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Abstract

Background: When there is a lack of resources in the community to support deinstitutionalisation, the siblings of an individual with a mental illness are the ones who are the most affected and vulnerable. Nevertheless, sibling care work is still largely unacknowledged in the mental health sector in low- and middle-income countries.

Aim: This article describes and interprets the lived experiences of ‘black’ isiXhosa-speaking individuals having a sibling with a mental illness, to shed light on how mental health professionals might support and sustain the involvement of individuals in the treatment and care of their sibling.

Setting: The study was conducted in a semi-rural town in the Eastern Cape of South Africa.

Methods: The study employed a qualitative research design using interpretative phenomenological analysis as the research method. Semi-structured interviews were conducted and analysed.

Results: The findings present interview extracts which give voice to participants’ experiences of financial burden, social burden and stigma, and of engaging with psychiatric treatment while providing care for their mentally ill sibling. Findings also highlight the positive aspects of caring for a sibling with a mental illness.

Conclusion: This study specifically highlights the gendered nature of care work and siblings’ increased understanding of mental illness by virtue of their relationship with their brother or sister, thereby possibly pointing to sibling relationships as valuable relational resources for challenging stigma. The study findings suggest that calls for greater cooperation between healing belief systems should include dialogue with western religious belief systems alongside traditional healing belief systems.
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Background

The purpose of this article is to describe the experiences of ‘black’1 isiXhosa2-speaking individuals in a semi-rural town in the Eastern Cape of South Africa, who have adult siblings with a serious mental illness, with a view to guide mental healthcare professionals to develop programmes and interventions for low- and middle-income (LAMI) countries, which support and sustain the involvement of individuals in the treatment and care of their sibling with a mental illness.

In 2011, Peterson and Lund argued that while in South Africa some progress has been made in decentralised care for severe mental disorders, there are insufficient resources to adequately support community-based services, resulting in the classic revolving door phenomenon.1 When there is a lack of resources in the community to support deinstitutionalisation, the siblings of an individual with a mental illness are the most affected and vulnerable.2 Because parents are ageing, research has begun to shift towards siblings as caregivers of their mentally ill brothers or sisters,3,4,5 highlighting the invisibility of siblings to mental health services.6

Nevertheless, we do know from research in the global North that both positive and negative experiences result from relationships with a sibling who has a mental illness.7,8,9 A recent study has also noted the role of cultural values in caregivers’ sense-making around these experiences.10 Yet still little is known about the experiences of sibling caregivers in LAMI countries such as South Africa, where cultural beliefs around mental illness continue to play a significant role in health-seeking behaviour.11 What is known is that caregivers of adults with mental illness in an African context express many difficulties with caring for their relatives’ physical and emotional needs, particularly with regard to financial burdens.12,13

Furthermore, a study conducted with caregivers of mental health service users found that many families did not understand the causes of the illness of their relative but wished to be educated as they believed that this would provide them with better strategies for caregiving.13 However, it is unclear to what extent the experiences of family caregivers more broadly are similar to or different from the experiences of the siblings in particular. This article aims to give voice to the experiences of adult siblings who care for their brothers or sisters in contexts of poverty and mental illness, in order to propose ways in which mental health practitioners can support the sibling caregiving role in South Africa.

Methods

Study design and objectives

Interpretative phenomenological analysis (IPA) was the chosen qualitative method for this study, because of its commitment to the examination of how people make sense of their major life experiences and, by extension, to give voice to these experiences.14 The IPA is grounded in Heideggerian phenomenology which argues that we only come to know reality through our own subjectivity as we are always a ‘person in context’. Thus, IPA aims to give insider’s accounts of subject matters, approaching phenomena with sensitivity and responsiveness in order that any subject matter be revealed on its own terms.15 The IPA also argues, however, that interpretation of this phenomena is always part of the description process. Therefore, in this study the objective was to describe participants’ interpretations of their experiences of their sibling relationships and the researchers’ interpretations of these experiences. The latter is marked by an epistemological openness,15 with a view to shed light on how mental health professionals might support and sustain the involvement of individuals in the treatment and care of their siblings.

Setting

The study took place in Makhanda, a semi-rural town in the Eastern Cape of South Africa, which is characterised by high levels of poverty and unemployment and low educational levels. Nearly 40% of the population (39.4%) falls below the poverty line16 and about 13.2% of family households has no income.17

Study population and sampling strategy

The study utilised purposive sampling in order to recruit a fairly homogenous sample group in line with IPA studies; participants had to be ‘black’, isiXhosa-speaking adults (over 18 years), living in Makhanda, Eastern Cape, South Africa, and self-identified as living with or caring for a brother or sister with a severe mental illness, that is, the sibling must have been hospitalised at some point because of the mental illness. In addition, snowball sampling was used to increase the probability of finding participants. The sample consisted of five participants as the emphasis is not on generalisability of findings but on a thick interpretative description of a small sample of participants. It is important to note that while all the participants consider themselves to have a brother or sister with a mental illness, not all the participants’ ‘brothers’ and ‘sisters’ are biological siblings. This socially constructed nature of sibling relationships (rather than biologically defined) is not unusual in ‘black’ South African families, particularly in the rural areas of South Africa where households and social relationships are frequently fluid and migratory.18 Social bonds are defined by who is dependent on whom and who takes the responsibility for whom in a context of extreme poverty.19 The characteristics of the participants are represented in the Table 1.
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Data collection

An interview guide was developed by the authors and consisted of open-ended questions in line with a semi-structured interviewing style recommended for IPA.20 The interviews were conducted in isiXhosa by the second author. Each interview was approximately 1 h-long and was audio recorded.

Data analysis

The interviews were transcribed and translated into English by the second author prior to engaging with systematic qualitative analysis of this data with the aim of developing an organised, detailed, plausible and transparent account of the meaning of the data.21 Each transcript was subjected to line-by-line analysis (coding), with a focus on the experiential claims, concerns and understandings of each participant. The codes were then grouped into subordinate themes (emergent patterns) and then into master themes. Points of convergence and divergence, commonality and nuances, were then explored for every case and then subsequently across multiple cases. A dialogue developed between the researchers, the coded data and the researchers’ psychological knowledge from the literature review about what it might mean for participants to have a sibling diagnosed with a mental illness.

Yardley’s22 four principles for conducting quality qualitative research were applied throughout the study. Firstly, the researchers were careful to remain sensitive to the context in which the research was conducted facilitated by the fact that Both live and work in Makhanda. Moreover, the second author purposively conducted the interviewers with empathy and with a sensitivity to the possible power dynamics inherent in the interview exchange. Secondly, the researchers worked with commitment and rigor, immersing themselves in the available literature on the topic and the research method. Data collection and analysis were thoroughly and systematically conducted. Thirdly, transparency and coherence were attained by documenting all procedures throughout the study, including paying careful attention to researcher reflexivity. Finally, this article attests to the fourth principle, namely, the impact and importance of the research.

Ethical considerations

Informed consent was gained from all the participants whose participation was voluntary. Anonymity and confidentiality of their data were guaranteed. The research was granted ethical approval by the appropriate ethics committee at Rhodes University.

Results

Several themes emerged from the data, which are presented as follows: (1) experiencing the sibling as a burden post-diagnosis, (2) positive experiences emerging from the sibling’s mental illness and (3) experiences of the sibling’s treatment and the mental health system.

Experiencing the sibling as a burden post-diagnosis

A common and dominant experience amongst participants was the significant financial strain faced by the participants having a sibling with a mental illness. The participants described feeling overwhelmed by the sense of financial responsibility that they were required to take on because of the loss of the sibling’s income:


‘I was very worried because she was very helpful at home, she used to buy furniture, buy clothes even for me you see. Because my mother didn’t get paid much, … So she was a breadwinner, I can say that. So I felt very sad, very sad because I knew that I would struggle this much.’ (Phumla, 49 years, female)



One participant described the sacrifice made by her as a result of the additional financial strain:


‘Always me, always me. I even ask myself sometimes, “Why God me?” … always, always. It also disturbs me. It’s a lot … And I also decided to leave the school. Oh man, shit! Everything is on me! Do you feel that? … Yho! It’s a burden.’ (Nomsa, 31 years, female)



For others, financial strain arose as a result of the conflict regarding the contribution of the disability grant:


‘Since I’m this kind of person who is responsible for all of them when they got sick and stuff. So now he is, he’s a grant payer, yes. Then on his day, nobody is taking his grant or his card what(so)ever. You will see him on the 1st or on the 31st or on the 20-something when the grant day is coming. He will start saying words like, “You won’t help me.” Saying to me, “You won’t help me,” “You will help your brothers”… blah blah … “I won’t get sick again”… something like that. Whereas I did not say anything. I just keep quiet. My dad said, “Just keep quiet. Leave him like that.” After a few days when the money is out, “Hello my sister. How are you?,” and then I say, “Hi, I’m fine thanks,” and so on, and stop there.’ (Nomsa, 31 years, female)



In the above extract, we see that Nomsa feels that it is unfair that she is financially responsible for her brother, because he does not provide his grant money to assist at home, becoming very elusive when the time draws closer to the date for his grant. There may be a gendered aspect to this, as earlier Phumla also describes her father not contributing financially to the household, despite being employed. Nomsa is conflicted as to how she should act upon her feelings because her father says that she should keep quiet; therefore, to maintain the peace she avoids expressing her true feelings. It is possible that her silence is also a function of her gendered position within a fairly traditional family.

In addition to the financial strain, the participants described experiencing many negative emotions related to the associated stigma of having a mentally ill sibling, particularly embarrassment, shame and fear:


‘Yho! It was very … I was feeling so like, I was not like myself because he (is) sometimes embarrassing you, us as a family. And then you feel those … and others were laughing. It was like he is doing it for fun. Sometimes he would go outside naked, you know those things.’ (Nomsa, 31 years, female)



Nomsa describes experiencing embarrassment as a result of her brother’s behaviour which she interprets as possibly intentional. She describes how this embarrassment stemmed from the laughter or ridicule of community members highlighting the stigma of mental illness.

Andile’s interview painted a similar picture of emotional strain largely because of stigmatisation of his mentally ill sibling by peers:


‘Mm for me I will say, having a brother with a mental disease, you face many difficulties. Because while I was growing up I didn’t understand. So the other kids were teasing him at the small age. So it wasn’t good at that time. It was bad because all the time when we see him, they would start singing songs that are based on him.’ (Andile, 22 years, male)



Positive experiences emerging from the sibling’s diagnosis

Participants described positive changes in their own development as a result of having a relationship with their mentally ill sibling. For Andile this emerged in an increased sense of responsibility for his sibling’s well-being, leading to feeling closer to his brother:


‘Sometimes I am just being with him just to make him feel okay. Especially when I see that he is not in a good mood or good position, I like to just chill with him and take my guitar and play my guitar, I know he likes listening to music. And (I) play my guitar. So I would say his illness brought me close to him because as (his) brother, I always want to be better.’ (Andile, 22 years, male)



Phiwo’s sibling’s mental illness led to an increased sense of understanding of and patience with her brother’s unusual behaviour:


‘No it wasn’t affected. Maybe if ever I was shouting at him and I was saying, “Zola, do this!,” maybe it would have changed. But, even the things that he says about me sometimes I just choose to ignore him because I just (say to) myself, “No, because he’s got bipolar.” So I just understand.’ (Phiwo, 23 years, female)



A pattern of responses emerged from the data which pointed to participants’ experiences of having a greater understanding of mental illness as a result of their sibling’s diagnosis, either because of interacting with other people with mental illnesses, met through their sibling, or through experiencing less fear of mental illness because of their interactions with their sibling:


‘(It) makes me closer to other people who have this illness because almost all of his friends, they are like my friends now. Because even in the streets I holler at them now, “Hey brother! Hello.” And I stand and I chat and then I go. So it makes me closer to them.’ (Andile, 22 years, male)

‘It has helped me a lot because I now understand a person who has the same condition. It really has helped living with her as well. Now I’m not scared if I see someone like her. I also know now what I should do. I understand that she is also a human being and you shouldn’t shout when talking to her as though you’re talking to a mad person. You must address her as a normal human being.’ (Phumla, 24 years, female)



Negotiating their sibling’s treatment and experiences of the mental health system

Most participants described their cultural and religious beliefs as significant in their experience of their sibling’s mental illness. Specifically, participants talked about how cultural expectations and their own spiritual beliefs informed their understanding of their sibling’s mental illness and in turn the help-seeking behaviour for their sibling. Some participants found negotiating these two different worldviews easier than others. Phumla describes going against the wishes of the extended family to take her sister to a traditional healer, opting instead to pray for her which she believes assisted in her healing:


‘They’re very happy now because they were my relatives. They were just advising me, “This woman is supposed to be a sangoma (traditional healer).” I said to them, “No! My mother tried all of these things but they never helped. So I’m going to do things on my own.” And I just started praying and nothing else … I see God worked there because I’m telling you I never took her to the witchdoctors. I just pray and she ended up stopping that swearing and going all over.’ (Phumla, 24 years, female)



Phumla describes drawing on her Christian belief and, therefore, rejecting cultural traditions, in seeking assistance for her sister. She does not mention medication as assisting with her sister’s symptoms subsiding, suggesting a primary understanding of mental illness as a spiritual illness:


‘Mother said to my father, “Maybe he needed something. Maybe like a traditional ceremony in order for him to be okay again.” But they (did) that ceremony but still there was no difference. Family members said that we should take him to the sangoma and we said that we did that and it didn’t help. It’s just a waste of money “cause we said he’s sick so he’s under treatment.” Yho! My belief? Yes, I do believe in those traditional things because we wanted my uncle to get healed but it didn’t help. They said we must slaughter a goat in order for him to be okay, but that didn’t help.’ (Lutho, 22 years, female)



Although Lutho perceives the traditional ceremonies as unhelpful in assisting with her sibling’s difficulties, she describes reluctance in giving up her traditional cultural beliefs. A distinction is made between mental illness as a biomedical problem which requires (psychiatric) treatment and mental illness as a spiritual problem which requires traditional ceremonies to appease the ancestors. It seems that for Phiwo the distinction between the two is difficult to hold on to. This tension between traditional and psychiatric approaches to treatment was prevalent in the participants’ narratives:


‘People said that if ever a person puts in those things, they might end up getting mad. So some are saying (that), “No, he is mad.” The doctor is saying, “It’s bipolar.” So we really do not know which is which. But I believe that it’s bipolar because when he’s eating his treatment he’s fine, you know. So that divided the family because of that … so we really don’t know which is which.’ (Phiwo, 23 years, female)



In the above extract, Phiwo describes how some of her family members told them that if a person has spirits inserted into them by a traditional healer to protect them (known as izinyanya), then those ‘things’ can also make the person ‘mad’. Here Phiwo seems to be saying that it was possibly the traditional approach that was the cause of her brother’s ‘madness’. The extract points to confusion and possibly conflict around the aetiology of her brother’s mental illness.

Overall participants seemed to draw a connection between their sibling’s psychiatric treatment and their improvement and spoke positively about their engagement with mental health service providers.


‘The support … Yho! … very … they were doing a very, very good role. I don’t know how to thank them because since then, it was only two or three times that he got sick. Since he is on treatment, I can say two times or three times.’ (Nomsa, 31 years, female)



The experience of feeling that the mental health service providers consulted with the participants regarding their sibling’s treatment varied. Lutho described mental health service providers giving careful explanations of the course of the illness:


‘Ja, they did explain to my parents and they explained it to us, that he would see things, hallucinate and hear voices. Ja so we would understand. But he would take his treatment and he would calm down a bit.’ (Lutho, 22 years, female)



But Nomsa described not receiving any information, despite feeling like she had multiple opportunities to receive this information:


‘Nope, I did go maybe twice or three times a day, I mean, a week but nothing they told us about the treatment.’ (Nomsa, 31 years, female)



The multiplicity of caregivers and geographical location were raised as possible reasons for the lack of information provided:


‘Maybe they told my mom, but by the time I took her, she was already in [hospital]. Oh no, I don’t know, but it’s an injection and some tablets. I meant to bring the tablets with.’ (Phumla, 24 years, female)

‘I wasn’t there. I wasn’t there because his doctor is in Uitenhage so I was only just told that these are his doctors. So I wasn’t there.’ (Phiwo, 23 years, female)



Discussion

The participants in this study clearly contribute to the management of their siblings’ mental illness and have been affected by their siblings’ ill health, both negatively and positively. In line with much of the existing literature in contexts like these,12,13,23 the participants described experiencing financial strain as a result of their sibling’s mental illness.

Nevertheless, the phenomenological emphasis of this study uncovered the extent to which income is still controlled by men within the family and suggests that more provision needs to be made for the caring work and household maintenance that frequently falls on sisters and women.17,24

The impact of stigma on siblings is particularly evident in the findings of this study, supporting research that points to the high overall degree of perceived stigmatisation of mental illness in South Africa25 and other parts of Africa.26 The participants in this study reported remaining silent in the face of stigma within their communities, experiencing shame and embarrassment in line with the international findings.27 It is possible that these feelings are influenced by cultural beliefs which play into the stigma,25 as cultural beliefs of mental illness were at times linked to ‘spirits’ and ‘witchcraft’ as has been reported elsewhere.28

The participants of this study also described a number of positive experiences emerging from their relationship with their mentally ill sibling. These descriptions of aspects of fulfillment from the caregiver relationship are similar to those reported by caregivers in a Cape Town study.29 What emerged as different in this study was that many of the participants described the positive effects of a greater understanding of mental illness as a result of their siblings’ experiences, pointing to the possible value of sibling relationships in breaking down the barriers of stigmatisation of mental illness.

The participants in this study described negotiating two different belief systems, at times simultaneously, when seeking treatment of their siblings, supporting claims that individuals with severe mental disorders often utilise both westernised public healthcare facilities and traditional healers concurrently or sequentially.1,30 Indeed, many participants in this study described traditional healers as the first point of contact, supporting the findings by Mkize and Uys11; in many ways, this is unsurprising as the Xhosa culture, like many African cultures, considers the ancestors to be the guardians of family affairs, traditions, ethics and activities.31,32 It is evident through the results of the study that culture plays a vital role in the help-seeking behaviour. However, the findings significantly suggest that western religious beliefs also play a role in health-seeking behaviours alongside, and at times in conflict with, the traditional healing systems. Participants’ experiences of confusion and conflict as a result of negotiating with different systems of healing support claims made by Peterson and Lund1 that there are few examples of cooperation between different illness frameworks and highlight the problems resulting from this. Peterson and Lund1 call for the increased training of traditional healers to promote mental health literacy; we would add to this the need for increased training of religious leaders.

The current study suggests that caregiver information about the mental illness of their sibling was not forthcoming from mental health service providers, despite participants showing a desire to be informed or educated about their sibling’s mental illness. This finding is supported by Mavundla et al.13 and Cleary et al.33 Despite the lack of information provision, the participants in this study reported experiencing the mental health services positively, which suggests that in certain contexts there is a platform for building more empathic communication between mental health professionals and family carers. However, some of the participants reported not being involved in their siblings’ mental health treatment, suggesting continued invisibility of siblings as important sources of care. At times, this lack of involvement was a result of geographical distance or because of multiple caregivers’ participation, pointing to pragmatic challenges in involving siblings in mental health treatment.

A methodological limitation of the study is its small sample size; the findings cannot be generalised to the broader population. Nevertheless, the in-depth nature of the data collection and analysis which were facilitated by the small sample, meant that the findings could provide a rich description of experiences of siblings from a semi-rural context in South Africa.

Conclusion

This study has drawn attention to the experiences of adult siblings as caregivers of their brothers or sisters with a mental illness in a semi-rural context in South Africa. Siblings’ experiences are in many ways similar to those reported by studies on family caregivers of individuals with mental illnesses including experiences of financial strain, experiences of stigmatisation, positive experiences of caregiving, confusion and conflict negotiating multiple belief systems when seeking help and both positive and negative experiences of mental health services. This study specifically highlights the gendered nature of care work which suggests that some men might retain control over finances despite sisters frequently bearing much of the burden of caregiving and home maintenance. The study also points to siblings’ increased understanding of mental illness by virtue of their relationship with their brother or sister and thereby possibly pointing to sibling relationships as valuable resources for challenging stigma. Finally, the study supports calls for greater cooperation between healing belief systems to promote cultural congruence and argues that this should include dialogue with western religious belief systems alongside traditional healing belief systems.
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Footnotes

1.The socially constructed nature of ‘race’ is acknowledged in this work and the researchers, thus, use single quotation marks to connote this signifier. The signifier is still globally considered relevant but also specifically in South Africa where racism continues to influence lived experiences.

2.IsiXhosa is an indigenous language spoken in the Eastern Cape of South Africa, in particular. While it predominantly refers to a language grouping, it is also considered a cultural grouping denoted by particular Xhosa rituals and customs.
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TABLE 1: Participant characteristics.

Pseudonyms Ageinyears Gender  Employmentstatus Nature of relationship Sibling’s diagnosis Religious identification Number of household members
Phiwo 23 Female  Student Uncle Bipolar mood disorder Christian 4
Phumla 49 Female  Unemployed Sibling Schizophrenia Christian 3
Lutho 22 Female  Student Uncle Schizophrenia Christian 4
Andile 22 Male Learner Sibling Schizophrenia Christian 5
Nomsa 31 Female  Student, Parttime Sibling Substance-induced  Christian 3

psychosis that led to
schizophrenia

Note: Pseudonyms are used throughout to protect the identities of the participants.
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