audit trail was established to maintain thorough records of the data collection process, and transcripts were consistently compared to the audio files for accuracy before starting data analysis (Brink et al., 2012, p. 173; Grove & Gray, 2023, p. 393). Transferability was achieved through thick description and a complete description of the research design and methodology used, as well as through the purposive selection of participants to ensure that the selected participants were a true reflection of the population under study (Arison, 2025, p. 50). A detailed description of the participants who met the inclusion criteria and were part of the study is also provided to strengthen transferability. Confirmability was achieved by reviewing transcripts, audio recordings of interviews, and field notes to ensure consistency and a better understanding of participants’ statements (Arison, 2025, p. 51). Designated supervisors conducted audit trails, enabling credible researchers to verify the study’s dependability by analysing the accuracy of each research phase, including data analysis (Grove & Gray, 2021, p. 362).

Ethical considerations

Ethical approvals were obtained from Stellenbosch University’s Health Research Ethics Committee (HREC Reference No: S23/04/092) and from the Western Cape Department of Health and Wellness (WC_202309_009) (Arison, 2025, p. 52). Permission to use the facility was also obtained from the hospital’s Senior Nurse Manager and the unit managers (Arison, 2025, p. 52). The three fundamental ethical principles, namely beneficence and non-maleficence, autonomy and justice, were adhered to (Polit & Beck, 2017, p. 139–141). Participants’ human rights were protected through self-determination, privacy, anonymity and confidentiality, equitable selection and treatment, as well as protection from risk and injury. All participants signed informed consent before data collection. Voluntary participation was ensured. To ensure privacy, anonymity and confidentiality, all interviews were held in a private room, and codes were used to refer to the participants. Using the language of their choice in the interview enhanced the principle of justice.

Results

Participant demographics

Ten hospital-based nurses from the tertiary hospital voluntarily participated in the study. All participants were female, with an average age of 44 years, ranging from 27 to 59 years (Arison, 2025, p. 58). The average years of work experience was 19 years, ranging from 3 years up to 37 years. Furthermore, participants included two hospital-based auxiliary nurses, two hospital-based enrolled nurses and six hospital-based professional nurses. Two of the hospital-based professional nurses also occupied the post of operational manager in their units. Table 1 summarises the demographic characteristics of the 10 participants (Arison, 2025, p. 58).
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Experiences of hospital-based nurses in providing human immunodeficiency virus self-management discharge information

The findings of this study highlight the hospital-based nurses’ understanding of HIV self-management and their experiences in providing HIV self-management discharge information (Arison, 2025, p. 57). From the collected data, six themes emerged: comprehending disease presentation and progression, patients’ active participation in HIV self-management, the role of hospital-based nurses in HIV self-management education at discharge, factors that inhibit patients’ HIV self-management and fulfilling their own responsibility as a ward nurse beyond hospital stay (Arison, 2025, p. 57). Table 2 highlights the themes and sub-themes that emerged from data analysis (Arison, 2025, p. 57).
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Theme 1: Comprehending disease presentation and progression

For hospital-based nurses to be able to provide HIV self-management information to PLWHIV on discharge, they need to have sufficient knowledge not only about HIV infection, but also about HIV self-management aspects. The first theme highlights the participants’ understanding of HIV, how it presents and its progression, and the gaps in their own understanding.

Subtheme 1.1: Recognising the nature of human immunodeficiency virus: Most of the participants were aware of HIV and could verbalise their own understanding about the nature of the disease. As these hospital-based nurses provide regular care to patients with HIV, they must have a clear understanding of the disease’s transmission modes and its management. The participants correctly recognised that HIV is a viral disease of chronic nature without any cure, as indicated by the following participants:


‘It’s a lifelong disease that you live with. So, you manage it accordingly for life for, from what I understand, there’s still no cure yet, so patients are expected or advised.’ (P3; PN; 13 years of experience)

‘It’s now the human um … ah … ah immune deficiency virus. Um … so, the virus is just now breaking off the cells. Um … not sometimes, not rapidly. Can take years to break off the cells and then ah … patient go into full blown AIDS.’ (P4; PN; 27 years of experience)



Subtheme 1.2: Understanding lifestyle-related risk factors contributing to human immunodeficiency virus transmission in the community: The participants highlighted that there are numerous factors that contribute to the continued transmission of HIV in the community (Arison, 2025, p. 61). They alluded to some of the cultural beliefs, habits and practices of PLWHIV that could lead to continued HIV transmission, and those that indicate a lack of patients’ knowledge and understanding about the HIV infection. The majority of the participants believed that culture and beliefs still play a role in how different patients living with HIV understand the condition and how they conduct themselves. The participants noted that in the community, the lack of understanding and the persistent misconceptions, such as HIV infection being a result of witchcraft or being cured by traditional healers, remain, as illustrated by the participants (Arison, 2025, p. 61):


‘… have, more. How can I explain this now more than one wife? And they don’t believe in protection and things like that, so they don’t normally if you speak about it. Want to take it in almost. I want to. Say, they feel it’s their believes; they say what happens, happens, so they are mostly. They believe if, if it must happen, it must happen. So, I feel that that plays a big role as well.’ (P2; PN; 3 years of experience)



The study participants also expressed that engaging in unhealthy and risky behaviours such as drinking alcohol and smoking, as well as having condomless sex, leads to PLWHIV defaulting on their treatment regimens because they do not keep track of time or often forget to take their medication. This was highlighted by participants 8 and 9, who reported that PLWHIV drink without taking any food and suggested behaviours that patients should adopt:


‘They drink too much. They forget about their medication. They go without taking food. You see, they come back sometimes, or they take their medication with empty stomach. When they like to or any time. So that caused another problem.’ (P8; EN; 19 years of experience)



Having an understanding of patients’ behaviours and beliefs is beneficial as it would inform the information to be shared with patients on discharge.

Subtheme 1.3: Knowledge gaps among hospital-based nurses: In exploring the hospital-based nurses’ understanding, despite the long existence of HIV, there were participants who provided inaccurate information, highlighting the poor understanding of HIV among some of the participants. This lack of understanding is illustrated by the quotes from participants:


‘Um … I understand that as it’s autoimmune um, disease.’ (P2; PN; 3 years of experience)

‘Okay, HIV and AIDS happen when the patient’s immune system is like an um, um, human immunity virus when the body’s immune system attacks him, and AIDS is the acquire immunity. AIDS is like a disorder yes, and it’s like I think it starts with HIV, and it ends with AIDS.’ (P6; EN; 34 years of experience)



Hospital-based nurses spend most of their time with patients, and they are always in direct contact with patients who have been admitted to hospitals. This places them at an advantage to educate the patients while they are admitted and integrate HIV self-management into the discharge plan. However, some study participants, including hospital-based professional nurses, recognised their own lack of understanding, and they could not provide the information to the patients. Such gaps are concerning and need to be attended to empower hospital-based nurses in educating PLWHIV who are admitted in their wards:


‘They ask about CD4 count to be honest I’m not always that clued up with CD4 counts um, usually when they start asking questions about their viral loads and stuff like that, I always refer them to the doctor.’ (P3; PN; 13 years of experience)

‘I don’t know. I don’t know. Umm … um … what is CD4 count?’ (P7; PN, 37 years)



Theme 2: Patients’ active participation in human immunodeficiency virus self-management

The participants in the study indicated that, as part of the discharge, patients’ active participation in HIV self-management activities needed to be included, as it facilitates active engagement and compliance with HIV management, which has the potential to improve patients’ outcomes. The theme also includes a focus on the importance of having the patients maintain consistency in their own HIV self-management, as well as the health burden from the side effects that patients encounter.

Subtheme 2.1: Patient activities in human immunodeficiency virus self-management: The participants in the study highlighted that HIV self-management must include a variety of activities. These activities were described as crucial and that they should be included in the discharge information and plan for patients to enhance HIV self-management. The various activities included medication compliance and adherence, avoiding unhealthy and risky behaviours, as well as staying in care, with strong emphasis on its benefits for patients living with HIV:


‘Look at their own healthy lifestyles. Try less smoking, less drinking and um … Medication, clinics. Um to always wear protection because it can lead to super infection.’ (P5; PN; 15 years of experience)

‘And yeah, um, a regular follow-up. So that you can know, um. How, your, your, you CD4 count is, what is your stage, is it stage four or where, where are we now regarding your, your treatment as well.’ (P4; PN; 27 years of experience)



Subtheme 2.2: Importance of consistency in human immunodeficiency virus self-management: Participants highlighted that they understood that active participation in HIV self-management should be ongoing, as it is beneficial for patients’ health and makes it easier to achieve their HIV self-management goals while remaining consistent with their treatment. As noted by the participants, patients need to maintain consistency in HIV self-management, as it supports the retention in care and reduces the risk of defaulting and non-compliance:


‘Never run out of medication. Go for your follow-ups and, and, and, that type of things.’ (P7; PN, 37 years of experience)

‘They should not skip any doses at all. Otherwise, it’s seen … It’s seen as defaulting on their medication and normally they regularly go to the clinic as well as to follow up on the medication.’ (P2; PN; 3 years of experience)



Subtheme 2.3: Side effects of the medication as an additional challenge for the patients: Participants highlighted their realisation and understanding that the side effects the patients experience from taking their antiretroviral (ARV) medication become challenging and have negative effects on various organs such as the liver and skin. Participants realised that such side effects also present a challenge that can become a barrier to HIV self-management, as illustrated in the following quotes:


‘Um because I work in dermatology as well with some of the patients living with HIV, some patients are being admitted with Stephens-Johnson syndrome. This is a complication of some of the kidney medication they are using. They develop an allergic reaction, skin peels of, gets raw and it is very irritating and sore. The membranes, especially around the oral and nasal areas and the genetalia, peel off.’ (P3; PN; 13 years of experience)

‘I know about hearing problems and also problem with eyesight that is affected. Liver problems also occur, but there is always a doctor that will choose another treatment option.’ (P5; PN; 15 years of experience)



Theme 3: Understanding own role as hospital-based nurses in human immunodeficiency virus self-management education at discharge

The participants recognised their role and responsibilities towards patients to empower them in HIV self-management. The participants highlighted that their provision of health education upon discharge should include HIV self-management information that would contribute towards avoidance of transmission, the need for and benefits of medication adherence, consequences of non-adherence to medication, the value of accessing community resources, and importance of being actively engaged in own care to facilitate prevention of complications related to the HIV infection.

Subtheme 3.1: Hospital-based nurses’ responsibility towards people living with human immunodeficiency virus with regard to human immunodeficiency virus self-management: The study participants emphasised that hospital-based nurses are more firmly and continuously connected to their patients, and that hospital-based nurses have the main role in the care of patients with HIV or AIDS. Such responsibility relates to the provision of information and support for HIV self-management to the patients while they are admitted, and more importantly, on discharge:


‘I have a big role because I have to educate the HIV patient. And make them feel strong and make them believe in their self. Firstly, if you educate a patient about this HIV and AIDS and try to explain to the patient that it is not the end of the world if you have HIV. You can still live long if you take your treatment.’ (P9; RAN; 13 years of experience)

‘When my patient is discharge, I first when the patient is discharge I must, I must uh, uh, educate the person how to drink his or her tablets that is the most important thing. And also, so the family also ask the family on board so that we can also tell specifically when it’s an older person, that ah, that person need the medication every day and on that specific time. And uh, uh, if there are challenges you must ask the person if there is challenges uh, uh to get the medication so that you can ask uh, um. There by the day hospital if they can deliver it home if the person don’t want to go and fetch the medication there at the uh, clinic.’ (P4; PN; 27 years of experience)



Subtheme 3.2: The content of human immunodeficiency virus self-management discharge information: The participants verbalised their knowledge and understanding regarding the content of the HIV self-management information that should be given upon discharge to patients living with HIV. Aligned with the knowledge of side effects of the medication that are experienced by the patients, the participants also highlighted that the content of their HIV self-management information includes the provision, guidance and advice on how to access healthcare professionals’ assistance, as well as the various activities that patients can engage in to promote good health:


‘Um … If they are experiencing any side effects from the medication, that they go to the nearest clinic to go and see the sister or the doctor.’ (P1; PN; 12 years of experience)

‘Yeah, there you include like exercise, you include the type of food that they’re eating. And healthy like food. What they must eat like fruits and taking their medication. Drink lots, of water and um, um.’ (P7; PN; 37 years of experience)



Theme 4: Factors that inhibit patients’ human immunodeficiency virus self-management

Participants reported that their experiences included the realisation of the various factors that inhibit the patients’ HIV self-management efforts. These factors inhibit the ability of PLWHIV to practice HIV self-management, resulting in non-compliance and unhealthy practices, which lead to poor health increases the risk of hospitalisation. The experiences that the participants revealed as inhibitors of patients’ HIV self-management include financial challenges, difficulties in accessing healthcare services and stigmatisation of HIV.

Subtheme 4.1: Financial challenges: When providing HIV self-management information upon discharge, study participants identified the financial barriers that prevent PLWHIV from actively participating in HIV self-management practices. Participants highlighted that, with limited financial means, PLWHIV at times lose hope and cannot access services and required resources such as nutritious food. In addition, financial challenges that lead to a lack of transport were also noted as barriers that limit patients’ access to health care services.

This is of concern, as when continuity of care is lost, patients are at risk of poor health outcomes and worsening of their condition:


‘Yes, as I said, some say there is not always food, and some people live far from the clinics. That’s why I say sometimes it’s financial problems and people just get discouraged by the disease itself and just decide to let it go, believe me. Maybe there are many challenges that I don’t know about and transport and yes.’ (P6; EN; 34 years of experience)

‘Most people find it difficult to get to clinics, they also don’t have money “And things like that, we always see if we can socially help them, if there’s issues that they mention that we um …” “Can help with”.’ (P1; PN; 27 years of experience)



Subtheme 4.2: Safety challenges: The participants in this study also highlighted that, in their practice, they have noticed that PLWHIV have various safety challenges that become barriers that interfere with their ability to access health care services, which leads to poor self-management as it contributes to interrupted access to care with higher risk of loss to follow-up. Some of those barriers are related to the various community challenges, such as insecurity and violence that present in the form of protest actions and taxi violence that interfere with access to healthcare services and hinder their clinic attendance even in their own communities. This was illustrated by the report from participant 3:


‘Risk factors that bother me for patients, as I said outside, are those who would like to go but do not have access to clinics which um, sometimes as a result of whatever circumstances in the community such as taxi violence and violence from the community. So, sometimes the clinics have to be closed and then they say they missed their dates, and they couldn’t go again for their dates for medication and stuff like that.’ (P3; PN; 13 years of experience)



Subtheme 4.3: Stigmatisation of human immunodeficiency virus: The HIV-related stigma in its different forms, as experienced, enacted or perceived, remains ubiquitous in the communities. Participants stated that stigmatisation resulted in uncomfortable feelings and caused PLWHIV to hide their disease as well as their medication. Such fear interferes with patients’ compliance with treatment and care, as well as blocking the needed support that would be beneficial for the patients. This was explained by participant 4, who highlighted that some of their patients do not want their abusive partners or children to know about their condition since they do not want to experience unwanted behaviours:


‘If there’s abusive relationship, then they don’t want that abusive, abusive partner to, to hear, because otherwise that person is going to, to blame her. He will say that it is she that bring it to him. And also, for the children’s sake also, maybe they are specifically, if it is an adult person, it’s older, a lady maybe it’s already a grandma, then she feel now what is the children going to say?’ (P4; PN; 27 years of experience)

‘It’s not easy. It’s not. It’s really not easy. So, the one thing that is they. They are very emotional. And some of some of them, they are scared to come home and they gonna tell at home. I am this and that. And what happened most of them. They, sometimes, they’re gonna hide their medication at home. I don’t want someone to see. I’m taking this. I’m taking this medication at this at this time.’ (P10; ENA; 13 years of experience)



Theme 5: Fulfilling own responsibility as ward nurse beyond hospital stay

The participants in this study indicated that their role as part of the discharge process of their patient should include motivation for compliance, as it facilitates HIV self-management. The responsibilities that hospital-based nurses need to engage with to ensure their patients remain compliant include the provision of health education and support, as well as initiating referrals for out-of-hospital care.

Subtheme 5.1: Provision of health education and support for human immunodeficiency virus self-management: Participants reported that they educate their patients about HIV transmission, the importance of attending clinic visits, and the involvement of family in self-management of the disease. This was indicated by participant 4, who reported that providing health education to PLWHIV should include safe sexual practices and regular check-ups at health facilities, which are important information that needs to be shared with PLWHIV upon discharge:


‘I need to educate that person um and give health education as well also tell him to abstain from, from any. Uh, um, if you have multiple partners, sexual partners. And also, to use condomise please and then. … Um, go for your regular checkups. Yeah, and um, and get the family, get the family involved.’ (P4; PN; 27 years of experience)

‘I said have a healthy lifestyle, so now it’s not just your diet and your exercise programme, also your sexual habits that you have.’ (P3; PN; 13 years of experience)

‘But then I also say that because you go to collect your pills from the clinic every month, you should talk to the nurse or the doctor. Have a conversation with them and tell them what the side effects are and what prevents you from taking your pills.’ (P6; EN; 34 years of experience)



Subtheme 5.2: Initiating referrals for out-of-hospital care: Social support is crucial for HIV self-management; hence, hospital-based nurses indicated their part in ensuring patients obtain social support after discharge. Participants reported that, as part of supporting the patients, they provide referrals for the needed support for the patients, such as referrals to social workers, home-based care in the communities, pastoral care services and counsellors. This referral is crucial in supporting HIV self-management as it provides a starting point for accessing support systems in the community as well as ensuring continuity of care. This was illustrated in the quotes of participants who highlighted the various services that PLWHIV are referred to in their communities for further support when discharged:


‘We also have social workers and pastoral care workers, should the patients require this.’ (P5; PN; 15 years of experience)



However, the lack of some valuable support at the hospitals was noted as a barrier to their provision of HIV self-management information upon discharge. Such barriers are related to the absence of some of the beneficial support systems at the health facility, which would provide an opportunity for patients to experience the benefits, and encourage them to access the same once discharged:


‘At “this hospital” I don’t know about any support groups that we have, so I’ve never referred someone to a support group, no.’ (P2; PN; 3 years of experience)



Theme 6: Healthcare professionals’ need for continuous training to support the provision of human immunodeficiency virus self-management discharge information

In this study, gaps in knowledge were noted, and some of the participants were able to identify such gaps themselves. Hence, the participants expressed their need for further continuous training on the provision of treatment and HIV self-management-related care as well as the development of a prescribed discharge plan for HIV self-management.

Subtheme 6.1: Training on provision of treatment and human immunodeficiency virus self-management-related care: Human immunodeficiency virus management has evolved, and new advances continue to improve the care of those living with the infection. This highlights the need for hospital-based nurses to continuously be informed about the various treatment modalities, as well as the effective HIV self-management strategies to be included in the discharge information. However, study participants expressed that they felt unprepared and needed training on various HIV treatments, including filling the gaps created by their lack of HIV self-management information:


‘Um … So, I think we as the staff can maybe receive more training, um … with regards to HIV and AIDS management. Um … and we can maybe just work on a programme where we can follow up on these patients, especially the ones that are being newly diagnosed um … in the hospital.’ (P2; PN; 3 years of experience)

‘You know I would like to know more about the medication so that I can maybe give more input and tell him this is why that happen, and this is why that happen so next time when it happen then you know it’s because of that and that.’ (P6; EN; 34 years of experience)



Study participants voiced their need for training programmes to be available for hospital-based nurses to engage with training on HIV management to equip them to provide comprehensive care to PLWHIV:


‘I’m like I said, if we can um … make training programmes more accessible to the nursing staff, I think at the end of the day we can then give our patients the holistic care that they need, especially if they are HIV positive or if they are, been newly diagnosed, that we can give them the proper education and also get rid of that stigma and that taboo that is basically still around it.’ (P1; PN; 12 years of experience)



Subtheme 6.2: Development of a prescribed discharge plan for human immunodeficiency virus self-management: There was an agreement in the study that HIV self-management is important, and that patients need to be empowered to ensure their active engagement once discharged. Participants indicated that having a discharge plan will be beneficial for them to guide the patient on the correct path, which will not only enhance consistency but also ensure that it is done for all patients. This was illustrated by participant 5, who highlighted that a plan will be good to assist PLWHIV with the self-management of their condition:


‘A plan will be good if only the patient can know how to handle it himself, what to look for um … such as medication shown, to keep clinics and appointment times um … maybe a dietician to look after a healthy lifestyle um …. Counselling, regular counselling because things change so much in the meantime um … and things have to change. So, counselling’s regular monitoring of the CD4 count, yes.’ (P5; PN; 15 years of experience)



Discussion

This study explored the experiences of hospital-based nurses in providing HIV self-management discharge information at a tertiary hospital in the Cape Metropole. Before highlighting their own experience in providing HIV self-management information on discharge, the participants first presented their perception of the context in which they function and where their patients exist. Similar to previous literature, the findings of the study point out hospital-based nurses’ understanding of HIV disease and its transmission in the community, highlighting the necessity to ensure continued care and monitoring of PLWHIV (Bedert et al., 2024, p. 1943; Boakye & Mavhandu-Mudzusi, 2019, p. 147)

This study highlighted that some participants had HIV-related care and management knowledge gaps that need to be attended to. Hospital-based nurses who work in hospitals need to be fully informed about HIV and HIV self-management strategies, as a gap in the knowledge of hospital-based nurses has been documented to result in inaccurate information being shared with patients (Ngcobo & Mchunu, 2019, p. 11). The role of hospital-based nurses in educating and empowering patients about HIV self-management is essential, as for instance, the provision of clear information about side effects enhances adherence, hence the necessity for hospital-based nurses to share comprehensive and accurate information about HIV self-management to enhance HIV self-management among PLWHIV after discharge (Renju et al., 2017; Ryan & Sawin, 2009, p. 221). As noted by Dadi et al. (2024), hospital-based nurses need to be able to empower patients in HIV self-management, as such efforts have the potential to improve the quality of life of PLWHIV.

Fitting with previous literature, this study noted that lifestyle factors and cultural beliefs do influence HIV transmission (Brawner et al., 2022, p. 874; Fauk et al., 2021, p. 1); hence, discharge information should include compliance with medication, cover symptom management, lifestyle changes, disease disclosure and protective measures, regular follow-ups and healthy lifestyle choices. This aligns with the findings of Areri et al. (2020b, p. 3) and Chilaka and Konje (2021, p. 484), who noted that HIV self-management is crucial in promoting health and reducing infections, thus the necessity to ensure the inclusion of HIV self-management strategies in the discharge information. Furthermore, participants noted challenges that patients experienced in the form of side effects of HIV medications, which is consistent with findings from De Los Rios et al. (2021, p. 961) and Chawla et al. (2018, p. 2). It remains crucial for hospital-based nurses to understand the side effects and educate patients about such side effects, as the literature has noted that side effects have a negative impact on medication adherence, which would lead to poor HIV self-management and poor health outcomes (Ammassari et al., 2001; Renju et al., 2017).

Family involvement is equally crucial for active engagement in HIV self-management, as noted by Nabunya et al. (2020, p. 1). Consistent with existing literature, participants highlighted that PLWHIV continue to face persistent stigma within their communities, as well as partner violence that hinders disclosures. These challenges contribute to psychological and physical abuse, discrimination and the disruption of family relationships experienced by PLWHIV (Apiribu et al., 2022, p. 1126; Bouabida et al., 2023; Dessalegn et al., 2019, p. 967; Padilla et al., 2022). The silence and fears further restrict the sharing of HIV self-management information following discharge. Being able to disclose one’s HIV status has the benefit of gaining support from family members, which would strengthen HIV self-management (Atuyambe et al., 2014; Bouabida et al., 2023; Izudi et al., 2021). It is in this regard that the participants emphasised their practice of referring the patients to resources in the community, to be accessed after discharge. These community resources include home-based care, linkage to healthcare services and peer-based support groups, which assist PLWHIV with developing self-efficacy skills, social support and ultimately increasing their quality of life and ability to cope with self-management of their condition (Areri et al., 2020b, p. 23). However, participants further expressed that such support is not always available or well known in the community. This limited access to support systems in the community after being discharged has also been documented in the literature, with some PLWHIV not accessing the services as a result of a lack of awareness of how and where to access them (Padilla et al., 2022; Umeobieri et al., 2021, p. 201). This highlights the need for healthcare professionals to support PLWHIV, not only by referring them to the support services but also by making sure the patients know where and how to find the available resources, as recommended by Bouabida et al. (2023), who encourage multidisciplinary collaboration.

Moreover, the study brought to light other factors that inhibit effective HIV self-management among PLWHIV. The study highlighted how, in addition to stigma, the social and economic challenges experienced by patients, such as instability in the community and a lack of money to pay for transport, inhibit their active engagement in care, resulting in missed appointments, which contributes to loss to follow-up and non-compliance with HIV care and management plans. These findings are in alignment with previous finding about national high level of unemployment and financial instability (Nyalungu et al., 2025, p. 357–364; Weldegebreal et al., 2018, p. 63) and their negative effect on PLWHIV’s ability to engage in HIV self-management (Bouabida et al., 2023; Mangena-Netshikweta et al., 2019, p. 3; Padilla et al., 2022).

Most participants highlighted their supportive role in providing health education to discharged PLWHIV, covering disease progression and symptom management, empowering PLWHIV to manage their condition more effectively. This aligns with findings in the literature that there is a need for comprehensive health education and counselling for PLWHIV, making the provision of HIV self-management information valuable, as health literacy enables patients to make informed decisions about their own health, which is part of active and effective HIV self-management (Bouabida et al., 2023; Vaillant et al., 2021, p. 4).

Furthermore, hospital-based nurses reported offering emotional and psychological support and encouraging active HIV self-management. However, participants in the study noted a lack of support groups in health facilities, which could have been beneficial for patients during hospitalisation. This unavailability of support groups in the hospital noted in this study is inconsistent with what was reported by Mazambara et al. (2022, p. 7), who noted that, while some support groups exist in hospitals, most are found in community health settings.

Consistent with gaps noted by the participants, they reported the need for continuous training for healthcare professionals to improve their ability to provide effective discharge information on HIV self-management. These results are congruent with the work of Boakye and Mavhandu-Mudzusi (2019, p. 1), who reported that the lack of knowledge among hospital-based nurses could compromise patient care; therefore, they suggested continuous training in HIV management. Additionally, participants requested a structured discharge plan to guide the provision of HIV self-management information for PLWHIV. The plan should cover disease management, monitoring of viral load and CD4 count, symptom management, HIV self-management strategies and resources, reducing infection risk, complying with treatment regimens and providing emotional and social support, including access to community health services. Findings of this study align with the research of Vaillant et al. (2021, p. 4), who echo the importance of incorporating daily living activities into discharge plans.

Strengths and limitations of the study

This study was only done at one tertiary hospital in the Western Cape, whereas there are many more hospitals and other health facilities that treat PLWHIV. Hence, the study findings are not representative of the hospital-based nurses in the Cape Metropole. The research focused solely on the internal medicine department, so we cannot conclude that the same occurrences apply to other departments within the institution. The focus of the study was on the hospital-based nurses’ experiences.

Recommendations

This study recognises that hospital-based nurses have some gaps in HIV and HIV self-management, which can lead to sharing incomplete or inaccurate information. To address this, it is recommended that nurse educators develop in-service training and Continuous Professional Development programmes to enhance hospital-based nurses’ understanding of HIV, and incorporating digital technology for online educational resources can be an effective strategy that would enhance access to the training resources for all hospital-based nurses in different regions. Considering the burden of HIV in the country and the benefits of HIV self-management, this study recommends that nursing education programmes include an HIV module focused on HIV self-management strategies for PLWHIV. Additionally, this study further recognises the lack of support systems in healthcare facilities or in the communities and recommends the establishment of programmes to support PLWHIV with HIV self-management information upon discharge, including adherence support groups.

Conclusion

This study’s aim was to explore the experiences of hospital-based nurses in providing HIV self-management discharge information at a tertiary hospital in the Cape Metropole. The study highlights hospital-based nurses’ understanding of HIV as a chronic condition, and their perceptions of the context in which patients exist and engage in HIV self-management. Participants understood the challenges PLWHIV encounter, and they highlighted their understanding and fulfilment of their own role in the provision of HIV self-management information on discharge and referral to support services in the community, to ensure empowerment of their patients living with HIV. Gaps were identified, and suggestions to improve the situation were provided for further implementation.
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TABLE 1: Demographic details of the participants.

Participant ~ Age  Professional status Years of experience
(years) in nursing

PL 30 Hospital-based-Professional nurse (PN) 12

P2 27 Hospital-based-Professional nurse 3

P3 34 Hospital-based-Professional nurse 13
(Operational Manager Nursing)

P4 51 Hospital-based-Professional nurse 27

PS 40 Hospital-based-Professional nurse 15

P6 56 Hospital-based-Enrolled nurse (EN) 34

P7 59 Hospital-based-Professional nurse 37
(Operational Manager Nursing)

P8 55 Hospital-based-Enrolled nurse 19

P9 39 Hospital-based-Auxiliary nurse (ENA) 13

P10 46 Hospital-based-Auxiliary nurse 13

ENA, enrolled nursing auxiliary.
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TABLE 2: Themes and subthemes.

Themes

Subthemes

1. Comprehending disease
presentation and progression

2. Patients’ active participation
in HIV self-management

3. Understanding own role of
hospital-based nurses in HIV
self-management education at
discharge

4. Factors that inhibit patients’
HIV self-management

5. Fulfilling own responsibility
as ward nurse beyond
hospital stay

6. Healthcare professionals’
need for continuous training
to support the provision of
HIV self-management
discharge information
(Arison, 2025, p. 58).
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6.1.

6.2

Recognising the nature of HIV disease

Understanding lifestyle-related risk factors
contributing to HIV transmission in the
community

Knowledge gaps among hospital-based
nurses

. Patient activities in HIV self-management
2.2

Importance of consistency in HIV
self-management

Side effects of the medication as an
additional challenge for the patients

Hospital-based nurses’ responsibility
towards PLWHIV with regard to HIV
self-management

The content of HIV self-management
discharge information

Financial challenges
Safety challenges
Stigmatisation of HIV

Provision of health education and support
for HIV self-management

Initiating referrals for out-of-hospital care

Training on provision of treatment and
HIV self-management-related care

Development of a prescribed discharge
plan for HIV self-management

PLWHIV, people living with human immunodeficiency virus; HIV, human immunodeficiency

virus.
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