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Abstract

HIV is a deadly reality in South African communities, where people living with HIV (PLWH) do not only face physical sickness but also severe stigmatisation. Literature shows that spiritual leaders (religious leaders/traditional healers) can have a very meaningful role in the reduction of HIV stigma. This article reports on part of a comprehensive community-based HIV stigma reduction intervention with PLWH and people living close to them, which included partners, children, family members, friends, community members and spiritual leaders. The focus of this article is on the experiences of spiritual leaders during and after the HIV stigma reduction intervention. The research took place in both an urban and rural setting in the North-West Province of South Africa and data collection was done by means of in-depth interviews with the spiritual leaders. The interaction with PLWH during the intervention activated new experiences for spiritual leaders: acceptance and empathy for PLWH, an awareness of their own ignorance, a stronger realisation of God’s presence and a realisation that they could inspire hope in PLWH. A greater awareness was created of HIV and of the associated realities regarding disclosure and stigma. The inclusion of spiritual leaders as well as PLWH brought about a positive shift in the attitudes of communities through the increase of knowledge and understanding of HIV stigma. They saw themselves playing a much greater part in facilitating such a shift and in reducing HIV stigma in their own congregations and their communities at large.
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Introduction and background

HIV remains a global issue, especially in Africa, which accounts for 25.7 million of the global estimate of 36.7 million people living with HIV (PLWH) (Joint United Nations Programme on HIV/AIDS 2018:16). In South Africa, specifically, the number of PLWH has significantly risen from an estimated 4.72 million in 2002 to 7.06 million by 2017 (Statistics South Africa 2017:7). People living with HIV thus represent 12.6% of the total South African population (Statistics South Africa 2017:7), showing that HIV increasingly affects the lives of all South Africans (Gilbert 2016:10). The increased availability of antiretroviral treatment (ART) has, however, transformed HIV and/or AIDS from a ‘death sentence’ (Park 2016) to a chronic illness (Ammon, Mason & Corkery 2018:21; Treves-Kagan et al. 2016:87). Unfortunately, PLWH are not only faced with the burden of the physical side of the illness (WHO 2016) but also have to face severe stigmatisation (Joint United Nations Programme on HIV/AIDS 2015:9). HIV stigma influences every aspect of the PLWH’s lives, including ‘disapproval, rejection and sub-optimal services in health care settings’ (Joint United Nations Programme on HIV/AIDS 2014:12; see also Gilbert 2016:11). It also impacts on how the community interact with PLWH (Treves-Kagan et al. 2016:87). HIV stigma further poses a barrier to the fulfilment of the holistic needs (physical, social and spiritual) of PLWH (Masquillier et al. 2015:214), with the result that PLWH experience ‘mental health issues, social exclusion, rejection, high stress due to stigma and economic pressures’ (Holzemer et al. 2007:547). HIV stigma thus leads to the marginalisation of PLWH within society (van der Walt & Vorster 2016:3), which in turn hampers all efforts to end the HIV and AIDS epidemic (Joint United Nations Programme on HIV/AIDS 2014:2, 2018:68). HIV stigma, however, also impacts on the people living close (PLC) to PLWH, the community and health care services (French et al. 2015:95; Holzemer et al. 2007:548–549). Research over the past few years has shown that HIV stigma remains high in sub-Saharan Africa, as well as in South Africa (Abdullah in Human Sciences Research Council [HSRC] 2015:3).

HIV stigma conceptualisation

A review of the literature on stigma revealed that it is a complex phenomenon and that many authors have tried to define it. Alonzo and Reynolds (1995) rephrased Goffman’s original definition and described stigma as being ‘a powerful discrediting and tainting social label that radically changes the way individuals view themselves and are viewed as persons’. They then concluded that:


the stigmatized are a category of people who are pejoratively regarded by the broader society and who are devalued, shunned or otherwise lessened in their life chances and in access to the humanizing benefit of free and unfettered social intercourse. (p. 304)



Various conceptual frameworks and models attempted to clarify this complex phenomenon. Parker and Aggleton (2003:18, 19), for example, view stigma as social processes characterised by culture and power that reproduce inequality and exclusion. The conceptual model of Holzemer (used by this study) contextualises stigma occurrences as a process involving the environment, the healthcare system and the agent as part of the context. Holzemer et al. (2007:548) furthermore suggest that there are three types of stigma: received, internal and associated stigma. Received stigma is an overarching stigma that includes demeaning behaviour towards PLWH. Internal stigma is intrapersonal thoughts and behaviours that develop because of negative self-perceptions based on the person’s HIV status. Associated stigma is directed at persons who interact with, live with, work with or are in any way connected with PLWH. HIV stigma can thus affect an individual PLWH and the PLC to PLWH.

HIV stigma interventions

To address this complex problem, researchers have aimed to find solutions through interventions to reduce HIV stigma. Brown, Macintyre and Trujillo (2003:53) conducted a systematic review as early as 2003 and found that interventions at that stage mainly focused on information-based approaches, skills-building approaches, counselling approaches and contact with affected groups. They found that the providing of information and the building of skills had the biggest impact but was nevertheless insufficient to permanently change attitudes or behaviour towards PLWH (Brown et al. 2003:65). A systematic review by Sengupta et al. (2011:1086) on studies targeting HIV stigma reduction could only recommend the replication of 3 (Apinundecha et al. 2007; Krauss et al. 2006; Wu et al. 2008) of the 19 designs, owing to insignificant results and ineffectiveness. The review found that too few interventions target HIV stigma; ineffective measures are used to evaluate HIV stigma reduction; and the studies lack public significance and internal validity (Sengupta et al. 2011:1084). They recommended that HIV stigma interventions should target issues of HIV stigma, use a validated instrument and should also measure health outcomes of interest (Sengupta et al. 2011:1085). Stangl et al. (2013:2, 7) investigated discrimination-reduction, stigma reduction, structural and biomedical interventions of 48 studies. They found that despite the progress made on HIV stigma reduction, too many studies focused on the ‘individual-level drivers of stigma, such as knowledge, fear and attitudes’ and an effort should be made to ‘target multiple stigma domains at multiple levels’ (Stangl et al. 2013:10, 11). Gausset et al. (2012:1042) call for a shift in the conceptualisation of interventions from HIV prevention to the health promotion of PLWH. They argue that stigmatisation is multifaceted and complex because it does not only stem from ‘fear, ignorance or inaccurate beliefs’ but is ‘also reinforced by official campaigns addressing HIV/AIDS’.

The HIV stigma reduction intervention work of Uys et al. (2009:1060) combined the three strategies of information sharing, increasing contact between nurses and PLWH and using empowerment to improve coping. Following work focusing on nurses and PLWH in healthcare settings in the five African countries, Uys et al. (2009:1065) found that PLWH involved in the intervention described a decrease in stigma and a significant increase in self-esteem. The nurses only reported an increase in voluntary testing, but there is a paucity in research focusing on HIV stigma reduction in communities. Little could be found on interventions that included spiritual leaders. Greeff (as part of the research published by French, Greeff & Watson 2014:84) continued the HIV stigma reduction intervention by focusing on a comprehensive community-based HIV stigma reduction intervention with PLWH and PLC, and included PLWH and their partners (Louwrens, Greeff & Manyedi 2016:11), family (Pretorius et al. 2016:189), friends, children, community members and spiritual leaders (French et al. 2014:84). The focus of this article is on the experiences of specifically the spiritual leaders during the latter HIV stigma reduction intervention. The term ‘spiritual leader’ is used to avoid discord, as both religious leaders and traditional healers fulfil the spiritual needs of PLWH. Mayers and Johnston (2008) highlight the diverseness of spirituality in the openness of their working definition of spirituality:


… [P]ersonal belief or faith also shapes an individual’s perspective on the world and is expressed in the way he/she lives life. Therefore, spirituality is experienced through connectedness to God/a higher being; and/or by one’s relationships with self, others or nature. (p. 273)



Therefore, spiritual needs (according to Baumgardner & Crothers 2010:224) relate to the ‘subjective, individual aspects of a person’s religious experiences’ (see also Kremer & Ironson 2014:144 regarding the difference between spiritual and religious). Some studies (e.g. Ammon et al. 2018:26; Kremer & Ironson 2014:144; Kwansa 2010:456) found that most PLWH seek some form of spiritual therapy to help them cope with HIV stigma.

HIV stigma and spirituality

The majority of South Africans (more than 80%) indicated during the 2001 census that they had a religious affiliation (Statistics South Africa 2004:24). It is thus not surprising that many multicultural, religious or faith-based organisations are involved with fighting HIV on a family and community level that is less accessible to the government (Hanmer, Greenberg & Keshavarzian 2009:54; World Council of Churches 2016). De la Porte (2016:5) explains that faith-based organisations provide ‘care, compassion and hope’. Most success stories are from initiatives by faith-based organisations that provide care, compassion and hope to PLWH, such as Shiselweni Home-Based Care (Van Wyngaard 2013:229–231), Let us Embrace (Thomas et al. 2006:45) and Churches, Channels of Hope (Landman 2014:6).

There are also less successful stories, for example, Olaore and Olaore (2014:24) who describe how the Christian community also contributed to the marginalisation and stigmatisation. HIV is sometimes seen as punishment from God for sins. Congregation members often condemn PLWH as immoral persons (Van der Walt & Vorster 2016:1). In the early 2000s, Phillips (2005:328) noted that the church either became silent on the issue of stigma, or they denounced it, but either way the voice of the church was too quiet to make an impact or to change attitudes or behaviours. More recent studies have shown a change in how churches attempt to address HIV stigma. A qualitative study in Limpopo, South Africa, by Norder et al. (2015:1407) found that barriers preventing the involvement of churches in HIV healthcare are stigma resulting in non-disclosure, increased stigma because of the association between HIV and sexuality, and certain religious practices that interfere with adherence to medication. However, they also identified opportunities for health–religious collaborations, such as holistic HIV care to include spiritual aspects, utilising the church’s social access to the community and the potential of churches for HIV dialogue because they are identified as safe and accepting places (Norder et al. 2015:1408). Similarly, Miller (2009:273–274) investigated the links between religion and HIV stigma by comparing religious entities as promotors or mitigators of stigma. In summary, she found that moral teachings of religious leaders that encourage separation between members that adhere to the teachings and those that do not can promote HIV stigma. On the contrary, some religious entities combat stigma through tolerance and compassion, providing support, utilising international networks, mobilising volunteers, providing value-based influence, representing a central authoritative voice and caring for vulnerable populations. She concluded that ‘religious persons stigmatise no more, and in some case less, than society in general’ (Miller 2009:281).

Traditional healers (or health practitioners) fulfil both a medical and spiritual role in African communities and are highly regarded, as they are often first consulted before a Western medical practitioner (Hodes 2014:121; Nemutandani, Hendricks & Mulaudzi 2015:122). A traditional African view of health involves the relationship a person has with his or her ancestors, meaning that both physical and spiritual well-being are important to experience good health (White 2015:2). The study by Nemutandani et al. (2015:127, 130) found that although traditional healers are aware of the dangers associated with HIV, they are not adequately knowledgeable on HIV to serve as a first contact point, raising concerns about suggestions that PLWH are bewitched and that their traditional herbs and ‘muthi’ can cure HIV. Given the high number of patients that consult traditional healers, Nemutandani et al. (2015:131) recommend that health education and training workshops on HIV and/or AIDS and TB should be initiated. After reviewing and describing how traditional healers and the biomedical sector can successfully collaborate, Leclerc-Madlala, Green and Hallin (2016:188–191) argue that traditional healers are a valuable healthcare resource established in a community, but that building a trusting working relationship is of paramount importance.

The inclusion of religion and spirituality in healthcare has thus become prominent in recent years because it addresses the holistic nature of a person’s affiliation (De la Porte 2016:7). At the 21st international AIDS conference, the World Council of Churches (2016) encouraged faith communities to become more involved because they can often work ‘faster and cheaper’ in bringing change in their communities. An intervention by Thomas et al. (2006:6) showed the advantages of addressing spiritual need. Slomka et al. (2013:455) also showed how addressing the spiritual needs of PLWH helped them cope with their daily challenges. Furthermore, some South African studies – such as Keikelame et al. (2010:68) and Clarke, Charnley and Lumbers (2011:16) – showed how spiritual leaders (and their organisations) are ideally situated to address and fight stigmatisation.

Ethical consideration

The research was approved by the North-West University Health Research Ethics Committee (NWU-00011-09-A1).

Problem statement

In the reviewed literature, it is evident that spiritual leaders are excluded from playing a noticeable role in the reduction of HIV stigma. Literature indicates that spiritual leaders are either supportive or negative towards PLWH. Limited research is available on the inclusion of spiritual leaders in HIV stigma reduction interventions or their experiences of being involved in such interventions. Involving spiritual leaders in HIV stigma reduction could be an advantage in the fight against HIV stigma in South Africa. However, an understanding of their experiences when included in such an intervention could be meaningful.

Research question

The question that arose from the reviewed literature and the problem statement was, what are spiritual leaders’ experiences during and after a comprehensive HIV stigma reduction intervention that involved the spiritual leaders as well as PLWH in an urban and rural setting?

Research aim

The aim for this research was to explore and describe the spiritual leader’s experiences during and after a comprehensive HIV stigma reduction and wellness enhancement intervention in both an urban and a rural setting.

Research method and design

Research design

This study was part of a bigger qualitative holistic multiple case study (Yin 2009:59) research project, including partners, children, family members, friends, community members and spiritual leaders (French et al. 2015:84). For this part of the study, a qualitative description approach was followed (Sandelowski 2000:337–339). The research took place in both an urban and rural setting in the North-West Province of South Africa, among mostly African Setswana-speaking people. Both communities are poverty-stricken with high unemployment rates and living in a province with the fourth largest numbers of HIV-infected people in the country (Statistics South Africa 2016:16).

Sample

The sample only included spiritual leaders from both the greater Potchefstroom district (as the urban group) and from the Ganyesa district (as the rural group) that were involved in the HIV stigma reduction intervention. Snowball sampling (Botma et al. 2010:201; French et al. 2014:108) was used to select the spiritual leaders. People living with HIV that were part of the larger intervention were asked to identify and choose a spiritual leader whom they trusted, who would be prepared to come to the intervention with them and who fitted the inclusion criteria. Spiritual leaders had to be at least 18 years of age; able to communicate freely in English, Afrikaans or Setswana; give consent to be interviewed and recorded; and could be either a traditional healer or a religious leader. The urban group of PLWH invited 6 spiritual leaders to attend, and the rural group invited 10 spiritual leaders. All these spiritual leaders agreed to be interviewed post-intervention about their experiences during and after the intervention. The findings section consequently only describes the experiences of the spiritual leaders. Data saturation was achieved within 12 interviews, but all 16 spiritual leaders were interviewed.

Data collection

Data collection was done by means of in-depth interviews with the above-mentioned spiritual leaders after the HIV stigma reduction intervention. An independent research assistant obtained written informed consent from the participants. The spiritual leaders were assured that their participation was voluntary and they could withdraw at any time. The spiritual leaders were informed that they could possibly experience some emotional discomfort during the interviews but that psychological support would be available if needed. Appointments for the interviews were made with each participant at a venue they identified as safe, private and disturbance-free.

The intervention

Before the interviews, all the spiritual leaders were part of an HIV stigma reduction intervention that involved them as spiritual leaders and PLWH in the same intervention. The underlying tenets of the HIV stigma reduction intervention were to increase knowledge about HIV stigma and coping, to equalise the relationship between PLWH and PLC, and to empower both groups to become leaders in HIV stigma reduction in their communities. During the workshop, there were several presentations followed by activity-based group discussions. See Figure 1 for a representation of the HIV stigma reduction intervention. The facilitators of the workshops were a trained religious leader and a PLWH.
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The intervention started with an initial 2-day workshop conducted with only the PLWH and focusing on their understanding of HIV stigma, identifying their personal strengths and how to handle disclosure in a responsible manner. Then the PLWH and their spiritual leaders were invited to attend a further 3 days. The first day focused on understanding and coping with HIV stigma, followed by an opportunity for PLWH and the spiritual leaders to share their experiences on stigma. The aim on the second day was to connect the knowledge and understanding gained on the first day, to train participants in basic project planning, so that they could then use this knowledge to constructively plan their own HIV stigma reduction project with other spiritual leaders in the community. Participants then had 1 month to implement their own project, with the researchers providing support and encouragement as well as monitoring the process. The Potchefstroom group’s project was named Areageng [Let’s build] and it was focused on teaching about HIV stigma and its impact in their community. The project was presented during a scheduled church service (with specific invitation to other local spiritual leaders) through singing and prayer in the service, putting up HIV stigma posters and performing a special song encouraging a united fight against HIV stigma. This was then followed by a psychodrama depicting the painful effects of stigma. The project of the Ganyesa group, named Modimo O rata bothle [God loves everyone], was split into three events: (1) a session at the tribal hall teaching others about HIV stigma, the different types of stigma and coping with stigma; (2) a psychodrama at a local primary school demonstrating HIV stigma; and (3) a candlelight ceremony at a local hall to advocate against HIV stigma and discrimination. During the events, participants also performed dances, and professional nurses assisted by providing voluntary counselling and testing services. The third (and last) workshop day took place a month later, after their projects where completed, giving them the opportunity to showcase their community projects and report back on it to relevant community stakeholders and the researchers, as well as to be evaluated by the research team on the success of their project.

The in-depth interviews with the spiritual leaders took place after the completion of the community project. One open-ended question for use in the in-depth interviews was formulated beforehand, discussed with experts and evaluated for suitability: ‘How did you experience the workshop and project with the PLWH and other spiritual leaders in the group?’ The spiritual leaders were informed that an experienced researcher would make use of digital tape recordings which would be securely stored and password-protected. Communication techniques like paraphrasing, summarising, reflection, minimal verbal response and probing were used during the interview (Okun 1992:70–71). Interviews took an hour to an hour and a half to complete. Field notes were taken after each interview, focusing on methodological, theoretical and personal notes (Botma et al. 2010:218).

Data analysis

The digital voice-recorded interviews were transcribed verbatim for data analysis (Botma et al. 2010:214). The open coding process of Tesh (as cited in Creswell 2014:198) was followed to identify in vivo and descriptive codes. The researcher read the full text to get a sense of the whole, developed codes and coded the text. Subcategories, categories and themes emerged during the analysis. An independent co-coder also analysed the data to ensure trustworthiness. Consensus conversations confirmed the findings.

Trustworthiness

To ensure trustworthiness in this study, the researcher applied Lincoln and Guba’s model (as cited in Botma et al. 2010:234–235). Prolonged engagement with the participants during the intervention, the project and the in-depth-interviews ensured truth value. The researcher reflected by writing field notes during and after the intervention and the interviews. Regular discussions among researchers enriched the process and improved credibility. Applicability was ensured through a well thought-through sample and a dense description of the research methodology. The possibility of an audit trail and the use of an independent co-coder during data analysis ensured consistency. Replication is possible because of a dense description of the study and data. An audit trail and reflexivity ensured neutrality. Authenticity is evident in the quotes that enrich the findings.

Ethical consideration

The researchers’ previous studies in the community provided the trust relationship to continue with this study and to make use of non-governmental organisations (NGOs). Great care was taken with the inclusion of the PLWH in the larger study and they were always first approached through mediators to ensure that they had a choice as to whether they wanted to participate. The risk–benefit ratio analysis led to a workshop for the PLWH prior to their contact with others, to give them the necessary skills to responsibly disclose their statuses should they feel the need. Travel expenses were covered if they preferred a venue other than their own homes. The spiritual leaders were informed that their recorded interviews would be kept anonymous and confidential by marking them with a code instead of their names. Data were stored in a safe place with hard copies being locked away and electronic data on computers being password-protected. The data will be kept for 5 years.

Findings and discussion

The results reflect the findings of the 16 interviews that were conducted with the spiritual leaders. These findings are specifically focused on the experiences of the spiritual leaders. Three themes were identified during the analysis of the interviews with the spiritual leaders: Interaction with PLWH activated new experiences for spiritual leaders; an increased awareness of difficulties with HIV, disclosure and stigma; and the value of the HIV stigma reduction project. These three themes and their associated categories are visually represented in Figure 2, which provides a summative relational outlay between the themes and their associated categories. The discussion uses the structure of Figure 2, as well as enriching verbatim quotes from the spiritual leader’s interviews.
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Interaction with people living with HIV activated new experiences for spiritual leaders

The intervention encouraged participants to initiate contact with PLWH, making them realise that they can live and socialise with PLWH without fear of infection. Through engaging with PLWH during the workshop and project, participants began to learn from PLWH and realised that each PLWH has a different story to tell. Participants witnessed how PLWH accepted themselves and made peace within themselves.

There were four subcategories that showed the participants’ experiences while interacting with PLWH during the workshops and projects of the HIV stigma reduction intervention.

Acceptance and empathy with people living with HIV were activated

The interactions between PLWH and the spiritual leaders during the workshops and projects lead to spiritual leaders accepting PLWH. This was especially true for the religious leaders and in the religious settings where exclusion is sometimes the order of the day:


‘At church I’m the one who handles issues on health but they always told me that if it’s a community thing like a convention, please don’t recruit people who are positive, they mustn’t come and cook or whatever because we are never going to eat their food …’



This turned to acceptance after the project: ‘… but now the very same people are the ones who elect them for the cooking and even to be members of the committee’.

The interactions activated empathy with PLWH when they realised what painful experiences PLWH have to face when they disclose their HIV-positive status. These experiences varied from physical rejection (‘…from the moment you disclose they will never hug you. That is it, no more hugs’.) to at times being more social and emotional in nature (‘Why should I go to friends who are criticising me? My family has left me’.) The spiritual leaders also became sad because of all the deaths caused by HIV and particularly when they felt they could have supported their own loved ones that had already passed away. The participants recognised how PLWH are victimised within their own religious organisations and would then ‘stop going to church because they were judged’. They realised their own shortcoming in providing support to PLWH (‘In the church there is no one who stands up and speaks for those people who are discriminated against because they have HIV and AIDS’). Empathy became more visible through the spiritual leaders’ honesty:


‘Those who were crying, they started to see that I am open and that I am really with them. I cry with them because in the church, we cry with those who are crying. We rejoice with those who are rejoicing.’



Awareness of their own ignorance

Interacting with PLWH alerted participants to their own ignorance of HIV and the HIV stigma in their communities and the fear they felt towards PLWH. One spiritual leader remarked that before the intervention he felt that ‘these things does not concern the church. I am a pastor, these things are not my problem’. Participants realised that their own negative emotions arose because they did not know about HIV or stigma and particularly because they do not think ‘of the problem of HIV in relation to what the victims are suffering’.

A stronger realisation of God’s presence

Participants experienced a stronger presence of God and of his love and care for everybody. They experienced God’s presence during the workshops and project as if ‘God was a part of it’. He helped, supported and strengthened the participants:


‘I experience that sometimes God can make miracles. Sometimes you say I’m afraid to do this when I’m in front of the people, can I make it? Maybe I can’t do this, but in the power of God, you find yourself being able to go and reach that.’



Ability to inspire hope in people living with HIV

Spiritual leaders recognised that they can inspire hope in PLWH because they became aware that ‘HIV is not a death sentence’. This hope was often of a spiritual nature: ‘I told them you have potential; God has given you potential. Being HIV-positive doesn’t mean you won’t be able to fulfil your potential’ and ‘God has given you a dream, you can live that dream, so don’t start waiting for it to come’; and:


‘So if God knows today you are going to be HIV positive and tomorrow you will be stigmatised, God has known that and He has made a plan. He will never give you more problems you can handle. So whatever challenge you are having now, God knows you are having it and has made a plan to overcome it. If you want to be a teacher, HIV will not prevent you from being a teacher. If you want to be a musician your status will not prevent you from being it.’



Greater awareness of HIV stigma and the realities of stigma and disclosure

Participants developed a greater awareness and understanding of what HIV stigma is and the realities of stigma and disclosure that PLWH experience when they disclose their status. Two categories developed from the data.

Awareness of HIV stigma

The participants realised for the first time during the intervention what HIV stigma is. They indicated that no one ever told them about the extent of stigma with which PLWH have to cope. One participant noted before the intervention: ‘I knew nothing, I just knew if you have HIV you are going to die’. The intervention helped participants become aware of the consequence of stigma within the lives of PLWH and their community. The above-mentioned consequences included gossip, abuse, rejection by their families, job loss, illness, depression and suicide.

Awareness of disclosure realities

During the workshop, PLWH openly disclosed their HIV-positive status to the participants because they felt safe to do it and felt empowered to handle it through the initial workshop on ‘responsible disclosure management’, which was only presented to PLWH. The spiritual leaders saw how disclosing unburdens PLWH. People living with HIV expressed their happiness to let go of their secret and share their status with the participants. The participants appreciated how disclosing freed PLWH, ‘… free, like they didn’t have HIV’. It made participants happy to hear PLWH disclose and be ‘… free to be with them’. However, participants realised that PLWH might have negative expectations of disclosure because of traumatic past disclosures. When their own families stigmatise them, they do not expect other people to accept their status:


‘But now if your immediate family … don’t want you in her room, don’t want to share a cup of tea, don’t want to eat with you or drink with you. So if you have this problem of treatment in the house, how are people from outside going to treat you?’



Consequently, disclosure can change relationships sometimes for the worse. Participants described disclosure as an emotional experience filled with shock, hurt and a sadness that ‘broke [their] heart[s]’. Yet, they realised that for PLWH not disclosing is painful to the point where ‘… if you keep it to yourself you die inside’. The example of PLWH self-confidently disclosing their status inspired some of the spiritual leaders to go for an HIV test to ‘… know [their own] status and live free’.

Experiences of the HIV stigma reduction workshops and project outcomes

Three categories emerged from the data in the last theme: The spiritual leaders had a positive experience of the outcomes of the HIV stigma reduction workshops and the community projects which they had to plan and execute; they were excited about the newly acquired knowledge, attitudes and skills they gained; and they could see the change as successful outcomes of the impact of the workshops and the projects.

Positive outcomes of HIV stigma reduction workshop and project

Spiritual leaders had a positive experience of the workshops and project, expressing their joy of having had the opportunity to be involved. In particular, they were happy that ‘traditional healers as well as pastors [were] being group[ed] together’. They got a better understanding of one another. After the project, they could see more people becoming involved with HIV stigma reduction actions offered by traditional healers, religious leaders and people of the community: ‘They can come and be taught more if they want and you can find that there’s a traditional healer, a pastor and peers all working together’. As part of a dedicated group that had to implement their project, they experienced solidarity, support and teamwork. This was a new experience for specifically the religious leaders (‘… working together especially people who are different in religions is totally something very difficult to other people because our faith is not the same’). Nonetheless, they were very motivated to do the project, to overcome obstacles and to succeed in their communities. Participants felt attendance was important and they encouraged others to get involved with the project. These projects touched the hearts of not only the participants but their communities as well: ‘I think that it is good to touch people’s hearts. So, people can take this thing very, very serious… It is good to touch people’s lives’. The project taught the participants things that made them feel empowered, but it also posed challenges such as acting as leaders, and lacking finances to attend planning meetings (which resulted in poor attendance). In one of the projects, the participants were disappointed because the community attendance was poorer than they anticipated.

Newly acquired knowledge, attitudes and behaviours

The participants indicated that the intervention had been a life-changing experience for them. They felt that they had acquired new knowledge and experienced a change in attitudes and behaviours towards PLWH that developed throughout the workshops and the project. The intervention gave them new perspectives on the way they work with PLWH. They realised that a person’s:


‘spiritual affiliation is not important. What is important is your fight against stigmatising, how we have to fight it and how people have to cope with it. So that was an eye opener to me.’



They felt strongly that they and others in the community should love, support and encourage PLWH. The families of PLWH should be the first line of support when they disclose. They should be the one’s saying: ‘… don’t worry, God is in control and they are there for you’. They should tell PLWH ‘… that you are my child and you will always be my child no matter what. I love you regardless of your illness’. They indicated that through building good relationships between family and friends of PLWH, they could lead the community to a more respectful manner of treating PLWH which advocates for their acceptance. The projects helped them gain new knowledge of HIV and stigma, which led to learning new ways in how to interact with PLWH: ‘It gives me knowledge, because to be a different pastor and to change people, it means a lot to the people who have no power’. They felt that they no longer want to stigmatise PLWH, but that they should rather help PLWH. They should not change their behaviour towards PLWH after disclosure: ‘Wouldn’t treat them any different to how I used to treat them before’. They learnt new skills, such as how to deal with PLWH; how to relate, support and encourage them; how to cope with stress; how to do fundraising; how to write a play; how to plan a project; and how to overcome unforeseen challenges.

Successful change outcomes

The intervention (workshops and project) brought about definite change. Afterwards, they wanted to fight stigma and advocate against it. They had managed to put their differences aside and focused on reducing HIV stigma: ‘There we had spiritual leaders, we have sangomas, we had Christians, even if you are Muslim, there was one. Your spiritual affiliation is not important’. They believed that change with regard to stigma is possible in their own communities, because some had seen circumstances in their communities changing:


‘We can change people’s minds. Then, if a community that have pastor or someone like me and others, so that they can do this thing, the community can become a better community.’



Participants were happy to have had a role in the observed change and planned to continue to teach other people. They have taken the lessons of the intervention into their daily lives: ‘So far, I’ve been talking to people. Sometimes, in the church I take the pamphlet and I preach about the pamphlet. I see that many people start to understand and they start to become open’ and ‘I use religion by quoting that God doesn’t want you to shun a person and in so I bring the shunning of people in stigma, I bring that together in that presentation and I tell people about’. Participants felt that it is knowledge that will bring change towards PLWH and how they are treated, because they will lead by example: ‘It gave me knowledge to be a different pastor and to change people. It means a lot to the people who have got no powers’. The participants felt happy that PLWH stand up for themselves and take control of their lives and ‘participated in that workshop … working with us. Doing things the way they are supposed to do’. This resulted in the spiritual leaders’ changed attitudes towards HIV that should be treated as any other disease:


‘PLWH didn’t do it on purpose and people who aren’t ill like to make it seem as if this person brought in on to themselves. There is no one who wants to be sick.’



Practical implications and lessons learnt

The value of the study can be drawn from understanding the practical implications of the findings and drawing on lessons learnt for future guidance.

The study has reported that following participation in a community-based HIV stigma reduction intervention, spiritual leaders recognised their lack of appreciation and understanding of the plight of PLWH. Practically, it emerged that spiritual leaders need to understand the role of spirituality in the lives of PLWH. Stigmatising behaviour (sometimes unintentional) can create barriers between spiritual leaders, the community and PLWH. There seem to be a perceived unaccountability of spiritual leaders to unite regarding HIV stigma reduction. The following lessons learnt regarding the community-based HIV stigma interventions provide guidance in this regard:


	Spiritual leaders can become more aware of the painful realities and exclusion PLWH in their communities face.

	A change of attitude in the spiritual leaders was facilitated by including them in the intervention.

	Spiritual leaders can individually or as part a team play a significant and visible role in the fight against HIV stigma.

	Inclusion in a community-based HIV stigma reduction intervention can unite spiritual leaders and PLWH to bring about a positive shift in the attitudes of communities.

	Faith communities can make a meaningful contribution to facilitate such a shift in attitudes and they can advocate against HIV stigmatisation within their communities.



Limitations of the study

The small sample size may be a limitation to this study, but a large sample size could have compromised the therapeutic nature of the intervention. If more time could have been spent with participants, the impact could have been even more intense. A follow-up short intervention could also have strengthened the impact.

Conclusion

As described in literature (e.g. Miller 2009:277–278), few interventions directly involve spiritual leaders in attempts to reduce HIV stigma in communities. This article reports on the value of involving PLWH and spiritual leaders in the same community-based HIV stigma reduction intervention. Spiritual leaders saw themselves playing a much greater part in reducing stigma in their own congregations and their communities at large. Through increasing the community’s knowledge about HIV stigma and exposure to PLWH, boundaries can be broken down and fear of HIV reduced. After the intervention, spiritual leaders accepted PLWH more, became more empathic towards them and also became aware of their own ignorance of the realities that PLWH have to face and how they have failed PLWH in their congregations. Spiritual leaders should encourage PLWH and support them so that they do not have to face such hardships alone. Spiritual leaders should take on a much stronger role in making PLWH’s lives bearable, giving them hope and providing spiritual support, as also mentioned by De la Porte (2016:5). Spiritual leaders should help PLWH face disclosure challenges by providing a safe environment and offering unconditional support. If spiritual leaders are equipped with project skills, they will be afforded the opportunity to become leaders in the fight against HIV stigma and will start to initiate change in their own congregations and communities. Spiritual leaders should build relationships (regardless of spiritual affiliation) to fight against stigma and to change the lives of people in their communities. Phillips (2005:336) emphasise the need to practice ‘compassion, love and understanding’ in this regard.

Spiritual leaders are deeply involved in South African communities and have the respect of community members. They can thus play an important role in becoming agents of change that can influence what happens with regard to HIV stigma in their community. We recommend that participatory interventions for HIV stigma reduction specifically targeting spiritual leaders be developed and implemented.

Recommendations

It is recommended that the HIV stigma reduction intervention as developed here can in future be implemented to meaningfully target spiritual leaders (involving both traditional healers and religious leaders) in realising their responsibility and involvement with HIV stigma. We stress that PLWH should be included at the same time in the intervention to strengthen their relationships. We recommend that by building knowledge and understanding of HIV stigma, the expected effect should be retained. The practical application of the intervention should also in future activate the internal leadership of participants. We recommend that the intervention can be implemented without change in both urban and rural settings. We also recommend that after 3 months a small booster follow-up session should be conducted to strengthen the impact.
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