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Abstract

Background: Since 1994, the South African healthcare system has undergone several changes to meet the needs of contemporary South Africa. Yet the state of mental healthcare, especially in low-resource areas, remains in a precarious state.

Aim: This study aimed to explore how persons diagnosed with a mental disorder experience and perceive mental health services in a low-resource community in the Eastern Cape, South Africa.

Setting: The study was conducted at a primary care clinic in a low resource community setting in the Eastern Cape, South Africa.

Method: Semi-structured interviews were conducted with eight participants diagnosed with mental illness who had been accessing treatment for at least the past 6 months from a primary health clinic. Thematic analysis was used to analyse and identify pertinent themes.

Results: The following themes emerged from the data: (1) perceptions of mental disorders – role of culture, (2) experiences of having mental disorders – loss of employment, (3) problem of stigma – social rejection and labelling, (4) experience of distress – sadness and frustration and (5) challenges in accessing treatment – transport fee and shortage of staff.

Conclusion: This study yielded several lived experiences and perceptions in relation to participants’ feelings, opinions and interpretations of persons living with mental disorders and accessing mental health treatment in their local context. Future interventions should consider provision of more extensive professional help in the form of counsellors and social workers at the clinics, more efficient service delivery and future interventions regarding stigma should incorporate community members into the learning process.
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Introduction

The provision of mental healthcare in sub-Saharan African countries remains sparse, whilst the impact of mental and substance use disorders continues to add to the burden of disease in African countries.1 In the case of South Africa, and lower resourced provinces such as the Eastern Cape, the provision of mental health services are still limited by various factors such as socio-economics status, early detection of mental disorders and limited access to mental healthcare in low-resource communities.2 Considering the persistent issues of financial and systemic limitation, exploring the nature and experience of mental health service provision in low-resource communities remain to an important indicator to assess the state of mental health service provision.3

Studies by Monteiro3 indicated that 30% of the global population suffer from mental disorders, amongst whom are those who do not receive adequate treatment. Gyamfi et al.4 indicated that according to World Mental Health Surveys carried out in the America, Europe, Middle East, Africa and Asia, up to 40% of individuals in developed countries and 80% in less developed countries receive no treatment.4 To illustrate this, a significant section (75%) of the South African population living with mental disorders are not receiving mental health services.5 These findings lead to mental illness being recognised as a significant cause of one of the comorbid illnesses leading to ill health and poor quality of life.

The state of mental health services remains a public health and human rights concern. Yet those who do engage in the available services still encounter various challenges, namely limited resource,6 stigma,7 social isolation8 and being exposed to distressing and harmful experiences when accessing services regarding mental health,9 particularly in developing countries such as South Africa.

In addition, mental health services are not prioritised in South Africa.6 This is evident by the high incidence of mental disorders and the significant contribution to the burden of disease in South Africa.5 This means that approximately one in six South Africans is likely to experience a mental disorder, such as depression, anxiety or substance use, during a typical year.5 Thus, mental illness contributes 42% to the burden of disease in South Africa.2 Women have the highest incidence rate of mental illness and those living in low- and middle-income areas are most vulnerable to experiencing mental illness.10 De Kock et al.11 stated that one in 10 participants in a study conducted in these low- and middle-income areas experienced mental disorders.

This situation is further evidenced by the tragic deaths of more than 140 mentally ill patients under the patient care management of the Gauteng Department of Health (GDoH) in 2018.12 The loss of life resulted from the rushed execution of the Gauteng Mental Health Marathon Project, when the GDoH ‘precipitously’ terminated its contract with Life Esidimeni, a facility that provided ‘highly specialised chronic psychiatric care’ (p. 1) to mentally ill patients on behalf of GDoH.12 As a result, the shortage of mental health staff, coupled with inadequate mental health services, reduces the quality of life amongst persons requiring treatment in South Africa. For example, in 2018 the state of psychiatric hospitals in the Eastern Cape, such as Tower Hospital in Fort Beaufort, concerningly had only one psychiatrist whilst it serves a large portion of the entire province of the Eastern Cape, with an estimated population of 6.9 million, having only 400 beds for 344 males and 56 females.1

Considering the precarious state of mental healthcare in South Africa and with the recent findings of the South African Human Rights Commission (SAHRC)6 report, the commission found several shortcomings, namely a lack of policy implementation, underinvestment in mental health by government and access to mental health is still focussed at a tertiary level and not at primary care level, amongst others.6 Considering the precarious state of mental healthcare in South Africa, it was deemed necessary to explore the experiences and perceptions of mental health service provision at a primary care level in the Eastern Cape.

Research methods and design

The study employed a descriptive qualitative research method using semi-structured interviews.13 The study sample consisted of eight (n = 8) participants diagnosed with a mental disorder and who had accessed mental healthcare for at least 6 months at a primary health clinic in the Eastern Cape. Participants’ ages were between 40 and 60 years (M = 50 years) and all had received treatment for schizophrenia or major depressive disorder for more than 6 months from a primary healthcare clinic in the Eastern Cape (see Table 1). Purposive sampling was utilised to ensure that participants were receiving treatment for a known mental illness or had experience of living with a mental disorder and accessing treatment at a primary healthcare level.14
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Procedure

After ethical clearance was granted, the second author, P.M., met with the manager of the identified primary healthcare clinic to discuss and initiate the recruitment process. During the recruitment phase, P.M. was introduced to potential participants who were waiting for services at the clinic and those who indicated interest were invited for a detailed briefing in a private consultation room at the clinic. Participants attended a briefing session with P.M. about the study, which was performed in isiXhosa and in English. Participants were assured that their anonymity and confidentiality would be maintained throughout their participation and that they would have the right to withdraw from the study at any point during the research. Questions and or concerns were addressed to ensure that the possible participants were adequately informed about the nature of the study. At the end of this recruitment sessions, P.M. collected recruitment documents, which included consent forms. Ultimately, there were nine (N = 9) willing candidates, with one being unable to provide comprehensive feedback as he did not understand the questions and was deemed inappropriate to be included as a participant in the study. Participant psychiatric history (i.e. diagnosis) was confirmed by the clinic manager of the research site.

Data collection

All semi-structured interviews were conducted in isiXhosa and recorded with an audio recording device. Audio recordings were translated from isiXhosa to English and transcribed by P.M. The accuracy of the translated transcripts was checked by P.M. and D.B. Interview questions explored how participants experienced living with a mental disorder and their experience of mental healthcare in their local area (see Appendix 1). Transcripts were translated into English for analysis, primarily for the benefit of critical discussion amongst the authors and to disseminate the research findings. The length of interviews was between 40 min and 60 min.

Data analysis

Data analysis was guided by a thematic analysis,15 which is open, flexible and can potentially generate new insights in order to enrich understanding of the way people construct their everyday experiences and perceptions regarding mental health services.13 Familiarising ourselves with the participant data through transcribing, reading, and rereading the transcriptions, noting down initial ideas and generating initial codes by coding interesting features of the data in a systematic fashion across the entire data set, collating data relevant to each code and searching for themes by collating codes into potential themes and gathering all data relevant to each potential theme.15,16 Lastly, data analysis and writing of the results had undergone an iterative process with the authors discussing and reflecting on the analysis of the data.

Ethical considerations

The study obtained ethical approval from the Rhodes University Ethical Standards Committee and gatekeeper permission was also obtained from the Eastern Cape Health Research Committee (Reference number: EC_201906_004).

Results and discussion

A summary of the themes and sub-themes that were identified in the analysis is presented (Table 2).
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Theme 1: Perceptions of mental disorders: Role of culture

Bakow and Low17 suggested that the role of culture in mental health is not well understood in spite of the fact that the cultural conception of the self has a powerful influence on the manner in which the disorder is expressed and understood. Similarly, in this study, the majority of participants’ understanding of mental disorder is informed by an indigenous cultural perspective. This sub-theme thus highlights the manner in which participants perceive mental disorder and how it influences their cultural beliefs. This is highlighted here:


‘I was taken to a traditional healer who described witchcraft as the cause of my illness …; I also went to the hospital; the blood tests were done but the results came clean; I think it is … because I have been … bewitched.’ (Participant 3, female, 43 years old)



From the given extract, it is clear that following consultation with the traditional healer, the participant sought confirmation from the medical professional. This exemplifies that participants made sense of their illness from both cultural perspective and social context in which they found themselves. It is evident that understanding mental disorder in terms of issues such as witchcraft, compared with being diagnosed medically, requires a complete paradigm shift, one which is difficult, especially for individuals who have not been taught concepts relating to Western medicine. This finding presents as the cultural component that might implicate mental health, as described in the study by Gopalkrishnan,18 who described culture as a multilayered concept that is influenced by a range of issues through a set of values and norms followed and created by people.

The role of culture produced insightful discussion during the interview regarding issues of worshiping of the ancestors, which is described as the path to healing and viewed as vital for the maintenance of health within traditional African communities.17 The following participants demonstrate how culture influences the manner in which mental disorder is expressed and understood:


‘I think my sickness is caused by the ritual that I needed to be performed, so that I can be protected and my things to go well.’ (Participant 6, male, 43 years old)

‘I believe it’s amafufunyana … people are jealous.’ (Participant 8, female, 60 years old)



The given excerpts imply that participants have a particular understanding of mental disorders and that culture plays a key role in their conceptualisation. Furthermore, it is evident that cultural beliefs play an important role in decision-making regarding assessment and treatment of mental disorders. The majority of participants believe that mental disorders are prompted by witchcraft, and are intentionally caused, for example, as a result of jealousy, someone casts a ‘demon’ on the mentally ill person. As a result of these strong beliefs, the participants sought reassurance from traditional healers and some seem to be suggesting that they had become mentally ill because they had not undergone the necessary rituals, which would ensure that they obtain protection from their ancestors. This is supported by the South African study conducted by Tilolo et al.19 who suggested that persons with mental illness believe that mental illness is caused by ancestral anger at their failure to perform rituals. Witchcraft thus played a role in the development of their illness.20

Theme 2: Experiences of having mental disorders – Loss of employment

It is significant to note that unemployment is still a major challenge for people living with mental disorders. Moreover, most of the participants in this study reported being at risk of losing employment after the onset of their illness. A possible reason for this might be that the South African system excludes or denies people with mental disorders a right to work because it lacks reasonable accommodation or is unable to transition to their needs.6 Furthermore, the study by Folb et al.21 highlighted that receipt of psychiatric treatment is more common amongst those in disadvantaged socioeconomic positions, who are unemployed, and have no income. Its evidence can be found in the following statements:


‘I was working in George … after getting sick I lost the job.’ (Participant 2, male, 48 years old)



Similarly, this view was expressed by Participant 4:


‘I lost many jobs and had to be returned home.’ (Participant 4, male, 42 years old)



It would seem from the given excerpts that loss of employment is experienced by participants living with mental disorder. Furthermore, it appears that unemployment might be viewed as a burden that individuals experience during periods in which they are affected by mental disorder. Folb et al.21 demonstrated that people from socially disadvantaged backgrounds are most likely to be unemployed.

Theme 3: The problem of stigma – Social rejection and labelling

Participants described stigma as a painful and distressing experience and a significant barrier to the inclusion of persons living with mental disorders in community activities, healthcare service, workplaces and accessing education. All participants described the challenges they experience as persons living with mental disorders for more than 6 months and residing in resource-constrained areas.

Most of the participants in this study reported a level of social rejection and stigmatisation resulting in their isolation from the community. The following statements were made by the participants:


‘People chase me away, no one wants to be around me.’ (Participant 7, male, 57 years old)



Similarly, at the time of the interview, Participant 4 was experiencing social rejection and he reported that:


‘People do not want to be associated with me.’ (Participant 4, male, 42 years old)



Based on the above-mentioned excerpts, it is evident that most of the participants in this study were stigmatised and rejected. As a result, it is argued that participants had limited recovery capital, which was a significant obstacle to their mental healthcare improvement.

Research by Eksteen et al.7 suggested that most persons living with mental illness are likely to be labelled by the communities and, moreover, at times, they label themselves, which only serves to increase these individuals’ sense of being considered different and possibly even deviant. These results were found to concur with the findings of this study. This is evident in the following excerpt:


‘[P]eople always call me names such as crazy and un-progressive person.’ (Participant 4, male, 42 years old)



Participant 5 observed that:


‘People are most likely to describe me as a crazy woman who is unable to look after her children.’ (Participant 5, female, 47 years old)



Similarly, Participant 2 noticed that:


‘People call me a crazy person.’ (Participant 2, male, 48 years old)



The above excerpts by Participant 4 (male, 42 years old), Participant 5 (male, 47 years old) and Participant 2 (male, 48 years old) imply that people with mental disorder experience a sense of being labelled because of the negative way in which society views mental disorders.22 Furthermore, a study by Semrau et al.23 indicated that an estimated rate of 85% of the world population experiences a sense of being labelled and excluded from participating in a number of different areas of society.22

Theme 4: Experience of distress – Sadness and frustration

The following theme describes the emotional experiences of the participants and how living with a mental disorder resulted in poignant emotional experiences. Participants were asked to describe their experience of mental illness, they expressed a range of negative emotions, including sadness and feeling hurt; denial or non-acceptance of their illness; a feeling of failure and poor self-worth and a feeling of frustration and being ‘crazy’.

The participants felt that it was important to explain their experience of mental disorders, which is accompanied by a deep sense of sadness or hurt. The study by Burns24 found lack of understanding mental health-related difficulties that lead to feelings of sadness and hopelessness. A possible reason for this might be that mental disorder is recognised as a significant cause of hurtful experience, as highlighted by Kabir, Iliyasu, Abubakar and Aliyu25 and Mayers et al.9 Most of the participants’ experiences are explained here. For example, Participant 1 (female, 60 years old) stated that she ‘was sad’ because she ‘was not born like this’.

Meanwhile, Participant 7 expressed sadness because she:


‘[D]id not know what stress is and did not know what caused it.’ (Participant 7, male, 57 years old)



Similarly, Participant 8 described how she:


‘[F]elt sad … Because she did not really understand what she was suffering from.’ (Participant 8, female, 60 years old)



This emotion was reinforced by Participant 3 and Participant 5 who both expressed feeling hurt because they perceived themselves to be a burden on their families:


‘I feel hurt because I feel like a burden to my mother who is always looking after me.’ (Participant 3, female, 43 years old)

‘I feel hurt because I cannot take the mother’s role to my children.’ (Participant 5, female, 47 years old)



It seems that a lack of knowledge was an important aspect of the feeling of sadness experienced by the participants. It is this lack of understanding or ‘not knowing’ which seemed to exacerbate the feelings of helplessness, which accompanied the mental illness.

Furthermore, most participants in this study reported frustration at not being able to do the things the patient was able to do prior to suffering from her diagnosis. The following excerpt explains:


‘I first felt frustrated because I lost my job, even if I have a job offer my employer does not trust me.’ (Participant 4, male, 42 years old)



Whilst Participant 1 (female, 60 years old) expressed frustration ‘because there are so many things I can’t do’, other participants, such as Participant 5 (female, 47 years old) stated that ‘there are times I feel like I am crazy’.

It is clear from the interviews that a mental disorder was accompanied by a broad range of feelings, including that of frustration at not being able to do the things the patient was able to do prior to suffering from a mental illness. Whilst it is not possible to interpret exactly what feeling ‘crazy’ means, it clearly leaves a person feeling confused and distressed.

Theme 5: Challenges in accessing treatment – Transport fee and shortage of staff

A study by Vergunst26 indicated that rural communities in South Africa experience significant barriers to accessing healthcare. It is important to consider this relatively recent research publication at this juncture, as it demonstrates about the current the challenges of persons living with mental disorders. The study by Vergunst26 highlighted that the high cost of transport and the long distances needed to be travelled makes it increasingly burdensome for people from the rural areas to access healthcare. This problem was expressed by the following participant in this study:


‘[I]f there is no medication on the date given then you have to go to the hospital, which means I have to go home and borrow some taxi money because the hospital is far from where I stay.’ (Participant 1, female, 60 years old)



The experience of Participant 1 is supported by the SAHRC6 which highlighted that the Rural Mental Health Campaign conducted in 2015 noticed that medication stock-outs are a significant challenge in rural parts of the country and a very limited number of different types of psychotropic medicines are available from National Department of Health.

Furthermore, most participants in the study described shortages of staff as a significant challenge within the facilities where they access their treatment, despite the treatment they receive. This is supported by a study by Vergunst26 who suggested that rural areas in South Africa often do not have psychiatrists or psychologists and rely primarily on general practitioners (GPs) and nurses for mental health interventions. This has been highlighted further by a study by the SAHRC6 which indicated that in 2017 the South African Society of Psychiatry reported that there were only six psychiatrists working in the entire public mental health system in the Limpopo province and facilities such as Hayani specialist mental health hospital did not have a psychiatrist on staff. In his study, the following statements exemplify similar service constraints:


‘I spend many hours in the waiting room before I get treatment.’ (Participant 5, female, 47 years old)

‘[F]ew nurses and no one you can speak to.’ (Participant 5, female, 47 years old)



The above-mentioned excerpts signify that there is still a shortage of mental healthcare staff in the South African healthcare system. These excerpts are supported by the SAHRC6, which highlights that the number of psychiatrists and psychologists are low compared with the number of clients in need of care.

Conclusion

In analysing the textual data of patients diagnosed with mental disorders and using a socially constructionist informed thematic analysis framework, several findings reflected the experiences and perceptions of these patients in relation to their feelings, opinions and interpretations of living with mental disorders and accessing mental health treatment in their local context. This study found how the participants understand and make sense of mental disorders in the interview context considering the research relationship, social, historical and cultural elements that further influence their perceptions, decisions and actions that might have an impact on their well-being.

Participants expressed practical distress complicating some of their relationships and highlighted lack of knowledge, education, stigma and lack of efficiency in terms of service delivery. As a result, participants tended to position themselves as responsible for their inability to function at optimal levels within the social world. Furthermore, this study highlights the experience of social withdrawal, social judgment and labelling of people living with mental disorders, which was fuelled by a lack of knowledge, support, shortage of staff and minimal education about mental disorders, not only amongst the patients but also within their communities.

Limitations of the study

A limitation of this study is that the interviews were conducted with people in their home language, namely isiXhosa, which then had to be translated that constricted the essential meaning of what participants were saying. This has been confirmed by a study by Twin27 in which it is stated that working with translated text often means that some of the meaning gets lost in translation. Lastly, the study is also limited by sample size and its location. Thus, the findings of the study cannot be generalised to greater context of South Africa.

Contributions

Despite the above-mentioned limitations, the study has offered the participants an opportunity to talk about their personal experiences and perceptions of their own mental health and the experiences of mental health services in a resource-constrained context. In addition, the study highlighted how persons living with a mental disorder still encounter various challenges related to mental health, and how the South African mental healthcare system at a primary care level remains limited.

Recommendations

Future interventions should consider provision of more professional help in the form of counsellors and social workers at the clinics, more efficient service delivery and providing education regarding mental disorders, especially for the families of those affected. Furthermore, the study demonstrated that issues of culture have a significant influence on the manner in which patients understand their experiences. Moreover, future interventions regarding stigma should incorporate community members into the learning process.

It is clear from this and other research that lack of resources28, shortage of mental health staff, coupled with inadequate mental health services reduce the quality of life amongst persons requiring treatment in South Africa.29 In line with previous findings by Vergunst,26 this study suggests that in order to improve the management of mental illness in rural areas, increased resources need to be made available to improve the quality of treatment.
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TABLE 1: Participant demographics.

Participants Gender Age Diagnosis Treatment Education Living Marital status Income
Female 60 Schizophrenia 2003 None Self Single Social grant

2 Male a8 Schizophrenia 1987 Primary Family Single Disability grant

3 Female 43 Depression 2015 Secondary Family Single Disability grant

4 Male 2 Schizophrenia 1998 Secondary Family Single Unemployed

5 Female a7 Depression 2004 Primary Family Married Disability grant

6 Male 43 Schizophrenia 2001 Primary Single Single Casual jobs

7 Male 57 Schizophrenia 2013 Primary Family Separated Disability grant

8 Female 60 Schizophrenia 2019 Primary Family Widowed Social grant
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TABLE 2: List of super-ordinate and sub-themes.

Super-ordinate theme

Sub-theme

Perceptions of mental disorders
Experiences of having disorders
The problem of stigma
Experiences of distress

Challenges in accessing treatment

Role of culture
Loss of employment

Social rejection and labelling
Sadness and frustration

Transport fee and shortage of staff
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TABLE 1-Al: Interview schedule.

Number Question
1. How did you find out about your illness?
a. When did you first find out?
b. What was it like when you first heard the news?
c. Did you understand the illness?
2. Can you tell me about your experiences and perception of having
mental illness?
a. How did you feel about it?
b. How did you cope?
), Are there any mental health institutions in your area? Yes or No (Circle)
a. If yes, name them.
4. Which mental health services are being rendered?
a. Which services would you like to be rendered?
5. Have you used them? Yes or No (Circle)
a. If no, what are the reasons for not using the services?
b. If yes, what kind of service did you receive?
i. How was the treatment by the mental health workers?
6. How would you describe living with mental illness?
a. What are the positives?
b. What are the negatives?
7. How would you describe accessing services for mental illness in your
area?
a. Are there any stigmas about mental health in your area?
8. Suggestions to improve mental services:

a. What do you recommend should be performed regarding the
improvement of mental services in your area?

b. What other suggestions do you have for making services better?
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