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ABSTRACT

Background: The government of South Africa changed from a hospital-based to a
community-based mental health care system for mental health care users. The intention
was to allow the mental health care users to be cared for in a home setting, in familiar
surroundings with family support. Consequently, family members became mental health
care user's caregivers. However, despite the government's effort, some family
caregivers still report being unable to care for their mental health care users. The study
aimed to investigate the challenges faced by family caregivers of mental health care

users.

Methods: The study was conducted using qualitative, exploratory, descriptive and
contextual research design. The population was family caregivers of mental health care
users. Non-probability, purposive sampling was used to select a sample of ten
participants. Data collection was done through semi-structured interviews, each lasting
30-45 minutes. The study sought to explore the challenges family caregivers faced
when caring for mental health care users and the support they received from health
care professionals to assist them in caring for these individuals. Probing was done as
interviews progressed, guided by the responses of the participants. Data were analysed
using Tech’s open-coding method. Measures to ensure trustworthiness were applied

and ethical considerations were adhered to.

Results: The study showed that family caregivers experience challenges regarding
mental health care users’ adherence to medication, disruptive behaviour, interpersonal

relationships and lack of support from health care professionals.

Recommendations: The study recommended that health care professional give family
caregivers professional support to enable them to care for their mental health care
users. Health care professionals should educate these patients and their family
caregivers about mental illness and the importance of adhering to treatment.

Furthermore, family caregivers should be encouraged to seek help from health care

Vi
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professionals as soon as possible when they feel emotionally drained before becoming

depressed.

Key words: Challenges, family caregivers, mental health care users, mental illness.
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CHAPTER 1

1.1 Introduction
The introduction focuses on the background, problem statement, significance, purpose

and objectives of the study.

1.2 Background

Mental ililness may affect any person at any stage of one’s life span. It is one of the
chronic diseases that hamper a person’'s economic productivity (Janse Van Rensburg &
Fourie, 2016:4). According to Grant et al. (2016:133), two-thirds of American mentally ill
adults are parents. Therefore, this places the responsibility of caring for them on their
children's shoulders and other family members who become caregivers. Some of those
caregivers are young adults establishing themselves and their own families socially and

economically.

Due to the mental health reforms in developed countries such as America and
developing countries, mental health care services have moved from hospital-based to
community-based care (Balthazar et al., 2020:957). This means that family members,
particularly spouses, siblings and children, are expected to care for their mental health
care users (MHCUSs), creating challenges for them as they are not trained in their new
role. A study conducted in Croatia demonstrated that younger family caregivers
experienced burnout, financial problems and poor social support. The low social and
economic status of these households further increased their vulnerability to the high
burden of care (Franza, 2019:439). Furthermore, in Italy, family caregivers experienced
anxiety and depression (Dice & Zoena, 2017:1782). Littlewood and Dein (2016:60) state
that family caregivers in London reported being assaulted by the MHCUs for whom they

cared.
Most MHCUs depend on their family members for daily living activities like bathing,

eating and taking medications due to their mental illness and caring for them frequently

adversely affects the family’s functioning, as it consumes most of their time. Some
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family caregivers develop feelings such as anger, shame, guilt and despair (Ata &
Dogan, 2018:114). Chinese family caregivers experienced burnout symptoms, high
burden of care and low quality of life (Balthazar et al., 2020:957). Batra et al. (2018: 59)
found that in India, family caregivers faced the disruption of their lives and emotional
hardship as they assumed the lifelong care of MHCUSs. In Indonesia, family caregivers
experienced associative stigma, whereby the stigma of mental illness was attached to
the family caregivers because they are related to MHCUs. Consequently, they were
socially isolated and discriminated against due to their relative's mental illness (Reong &
Astuti, 2019: 86).

The challenges faced by family caregivers in Tanzania include the lack of psychotropic
medications, mental health care providers and infrastructure (Iseselo & Ambikile,
2017:6). As a result of the absence of those essential services and supplies, there is a
high relapse rate as family caregivers had to buy medications with their own money.
Furthermore, family caregivers living a long distance from health care facilities had to
travel to get mental health services for their MHCUs, incurring financial losses due to
the taxi fares for MHCUs and themselves (Iseselo, Kajula & Yahya-Malima, 2016:5). In
Nigeria, some family caregivers were stressed by caring for their MHCUs. A high
burden of care was associated with a large family size and the severity of the MHCU’s
symptoms (Olagundoye, Akhuemokhan & Alugo, 2017: 153). Thus, family caregivers of
psychotic individuals experience a higher burden of care than those taking care of non-
psychotic MHCUs.

Also, financial and human resources meant for mental health services have to compete
with the needs of physical ailments like the Human Immunodeficiency Virus (HIV) and
Acquired Immunodeficiency Syndrome (AIDS) in Swaziland and malaria in Mozambique
(Janse van Rensburg & Fourie, 2016:6). Few resources are reserved for mental health
services and family caregivers have to seek alternative ways to care for their MHCUs.
Hender et al. (2016:22) assert that in Zimbabwe, there is no political will to prioritise
mental health services due to the stigma attached to it. Therefore, family caregivers

have little support from the state institutions to help them care for their MHCUs.
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Den Hertog and Gilmoor (2016:539) state that South Africa (SA) has an under-
resourced and overburdened Primary Health Care (PHC) system. Lack of services like
psychological and rehabilitation services at the community level compounds the
challenges of family caregivers as there is little support from PHC services besides
supplying medications. In the Northern Cape, some caregivers experience resistance
from their MHCUs, who refuse health care, personal and general hygiene. In addition to
verbal and physically aggressive behaviour, some refused to change their lifestyles,
such as using substances like alcohol and cannabis (den Hertog & Gilmoor, 2016:543).
In Limpopo, the aggressive behaviour of MHCUs aggravates the emotional burden
placed on the family members (Leech & Dolamo, 2016:726). No known studies have
been done in the Vhembe District and Thulamela Municipalities about the challenges
faced by family caregivers. Despite the availability of health care institutions in the
Thulamela Municipality, family caregivers seem to face challenges in caring for their

MHCUSs. This study seeks to explore these challenges faced by these family caregivers.

1.3 Problem statement

The researcher is a professional nurse working in a mental health care unit. He has
observed family caregivers bringing in their MHCUs for admission. Ninety per cent of
MHCUs admitted at Tshilidzini Regional Hospital are patients on treatment for years.
From February 2018 to July 2018, about 45 per cent of the re-admitted MHCUs were
again admitted within two months of being discharged. The researcher also observed
that family caregivers do not regularly visit their MHCUs in hospital, and even on
discharge, family caregivers appear reluctant to fetch them. Consequently, MHCUs stay
for days in the ward after being discharged, while family caregivers live a walking

distance from the hospital.
Despite recognising the importance of community-based care in settings with limited

resources, few studies have focused on the challenges faced by family caregivers of

MHCUs in a rural setting. The statistics of Tshilidzini Hospital from June 2017 to
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September 2018 showed that 122 MHCUs were admitted to the psychiatric ward.

Twenty-six family caregivers requested institutionalisation of the MHCUs admitted.

1.4 Rationale of the study

There are international studies concerning the challenges faced by family caregivers of
MHCUs. However, most are undertaken in urban areas, unlike the current study that
focuses on rural areas in the Thulamela Municipality. Thulamela Municipality is situated
in the Vhembe District in the Limpopo Province, where there has been no research on
this subject. Studies focusing on challenges faced by family caregivers of MHCUSs in
rural settings are limited in the available literature. Therefore, the current study is pivotal

as it will capture the challenges these family caregivers face in rural settings.

1.5 Significance of the study

The challenges faced by family caregivers of MHCUs identified in the study may be
used by health policymakers to develop guidelines that support MHCUs and their family
members. The information may also assist in designing programmes to support
caregivers in caring for them at home. Also, they may benefit when their relapse rates
are reduced because their caregivers receive professional support in caring for them,
adding to the number of MHCUs who may be cared for in their home setting, in familiar
surroundings. Family caregivers may be able to focus on their lives and economic
activities for their families without worrying about relapses of their MHCUSs. In addition,
communities may benefit because the MHCUs may be mentally stable, pose no risk to
their safety and become community members who can contribute to the development of
the community. The Department of Health may benefit from reduced overcrowding in
hospitals as the relapse rates should decrease, reducing overcrowding in the hospitals.
The Department of Social Services may benefit, as some MHCUs can create or seek
employment and cease to be financially dependent on the disability grant offered by the
South African Social Security Agency (SASSA).
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1.6 Purpose of the study
e The purpose of the current study is to investigate the challenges faced by family

caregivers of MHCUs.

1.7 Objectives of the study
The objectives of the current study are:
e To explore the challenges faced by the family caregivers of MHCUSs.
e To identify the support given to family caregivers by health care professionals to

assist them in caring for their MHCUSs.

1.8 Definition of terms
Challenges: This refers to situations requiring great mental or physical effort to be
successfully (Mcintosh, 2017:239). In this study, challenges refer to difficulties or

problems faced in caring for MHCUSs.

Family Caregiver. Refers to that person who takes care of another individual who
cannot look after herself or himself in some or all aspects of daily living in the family
environment (Mclntosh, 2017:65). In this study, caregiver means a family member over

the age of 21 years caring for an MHCU for at least six months.

Mental Iliness: According to Townsend (2015:16), mental illness refers to maladaptive
responses to internal or external environment manifested by thoughts, feelings and
behaviours that are inconsistent with the local cultural norms and values. In this study,
mental iliness refers to all diagnosed mental disorders that affect the persons socially

occupationally and/or physically.

Mental Health Care User: Refers to a person who receives care, treatment and
rehabilitation to enhance their mental status (Mental Health Care act 17 of 2002). In this
study, MHCU refers to a person living with mental illness and receiving treatment for

that condition.
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1.9 Research methodology
Research methodology involves selecting the research method and design used by the
researcher in the study. It includes the population, sampling, same size, data collection

and data analysis. Chapter 3 explains more details about research methodology .

1.10 Research design

The overall plan of how the study has been conducted is referred to as the research
design. It is the architectural backbone of the study (Polit & Beck, 2017:56). A
gualitative approach was used for this study. The approach was exploratory, descriptive
and contextual in nature. The description of the challenges faced by family caregivers
assisted the researcher in obtaining an accurate representation of the difficulties and
the support received from health care professionals to assist them in caring for their
family members who have a mental illness. In the current study, the researcher
explored the challenges family caregivers face and support received from health care
professionals. The study's context was in a natural setting; that is, the homes of the
participants, as this is the environment where family caregivers living with MHCU face

most challenges. The research design is explained in detail in Chapter 3.

1.11 Research setting

According to Burns, Grove and Gray (2015:38), a research setting refers to where a
study is conducted. The study was conducted at the Thulamela Municipality in the
Vhembe District of Limpopo Province, SA. Thulamela Municipality has a population of
618 462. Eighty-five per cent of the population lives in tribal areas. There are three
hospitals, Hayani Specialized Psychiatric, Tshilidzini Regional and Donald Fraser
District hospitals. In addition, Thulamela has 52 fixed and 14 mobile clinics. Thirty-five
per cent of people employed in Thulamela Municipality are employed in the retail
industry. Almost 9,934 people, including MHCUS, receive disability grants (Statistics SA,
2016). Chapter 3 describes the research setting of this study in detail.
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1.12 Population and sampling

The population for this study was composed of family caregivers above the age of 21
who have been caring for MHCUSs for at least six months in the Thulamela Municipality.
According to De Vos et al. (2011: 223), sampling is a process of taking a portion of a
population as representative of the total population. In the current study, the selection of
participants was done using the non-probability purposive sampling method. Chapter 3

describes the population and sampling used for this study.

1.13 Inclusion criteria
Inclusion criteria refer to those characteristics that are necessary for people to be

included in the sampling process (Polit & Beck, 2017:250).

The inclusion criteria for this study were:

e Family caregivers above the age of 21 years who have been caring for MHCU for
more than six months.

e Both male and female family caregivers under the age of 65 years were included.

e Participants who agreed to be part of the study.

1.14 Data collection tool

The interview guide was used to collect data in the current study. The interview guide
supports researchers in considering the aim of the interview and the possible difficulties
they may encounter in terms of the wording of questions and sequence. It also helps to
generate questions with appropriate content and structure and the themes to be
covered (De Vos et al., 2011:352). The measurement instrument used in this study will

be explained in detail in Chapter 3.

1.15 Pre-test study
In the current study, the pre-test intended to evaluate whether the interview guide

guestions were clear for the participants to modify vague and ambiguous questions. The

© University of Venda



()

*. University of Venda
Creating Future Leaders
@)

other reason for the pre-test was to assess if the time allocated for the interview was
sufficient (De Vos et al., 2011:394).

1.16 Trustworthiness

Trustworthiness is a method of establishing validity and reliability in qualitative research
and achieved when it accurately represents the participant's experience (Polit & Beck,
2017:557). It encompasses four criteria: credibility, dependability, confirmability and
transferability, which were ensured in this study and described in Chapter 3.

1.17 Data collection

The researcher used semi-structured interviews to collect the data. De Vos et al.
(2011:352) define semi-structured interviews as a method of collecting data from the
participants through direct interchange with individuals who possess the knowledge
sought by the researcher. The interview guide had two questions. The first question
was: 'What challenges do you face when caring for your MHCU?' The second question
was: 'What kind of support do you receive from health care professionals to help you

care for your MHCU?"

1.18 Data analysis

Data analysis refers to the process of reducing the volume of raw information into data,
removing trivia and constructing a framework for communicating what the data reveals
when analysed (De Vos et al., 2011:397). In the current study, data analysis was done
immediately after data collection, whereby data was transcribed verbatim and translated
into English. Tesch’s open coding method was used. The data analysis process is

described in detail in Chapter 3.

1.19 Ethical considerations
Ethical consideration refers to the proper care required when doing research. The
researcher must respect the rights of individuals and communities taking part in a study.

All human beings' rights need to be respected at all times, and any research should
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avoid doing or exposing harm to their participants (Brink, Van der Walt & Van Rensburg,
2012:32). In the current study, the ethical principles were adhered to, and Chapter 3
discusses these principles.

1.20 Limitations of the study

The study was limited to family caregivers caring for MHCUs interested in participating
in the study. The sample was purposively selected based on the researcher's judgment,
and its findings cannot be attributed to the whole population.

1.21 Dissemination and implementation of results

Communicating the research findings is the final step of the research process. The
findings are communicated through presentations, publications to audiences of nurses,
health care professionals, policymakers and health care consumers (Grove, Burns &
Gray, 2013:615). A copy of the published dissertation will be submitted to the Provincial
Department of Health in Limpopo. The dissertation will be summarised into an article
and sent to peer-reviewed journals for possible publication. Also, the researcher will

present the findings at relevant conferences.

1.22 Chapter outline

Chapter 1:  Overview of the study.

Chapter 2:  Literature review.

Chapter 3: Research methodology.

Chapter 4. Data analysis, discussion and literature control.

Chapter 5:  Summary, limitations, recommendations and conclusion.

1.23 Summary

Chapter 1 described the orientation of the study and explained the purpose and the
objectives of the study and defined the relevant concepts. It introduced the research
methodology applied in the study. Trustworthiness and ethical considerations for the

study were discussed, and it provided an outline of the chapters of the study. In the next
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section, Chapter 2 describes the available literature related to the challenges faced by

family caregivers in caring for MHCUSs.
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CHAPTER 2

LITERATURE REVIEW

2.1 Introduction

A literature review is an organised written presentation of what is already known about
the selected topic of study. It familiarises the researcher with the existing base of
knowledge (Brink et al., 2012:70). In addition, Polit and Beck (2017:88) add that a
literature review helps the researcher identify gaps or inconsistencies in the body of
research. In order to achieve this the researcher searched a variety of research
websites on empirical and grey research literature including Sabinet, Ebsco host,
Science Direct, Web of Science and Google scholar. With regard to accessing of the
articles the researcher used list of key words relevant to the study topic. Articles that
focused on challenges faced by family caregivers in the home setting and not older than

five years were included.

2.2 Associative stigma

Family caregivers of MHCUs face various challenges, including stigma, which refers to
a strong feeling of disapproval felt by many people in society towards something or
someone (Mcintosh, 2017:1538). Van der Sanden et al. (2017:1235) add that stigma is
a negative blemish on the identity and reputation of a person. Associative stigma refers
to internalised stigma among family members of stigmatised individuals, including
labelling, stereotyping, separation, status loss and discrimination (Zhang et al.,
2018:56). Family caregivers felt they were avoided and socially excluded by their
community members because they are related to an MHCU. In a study in Indonesia,
Holis, Yusuf and Suhardiningsih (2019:2425) found that social stigma affects MHCUs
and their family caregivers, causing psychological stress such as depression, frustration

and anxiety for the family.

In a study in India, family caregivers reported being socially excluded because of their

association with an MHCU leading to negative consequences for the family caregivers
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in the form of unhappiness and helplessness (Mehra et al., 2020:13). Australian family
caregivers had the same experience being discriminated against, avoided and shunned

by fellow community members (O’Reilly et al., 2019:561)

Similar to the findings in European and Asian countries, family caregivers in Sub-
Saharan Africa had the same experiences. Spittel, Mair and Kraus (2019:111) reported
that family caregivers of MHCUs were discriminated against even by educated people in
health issues. In Nigeria, family caregivers experienced the associative stigma of mental
illness because of caring for, assisting and supporting their MHCUs and were socially
isolated in their communities (Olagundoye et al., 2017:149). Furthermore, parents and
spouses of these patients experienced more noticeable associative stigma. In Egypt,
the parents of MHCUs suffered more from stigma than other relatives as they blamed
themselves for the child’s mental illness. The MHCU’s behaviour worsened this. Family
caregivers of MHCUSs displaying psychotic features such as aggressive and disinhibited

behaviours in public were linked to feeling of shame (Ebrahim et al., 2020:6)

According to Gyamfi, Hegadoren and Park (2018:369), family caregivers in Ghana were
also discriminated against simply because they are relatives of MHCUs. A South African
study by Nxumalo and Mchunu (2017) reported that community members passed nasty
remarks to family caregivers and mocked and ridiculed them. They were isolated from
community events and blamed for the actions of their MHCU (Nxumalo & Mchunu,
2017:206). Also, family caregivers felt socially isolated as their social roles and standing

in their communities were affected (Ntsayagae, Poggenpoel & Myburgh, 2019:4).

2.3 Low quality of life

Quality of life is the overall wellbeing of individuals, including both negative and positive
structures of life (Bukhari et al., 2020:567). In a study in Pakistan, family caregivers had
low quality of life as they experienced non-satisfactory personal relationship and poor
social support from the surrounding communities (Bukhari et al., 2020:567). Chinese
family caregivers experienced a low quality of life as they suffered from burn out

because of caring for MHCUs. Moreover, family caregivers experienced distress from
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the financial burden and disruption of family interactions (Balthazar et al., 2020:961). In
Indonesia, family caregivers of MHCUs also reported a reduced quality of life as they
experienced labelling by community members, which affected their functionality as a
family within the community (Fitryasari et al., 2018:258).

Like their Asian counterparts in Indonesian, family caregivers in Malaysia reported that
caring for their MHCUs led to an added financial burden and change in social lifestyle
(lvan Vun, Cheah & Helmy, 2019:20). Therefore, the quality of their lives was negatively
impacted. In Chile, family caregivers experienced a reduced quality of life, which
manifested as physical illness, loss of vitality and depressive disorders (Caqueo-Urizar
et al., 2017:3).

Similarly, family caregivers in Ghana reported a lower quality of life due to the financial
cost of caregiving (Opoku-Boateng et al., 2017:46). Family caregivers incurred
substantial medical and non-medical costs in caring for family members suffering from
mental health problems. Ndikuno et al. (2017:2) add that in Uganda, family caregivers
experienced reduced productivity at home and in the workplace, resulting in a loss of
wages. This created or worsened poverty. Family caregivers in Dar es Salaam,
Tanzania, also stated that caring for the MHCUs resulted in the disruption of family

functioning and household routine and lack of family harmony (Iseselo et al., 2016:6).

Like studies in Ghana, Uganda and Tanzania, South African family caregivers
experienced a reduced quality of life. Lekoadi et al. (2019:6) reported that family
caregivers found that caring for MHCUs was exhausting, strenuous and disrupted their
routine, leading to strained family relations. In Limpopo, family members who were still
attending school reported that they felt the added responsibility of caring for their

MHCUs, which negative affected their school performance (Molepo & Mfidi, 2020:4).

2.4 Non-adherence to medication
Non-adherence to medication refers to the extent to which a person takes medications

according to the recommendations of the health care provider (Chakrabarti, 2016:402).
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Non-adherence to medication by MHCUs is a global challenge faced by family
caregivers. In the United States of America (USA), Velligan et al. (2017:461) found that
MHCUs did not adhere to their medication regime due to poor insight, negative attitudes
and side-effects of medication. In addition, family caregivers in Thailand reported that
MHCUs were relapsing because they could not follow their medication regimen due to

their mental illness (Punsawat, Inchaithep & Lorga, 2017:482).

In the United Kingdom (UK), cannabis use increased the risk of non-adherence to
antipsychotic medication because cannabis is the most used illicit drug among MHCUs
(Foglia et al., 2017: 1696). In a study in Spain and the USA, De Las Cuevas et al.
(2017:682) stated that non-adherence to medication remains a serious challenge in
clinical psychiatric practice as it increases relapse and hospitalization rates for MHCUs.
Some patients became violent and suicidal. Furthermore, Asalem (2017:9) indicated
that in Saudi Arabia, MHCUs did not adhere to medication due to the increased number
of medications, side-effects and forgetfulness. However, in Germany, symptom severity,
good insight, positive attitude and strong social support by family caregivers showed
that better adherence could be achieved (Stentzal et al., 2018:7).

In Ethiopia, MHCUs on antipsychotic medication for five years and longer and those
using substances like cannabis and alcohol did not take their medication. Furthermore,
those on several antipsychotic medications were not adherent compared to those on a
single drug (Tareke et al., 2018:4). In Tanzania, side-effects and inadequate knowledge
about the management of these side-effects led to non-adherence (Iseselo & Ambikile,
2017:2). Adeosun (2017:5) reported that in Nigeria, a country with widespread beliefs in
spiritual and faith healers, MHCUs defaulted from treatment as they sought alternative
healing. Therefore, family caregivers had to be taught about the importance of
adherence to medication to reduce relapses. Similarly, in Ghana, pastors believed that
mental illness has supernatural origins; therefore, they felt that doctors and prescribed
medication were not suitable for treating mental illness (Kpobi & Swartz, 2018:6).
Consequently, those MHCUs who went to church seeking healing had to stop taking

medication.
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According to Sibeko et al. (2017:1), adherence to medication is a major problem in SA.
This is associated with poor clinical outcomes and an increased burden of care on
family caregivers. Furthermore, Du Plessis (2019:40) adds that family caregivers
experienced uncontrolled and disruptive behaviour by MHCUs who were not adhering to

medication, with some MHCUs being aggressive towards family members.

2.5 Lack of professional support

Family caregivers expect and require professional support from health care
professionals to assist them in caring for their MHCUs as they are not trained to provide
care. However, in a study in Australia and New Zealand, family caregivers felt that
clinicians overlooked them in making decisions regarding the care of MHCUs
(Kokanovic et al., 2018:829). One of the roles of health care professionals is to prepare
and support family caregivers caring for MHCUSs. In a study in Saudi Arabia, the burden
of care was higher on family caregivers as they did not receive support (Alzahrain et al.,
2017:7).

Although family caregivers in some countries did not get professional support, Niksalehi
et al. (2019:3) reported that family caregivers in a study in Iran were supported through
family psycho-education therapy. The therapy improved the family caregiver’s
awareness about mental illness, treatment compliance and relapse prevention
strategies. The importance of caring for MHCUs in the community cannot be
undermined. Tyler, Wright and Waring (2019:13) reviewed various interventions
intended to ensure continuity of care following the discharge of MHCUs to the
community. Despite the interventions, the support for and expected by family caregivers

was not enough.

In a study done by Ortiz (2019:28), rapid re-admissions of MHCUs, which occurred
within 30 days after discharge, were indicators of poor psychiatric care and inadequate
linkage with community-based care. Therefore, professional support for family
caregivers is crucial. Those MHCUSs discharged from the hospital need to continue with

care at PHC facilities. However, in Ethiopia, the negative attitude of nurses towards
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MHCUSs resulted in patients and family caregivers not receiving the anticipated support
(Sahile et al., 2019:5). Caregiving is a responsibility that puts a burden on family
caregivers; therefore, professional support is crucial. However, despite this much
support being considered essential, family caregivers in Nigeria received minimal

support from health care professionals in general (Olawande et al., 2019:2011).

Unlike Ethiopia, where nurses had negative attitudes towards MHCUSs, nurses in Ghana
were supportive of these patients and their family caregivers. However, some MHCUs
assaulted and threatened nurses during the home visits, and family caregivers
cautioned nurses against coming to their (MHCU’s) homes (Opare et al., 2016:11).
Therefore, nurses could not provide the necessary professional support as they feared

for their lives.

Also, there are not enough mental health care professionals in Ghana compared to the
increasing demand for mental health care services. This was due to the ageing
workforce and increasing migration of specialists leaving the country (Badu, O’Brien &
Mitchell, 2018:10). However, South Africa has introduced a system of treatment partner
and family psycho-education strategies to reduce the number of relapses of MHCUs

and support family caregivers to reduce the burden of care (Sibeko et al., 2017:5).

Professional support given to family caregivers is essential as it decreases relapse rates
among MHCUs. However, factors such as individual vulnerability and service
responsiveness play an essential role in the effectiveness of the support given (Sfetcu
et al., 2017:6). In addition, the referral of discharged MHCUs to community psychosocial
support units lowered the re-admission rates compared to referral to the usual
outpatient facility. Moreover, community psychosocial support units offered
psychological support to MHCUSs. Furthermore, visits at homes of family caregivers by a
nurse or social worker were significant in reducing the re-admissions of MHCUs (Sfetcu
et al., 2017:7). Those interventions helped stabilise the MHCUs, enabling and assisting
the family caregivers in caring for their MHCUs. In Canada, Cheng et al. (2017:697)
found that the referral of discharged MHCUs to high-intensity out-patient programmes
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helped reduce re-admissions. Those programmes were helpful as they helped family
caregivers to cope with the burden of caring for MHCUSs. Also, in China, psychiatric
rehabilitation helped to re-integrate MHCUs back into society. Psychiatric rehabilitation
services included cognitive behavioural therapy and family interventions (Luo et al.,
2018: 2).

In the US, the implementation of the McFarlane model enabled family caregivers to
support one another in times of crisis. The McFarlane model is a professionally
facilitated clinical intervention that addresses problem-solving skills, effective
communication, illness management, family coping and the development of a
supportive network (Labrum et al., 2021:16). Furthermore, in Iran, psychosocial support
programmes helped increase the skills of family caregivers in managing the different
caregiving situations, and family caregivers’ problem-solving skills improved their
anxieties decreased (Hajisadeghian, Ghezelbash & Mehrabi, 2021:48).

Furthermore, in Austria, the provision of psychological services to MHCUs proved
beneficial to family caregivers as MHCUs were taught how to prevent relapses. Non-
Governmental Organisations (NGOs) in Romania provided home visits to MHCUs, and
health care professionals' telephone calls helped to reduce relapse rates (Adnanes et
al., 2020:1036). Stabilising the condition of MHCUs alleviated the care burden of the
family caregivers, giving them the time to attend to their personal needs. In addition, in
China, the availability of community rehabilitation institutions provided relief for family
caregivers as they had the opportunity to return to their social lives. Moreover, health
care professionals facilitated community health education and support groups for family
caregivers, which helped them communicate with others in similar situations and
increased their knowledge about mental illness and alleviated their psychological
pressure (Chen et al., 2019:6).

In Singapore, family caregivers who received professional support showed high
resilience, lower caregiver burdens and positive psychological wellbeing in times of

stress (Ong et al., 2018:2). Similarly, professional family interventions like family therapy
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had improved their quality of life (Caqueo-Urizar et al., 2017:5, Hajisadeghian et al.,
2021:48). Therefore, it is evident from the literature that the support of health care
professionals assisted the family caregivers in coping with the burden of caring for their
MHCUs.

2.6 Summary

This chapter described the various challenges experienced by family caregivers
globally, as well as in Africa and SA and described the support received by family
caregivers of MHCUs from health professionals. It reviewed the literature relevant to the
challenges experienced by family caregivers and the support family caregivers received
from health professionals. Chapter 3 describes the research methodology of the current

study.
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CHAPTER 3

RESEARCH METHODOLOGY

3.1 Introduction

This chapter describes the research design, study setting, population, sample, inclusion
criteria, data collection method and pre-test of data collection tools. It also details the
steps taken to ensure trustworthiness, how the collected data was analysed and the

application of ethical principles in the current study.

3.2 Study design

According to Leavy (2017:125), the research design is a blueprint of the study indicating
how the study will be conducted and how to maximise relative control over factors that
may interfere with the study’s outcome. The qualitative approach was used in the
current study. Qualitative research utilises an approach whereby the researcher
describes the experiences and circumstances of those individuals' perspectives in the
situation (Grove & Gray, 2019:59). The researcher chose a qualitative approach that is

exploratory, descriptive, and contextual in nature.

3.2.1 Qualitative approach

The qualitative research approach allows the researcher to interact with participants in a
holistic way to understand the life experiences of the participants and the meaning they
attach to those experiences (Grove et al.,, 2013:23). According to Brink et al.
(2011:121), qualitative research helps the researcher explore the in-depth richness of
the phenomenon. Grove and Gray (2019:64) add that qualitative research is an
interpretive and naturalist approach, where the study is conducted in the natural setting
where the phenomenon occurs. In the current study, a qualitative approach allowed the
researcher to interact with participants in their homes where they face the challenges in
caring for the MHCUs. Participants narrated their life experiences regarding the
challenges and support received from health care professionals to assist them in caring
for their MHCUSs.

19

© University of Venda



o

*. University of Venda
Creating Future Leaders

3.2.2 Exploratory research

Exploratory research aims to gain insight into a situation (De Vos et al., 2011:95). The
researcher explored the challenges family caregivers face as they care for MHCUs and
identify the support they received from health care professionals to assist them. In this
study, questions were asked in face-to-face in-depth interviews with the family

caregivers. The family caregivers narrated their lived experiences to the researcher.

3.2.3 Descriptive research

Descriptive research aims to obtain complete and accurate information about the
phenomenon so that the researcher can provide new information about the
phenomenon (Babbie, 2012:96). Also, De Vos et al. (2011:96) add that descriptive
research refers to a more intensive examination of a phenomenon and its deeper
meaning. In this study, family caregivers described the challenges they faced as they
took care of MHCUs at home and the support they received from health care
professionals. A detailed and comprehensive description of the challenges assisted the
researcher to get an accurate portrayal of the characteristics of those challenges and

the support they received from health care professionals.

3.2.4 Contextual research

According to Babbie (2012:97), contextual research helps the researcher to understand
events, actions and processes in their natural context. In other words, in the natural
setting where events or actions happen without any manipulation. Hence, the
researcher explored the challenges family caregivers faced caring for MHCUs and
identified the support received from health care professionals in their home
environments. Therefore, data collection from family caregivers took place in their

homes, a natural setting where the phenomenon occurred.

3.3 Study setting
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Figure 1. Map of Vhembe District Municipality

(Source: Limpopo Province freight Data Bank >authorities>Vhembe, 2019)

According to Burns et al. (2015:38), a research setting refers to where a study is
conducted. The study was conducted at the Thulamela Municipality in the Vhembe
District in Limpopo Province, SA. This municipality includes the following local
municipalities, namely Collins Chabane, Makhado, Musina and Thulamela, and located
in the northern part of the Limpopo Province. It shares borders with Zimbabwe and
Botswana in the north-west and Mozambigue in the south-east through the Kruger
National Park. To the south, it borders Capricorn and to the west with the Mopani
District Municipalities.

Thulamela Municipality is the easternmost local municipality in the Vhembe District
Municipality. To the east, it shares the border with Kruger National Park and Makhado
Municipality to the south-west. To the north, it borders with Musina local municipality
and Collins Chabane local municipality to the north-east. Thulamela Municipality has a
population of 618 462, with 85 per cent of the population living in tribal areas. It has
three hospitals, Hayani Specialized Psychiatric, Tshilidzini Regional and Donald Fraser
District hospitals, and 52 fixed and 14 mobile clinics. Thirty-five per cent of people
employed in Thulamela Municipality work in the retail industry. Almost 9934 people,
including MHCUSs, receive disability grants (Statistics SA 2016).
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In Thulamela Municipality, these are several villages and two townships, namely,
Shayandima and Makwarela. In addition, there are two towns, Thohoyandou, the seat of
the municipality and Sibasa. Primarily, MHCUs in the Thulamela Municipality are
admitted to the Tshilidzini Regional and Donald Fraser District hospitals. If referred by
these two hospitals or courts of law for 30 days’ observations for forensic patients,
patients are admitted to Hayani Specialized Psychiatric Hospital. The most common
languages in Thulamela Municipality are Tshivenda, English, Xitsonga and Sepedi.

Data was collected in the villages where family caregivers stayed.

3.4 Population and sampling

3.4.1 Target population

Population refers to the total aggregation of people or objects in which the researcher is
interested. The target population is the number of cases about which the researcher
would like to generalise (Polit & Beck, 2017: 249). In the current study, the population
was all family caregivers of MHCUSs. The target population was family caregivers over
the age of 21 who have cared for MHCUs for at least six months and are accessible to

the researcher in the Thulamela Municipality.

3.4.2 Sample and sampling

A sample is part of a whole selected by the researcher to participate in research with
the characteristics of the population. Sampling is the process of selecting the sample
from the population in order to obtain information about a phenomenon (Brink et al.,
2012:132). According to Babbie (2012: 119), a sample refers to the subset of a
population from which the researcher will conduct the study. The researcher used the
Tshilidzini Hospital’s register for mental health care unit to select the participants for the
current study. The register was for the period from January 2019 to December 2019 and
had 178 names of MHCUs and the family caregivers who brought them to the hospital.
Of these 178 patients, 15 were readmitted twice in a consecutive three-month period.
Only ten participants were interviewed due to data saturation. All the family caregivers

in the sample were above the age of 21 years and had cared for family health member
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with mental health problems for more than six months and were willing to participate in
the study. The sample size was determined by data saturation, that is, when no new
information is obtained from participants during data collection despite increasing the
sample size (Burns et al., 2015:274).

Sampling refers to selecting participants for the study to be conducted, and the sample
must be representative of the population (Bertram & Christiansen, 2014:59). In the
current study, the selection of participants was done using the non-probability purposive
sampling method. In non-probability sampling, each unit in the sampling frame does not
have the same possibility of being selected for the study. The sample is based on the
judgment of the researcher (De Vos et al., 2011:390). Non-probability purposive
sampling method was chosen so that the researcher could intentionally select family
caregivers who meet the inclusion criteria for this study. Only family caregivers of
MHCUs who had been re-admitted twice in a consecutive three-month period were
included in the sample. Tshilidzini Regional Hospital was chosen because it admits 59
per cent of MHCUSs in the Thulamela Municipality.

3.4.3 Inclusion criteria
Inclusion criteria refer to those characteristics a case must possess to be included in the
study (Polit & Beck, 2017:250).

The inclusion criteria for this study were:

e Family caregivers of MHCUs who had been re-admitted twice in a consecutive
three-month period.

e Family caregivers above the age of 21 years who have been caring for MHCU for

more than six months.
e Both male and female family caregivers under the age of 65 years were included.

e Participants who agree to be part of the study.

These criteria were adopted in this study so that only adult family caregivers could take

part in the study. Individuals over the age of 21 years are legal adults who can make
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their own decisions. In order to obtain a rich description of the challenges faced by
family caregivers in caring for the MHCUSs, the researcher decided to include family
caregivers who had cared for these for at least six months. Caring for MHCUs is a long-
term responsibility; therefore, six months was the minimum period for inclusion in the

study.

3.5 Data collection tool

The researcher used a semi-structured interview with the aid of an interview guide to
collect data. De Vos et al. (2014:352) define a semi-structured interview as a method of
collecting data from the participants through direct interchange with individuals who
possess the knowledge researcher seeks. The interview guide had two questions. The
first question was: 'What challenges do you face in caring for your MHCU?', and the
second, 'What kind of support do you receive from health care professionals to help you
care for your MHCU?' Further probing questions were based on the participant’s
response. The interview guide was translated into Tshivenda, Xitsonga and Sepedi
languages by experts from the University of Venda’s Linguistics Department. All
recruited participants were asked to prove that they are above the age of 21 years.

Their ages were verified with their identity documents.

The interview guide allows and assists researchers to consider what they want the
interview to cover and possible difficulties they may encounter in terms of the wording of
guestions and sequence. It also helps to generate questions with appropriate content

and structure and the themes to be covered (De Vos et al., 2014:352).

The disadvantages of an interview guide are that it may channel the researcher to focus
on the written questions and not probe according to the participants' responses. Also, if
not used properly, it may distract the researcher because when the participants are
responding to a question, the researcher will be reading the next question on the guide
(De Vos et al., 2014: 353)
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The researcher overcame the disadvantages of the interview guide by listening carefully
to the participants' responses and exploring their answers accordingly. This helped the
researcher to focus during interviews and not be distracted by looking at the interview
guide for the next question.

3.6 Pre-test study

The interview guide was pre-tested to evaluate if the interview guide’s questions are
clear for the participants, with the intent to modify unclear and ambiguous questions.
The other reason for the pre-test was to assess if the time allocated for the interview is
sufficient (De Vos et al., 2014: 394). The researcher purposefully selected two
Tshivenda speaking participants from the accessible population and conducted the
interviews using the developed interview guide. During the interviews, both participants
had problems understanding the term 'mental health care user' as it was directly
translated from English to Tshivenda. Although the participants struggled to understand
it, after an additional explanation from the researcher, they could answer with the
relevant information. The researcher refined the word 'mental health care user' to
'mentally ill person'. Then, the researcher selected two Tshivenda speaking participants
for another pre-test study who both resided in one of the selected villages. Both
participants had no problems with the wording of the questions. They understood the
expression 'mentally ill person’, and they responded without hesitation. These four

interviewed participants were included in the main study.

3.7 Trustworthiness

According to Lincoln and Guba (1985) in Polit and Beck (2017:559), trustworthiness
refers to the criteria for ensuring rigour in qualitative research. The four criteria for
developing trustworthiness are credibility, dependability, confirmability and
transferability. These four criteria are parallels to criteria of internal validity, reliability,
objectivity and external validity.
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3.8 Credibility

Credibility refers to having confidence in the accuracy of the data and its interpretation.

Researchers should carry out research so that the findings are credible (Polit & Beck,
2017:559).

In the current study, the researcher ensured credibility by the following:

The researcher had prolonged engagement with the participants during the interview
sessions. The researcher first met with the participants to make an appointment and
establish rapport and then for interview sessions. The researcher could collect data,
and clarifying questions were asked during the interview, and there was no need for
follow up sessions.

The researcher created a trusting relationship with the participants, whereby
participants were free to express themselves in their vernacular.

Probing concerning the main question took place after the responses of participants.
Clarity was sought, and participants asked for detailed explanations to exclude any
inconsistencies and mistakes.

A member check was done. This refers to the researcher submitting the transcript or
field notes to participants to correct errors (Creswell et al., 2016:125). The member
check was done during data collection, where the researcher summarised the
interview to ensure the correct interpretation.

Data collection triangulation was done. This is the use of multiple methods to collect
data (Brink et al., 2011:99). The researcher used a voice recorder, observation and
field notes to collect data.

There was a thick description of the challenges faced by family caregivers caring for

MHCUs and the support received from health care professionals.

3.9 Transferability

Transferability refers to how the findings can be applied in other settings or group (Polit

& Beck, 2017:560). In the current study, transferability was achieved through:

The thick description of research design, participants and the context in which the

phenomenon occurred.
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e Purposive sampling ensured that the study has the relevant participants who meet
the inclusion criteria and the description of the participants' demographics.

e Participants were representative of the population and its characteristics.

e The researcher made connections from the collected data to both local and entire
community level behaviour and practice.

e There was a detailed description of results supported by verbatim quotations and

supported by a literature control.

3.10 Dependability

According to Polit and Beck (2017:559), dependability refers to the stability of data over

time and conditions. The researcher should ensure that should the study be repeated

with similar participants in a similar context, it can yield similar results. In the current
study, dependability was achieved through the following activities:

e Dense description of phenomena being studied that is challenges faced by family
caregivers caring for MHCU, and the support they received from health care
professionals were well described.

e The researcher used a voice recorder and field notes during data collection to
ensure accuracy and kept hard copies of transcripts, observation and field notes to
ensure an audit trail.

e Data was back up by relevant literature.

3.11 Confirmability

Confirmability captures the concept of objectivity. According to Lincoln and Guba (1999)
in De Vos et al. (2014:421), there is a need to ask whether the study's findings could be
confirmed by another researcher. The researcher has to provide evidence which
corroborates the findings. In the current study, confirmability was ensured through the
following activities:

e The researcher ensured that he is neutral in collecting data, analysing and coding it.
e The researcher ensured that he records the true responses of the participants. This

was achieved by triangulation using a voice recorder, observation and field notes.
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e The researcher avoided bias during the study.

e There was a dense description of the phenomenon under study.

3.12 Data collection

Data collection in qualitative research involves attaching meaning to recorded data by
perceiving, reacting and reflecting on how they responded to the questions (Grove &
Gray, 2019:78).

3.12.1 Preparation for data collection

In preparation for data collection, the researcher obtained ethical clearance from the
University of Venda Higher Degree Committee and permission letters from the Limpopo
Department of Health’s research committee and Vhembe District Executive Manager
(DEM). He also obtained a permission letter from Tshilidzini Hospital's research
committee to enable him to access family caregivers at the hospital and MHCUSs’
records, where he obtained the contact numbers of interested family caregivers. All the
family caregivers in the study resided in villages under the jurisdiction of chiefs.
Therefore, the researcher obtained a permission letter from the traditional council to visit
the villages. The traditional council is composed of local chiefs and headed by the king,
and the consent given covered all visited villages. In addition, before visiting the homes
of family caregivers, the researcher obtained permission from the household owners
telephonically. Some telephone contact numbers of household owners were asked from
family caregivers who had brought MHCUs to the hospital and others taken from their
clinical files. Participants were asked to sign consent forms before data was collected.

The following methods were used to collect data.

3.12.2 In-depth individual interview

According to De Vos et al. (2014: 342), an in-depth individual interview seeks to
understand the world from the participant’s perspective and describe the meaning of the
experience of their lived world. Therefore, the research must avoid any pre-conceived
ideas and judgmental attitude. The researcher chose this method as it allowed him to

interact with the participants face-to-face at the participants’ homes. All interviews were
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audio-recorded with the permission of the participants. The duration of the interviews

did not exceed 45 minutes.

All participants were asked the following questions as per the interview guide: ‘What are
the challenges you face as you care for your mentally ill relative’ and ‘What kind of
support do you receive from health care professionals to assist you to care for your
mentally ill relative’. Those questions were asked individually, and explanations were

given for each question.

Although the interview guide was translated into three local languages, as explained
above, interviews were conducted in Tshivenda since all the participants were
Tshivenda speaking people. Two Xitsonga speaking prospective participants were
unwilling to participate in the study; therefore, the study was comprised of Tshivenda
speaking participants. The interview guide helps researchers to consider what they want
the interview to cover and possible difficulties they may encounter in terms of the
wording and sequence of questions. It also helps to generate questions with appropriate

content and structure and the themes to be covered (De Vos et al., 2014:352).

In order to enrich the interview, the researcher used the following communication
techniques as described by De Vos et al. (2014:345).

e Paraphrasing: This was achieved by stating the participant’s words in another
form with the same meaning.

e Clarification: The researcher got clarity on vague statements.

e Encouragement: The researcher encouraged the participants to say more about
a specific idea.

e Minimal verbal response: The researcher did not interfere when the participant
discussed a particular idea. At times he nodded without saying a word.

e Probing: The researcher persuaded the participants to give more detailed
information by linking the participant’'s comment with the information sought by

the researcher.
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e Reflective summary: The researcher summarised the participant’s ideas or
feelings to ensure he understood the participant correctly.

3.12.3 Observation and field notes

Observation refers to taking note of how the participant acts before, during and after the
interview, whereas field notes are the written account of what the researcher hears and
sees while collecting data regardless of how insignificant it may seem at that moment.
This may include posture, eye contact and facial expression (De Vos et al., 2014:335).
The researcher observed the participant's behaviour during interviews in terms of facial
expressions and documented these.

3.13 Data management and analysis

Data analysis is a process whereby data is organised, given structure and meaning is
obtained (Polit & Beck, 2017:530). De Vos et al. (2014:373) add that data analysis in
gualitative research involves sorting, organising and reducing data into more
manageable pieces and exploring ways to reassemble them. In the current study, data
was transcribed immediately verbatim and translated into English. The translated
interviews were analysed using Tesch’s analysis technique as described in Creswell
(2012:191)

e Step 1: Getting a sense of the whole. The researcher read the transcript and
wrote down ideas as they came to mind.

e Step 2: Pick-up interview documents. The researcher picked up an interview
document and read it, checked the meaning and wrote thoughts that came to
mind on the margins.

e Step 3 Make lists of all topics. After all data has been analysed, the researcher
made a list of similar topics and grouped them into major, minor or unique topics.

e Step 4: Abbreviate topics as codes. The researcher abbreviated topics into
codes, wrote them next to each segment and reviewed them to check if new

codes emerged.
30

© University of Venda



()

*. University of Venda
Creating Future Leaders
@)

e Step 5: Find the most descriptive wording. The researcher found the most
descriptive wording for the identified topics and turned them into categories while
grouping the related topics and indicating their interrelationship.

e Step 6: Making a decision. The researcher made a final decision regarding the
abbreviation for each category and arranged them alphabetically.

e Step 7: Assemble similar categories of data. All data material belonging to one
category were placed together, and preliminary analysis done.

e Step 8: Recoding of data. The recoding of existing data was done by the

researcher.

3.14 Ethical considerations

Ethical consideration refers to the care which needs to be followed when undertaking
research. The researcher must respect the rights of individuals and communities
participating in a study. Human beings’ rights need to be respected at all times, and
research should avoid any harm to their participants (Brink et al., 2012:32). In the

current study, the following principles were observed:

3.14.1 Permission to conduct study

After choosing the topic of interest to be studied, he wrote and presented the research
proposal to the Department of Advanced Nursing Sciences of the University of Venda
for corrections and recommendations. This ensured that the research proposal was of
the required standard and adhered to the University of Venda’s ethical standards for
research. After attending to the Department’s corrections and recommendations, the
researcher presented his research proposal to the School of Health Sciences’ Higher
Degree Committee for further corrections and recommendations. With the approval of
the School of Health Sciences Higher Degrees Committee, the researcher sent the
research proposal to the Executive School Higher Degrees Committee for consent.
Once this consent had been obtained, the research proposal was sent to the Research

Ethics Committee for approval.
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The Research Ethical Committee granted the researcher approval to conduct the study.
The researcher applied for permission to conduct the study from the Limpopo
Department of Health, and permission was granted. Also, agreement to conduct the
study was applied for at the Vhembe District Municipality’s health department and
approved. The researcher applied for permission to conduct the study at the Tshilidzini
Hospital, and it was granted by the institution’s research committee. As the participants
resided in villages under traditional authority jurisdiction, the researcher applied for
permission from the traditional council of local chiefs and headed by the king. Consent
was given by the Tshivhase Traditional Council that has jurisdiction over all the included
villages. Before conducting the interviews were conducted, permission was sought from

each household owner, where the participant was not the owner.

3.14.2 Informed consent

Brink et al. (2012:38) explain that informed consent means that the individual agrees to
participate in the study. Polit and Beck (2017:731) add that informed consent is an
ethical principle that dictates that researchers obtain the respondents agreement to
voluntarily participate in the study after informing them about possible benefits and
risks. No individual must be forced into participation. All participants were informed
about the benefits of being in a study and that no risks were involved. The participants
were aware that they could withdraw from the study at any time without penalties (see

attached consent form). All the participants signed the consent forms.

3.14.3 Anonymity

Anonymity refers to the participant remaining anonymous when the final report is
produced (Burns et al., 2015:106). In the current study, the researcher excluded the
names of participants during the interviews, and in the report, the participants were
identified by numbers, for example, P1 meant participant number one. Numbers were

allocated according to the sequence in which the interviews were conducted.
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3.14.4 Confidentiality

According to Grove et al. (2013:106), confidentiality refers to the researcher’s
management of private information shared by the participants. In this study,
confidentiality was maintained by keeping the participants’ details anonymous. No

information was attributed or attached to any of the participants.

3.14.5 Care of vulnerable group

A vulnerable group refers to a group of people who have diminished or mental
incompetence to give informed consent (Burns et al., 2015:101). In the current study,
people in vulnerable groups did not take part in this study, for example, mental health

care users and minors.

3.14.6 Right to self-determination

The right to self-determination refers to the right to choose how to live one’s life without
external controls (Grove et al.,, 2013:101). In the current study, the participants
voluntarily agreed to participate in the study. They were informed that they have the

right to withdraw at any time without penalties.

3.14.7 Right to privacy

Grove et al. (2013:105) assert that the right to privacy refers to the freedom of
individuals to determine the time, extent and circumstances in which private information
can be shared with or withheld from others. That information may include beliefs,
attitudes, behaviours, opinions and records. The researcher did not share the
information received from participants without their consent. The consent forms signed

by the participants agreed to share the information with the research team.

3.14.8 Right to protection from harm

According to Grove et al. (2013:108), the right to protection from harm emanates from
the principle of beneficence which advocates for one to do good and to do no harm. In
the current study, the researcher ensured no harm to the participants by not pressuring

them to answer questions that made them uncomfortable. No participant cried or
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became emotional during the interviews, and there was no need for any referral to a

psychologist.

3.15 Limitations of the study

The study was limited to family caregivers caring for MHCU who were interested in
participating in the study. The sample was purposively selected based on the judgment
of the researcher, and its findings cannot be attributed to the whole population.

Recommendations were based on the findings of the current study.

3.16 Dissemination and implementation of results

Communicating research findings is the final step of the research process. The findings
are communicated through presentations, publications to audiences of nurses, health
care professionals, policymakers and health care consumers (Grove et al., 2013:615). A
copy of the dissertation will be submitted to the Provincial Department of Health in
Limpopo. The dissertation will be summarised into articles and sent to peer-reviewed
journals for possible publication. The researcher will also present the findings at

relevant conferences.

3.17 Summary

This chapter described the research design, setting, population, sampling,
trustworthiness, data collection and analysis. It also described the ethical considerations
applied to the study, discussed the limitations and dissemination of the results of the

study. Chapter 4 describes data analysis and literature control.
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CHAPTER 4

DATA ANALYSIS, DISCUSSION AND LITERATURE CONTROL

4.1 Introduction

Data analysis in qualitative research is a process whereby the researcher combines the
data, making the invisible obvious, linking and attributing consequences to antecedents.
This process involves scrutinising the data carefully and searching for meaning and
understanding (Polit & Beck, 2017:531). This chapter covers the analysis and
discussion of the research findings. Firstly, the biographical details of the participants
are presented, followed by the findings of the semi-structured interviews. The themes
are summarised, and subthemes discussed. The findings are considered and integrated

with the relevant literature where applicable.

The interview guide was used during the data collection process. The two questions in

the interview guide were as follows:
* What are the challenges you face when caring for your mentally ill relative?

*  What support do you receive from health care workers as you care for your

mentally ill relative?

The researcher used in-depth one-to-one interviews and field notes to collect data. The
interviews were conducted in Tshivenda, as all the participants were Tshivenda
speaking people. They were transcribed and translated into English. Data analysis in
gualitative research is done simultaneously with data collection (Creswell & Creswell,
2017:192). This process enables the researcher to thoroughly analyse data as it still
vivid in his mind. Data analysis in the current study was done using Tesch’s analysis

technique.

e Step 1: Getting a sense of the whole. The researcher read the transcript and

wrote down ideas as they came to mind.
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Step 2: Examined the interview documents. The researcher selected an interview
document and read it, checked the meaning and wrote down the thoughts that
came to mind on the margins.

Step 3: Make lists of all topics. After all data has been analysed, the researcher
made a list of similar topics and clustered them together as a major, minor or
unique topic.

Step 4: Abbreviate topics as codes. The researcher abbreviated topics as codes,
wrote them next to each section and reviewed them to check if new codes
emerged.

Steps 5: Find the most descriptive wording. The researcher found the most
descriptive wording for the identified topics and created categories while
grouping the related topics and indicating their interrelationship.

Step 6: Making decisions. The researcher made a final decision regarding the
abbreviation for each category and arranged them alphabetically.

Step 7: Assemble similar categories of data. All data material in each category
were placed together, and preliminary analysis done.

Step 8: Recoding of data. The researcher recoded the existing data.

4.2 Demographic profile of participants

Ten participants from different villages in the Thulamela Municipality participated in the

current study. Participants’ biographical information includes their age, gender, marital

status, employment, relationship with the MHCUs and number of years as caregivers.

Table 4.1 Demographic profile of participants.

Participants | Age | Gender | Marital | Employment | Relationship | Number of
status | status years

1 59 | Female | Married | Unemployed | Wife 39

2 59 | Female | Married | Unemployed | Mother 15

3 38 | Female | Single Unemployed | Niece 7

4 61 | Female | Single Pensioner Sister 30

© University of Venda
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5 47 | Female | Married | Unemployed | Wife 8
6 53 | Female | Divorced | Unemployed | Mother 10
7 48 | Female | Single Unemployed | Sister 6
8 60 | Female | Widow | Pensioner Mother 14
9 49 | Male Married | Employed Brother 12
10 63 | Female | Widow | Pensioner Mother 18

4.2.1 Age of the participants

The participants' ages in this study are as follows: 01 is between the age of 30-39
years, 02 between the age of 40-49 years, 03 between the age of 50-59 years and 03
above the age of 60 years.

4.2.2 Gender of the participants

According to Opoku-Boateng et al. (2017:46), caregiving roles are primarily undertaken
by female family members. Females are mostly associated with caring. Similarly, in the
current study, 90 per cent of the participants were females. Several studies found that
women globally are mostly family caregivers (Inogbo et al., 2017:3, Mohammed &
Ghaith 2018:274, Zhang et al., 2018:56, Nayak et al., 2020:98). In the Mediterranean
culture, specifically the Calatan culture, the responsibility of caring for a family falls on
women. Caring for family members is regarded as a moral obligation within the
patriarchal society (Amell et al., 2018:2). Therefore, there are social and cultural
demands on women to adopt the role of the family caregiver. Family caregiving remains
a feminine activity irrespective of changing social structures and norms (Sharma,
Chakrabarti & Grover, 2016:7). Neong and Rashid (2018:16) add that women have
been linked with the higher burden of care in Africa and India.

4.2.3 Marital status

In the current study, four participants are married, three are single, two are widows, and
one is divorced. The marital status of participants is significant as it plays a role in
caring for MHCUSs. It is a full-time and long-term responsibility, caregivers who are not
married to MHCUSs find it challenging to care for the MHCUs as they have their own

spouses and families. However, widows and unmarried family caregivers experience
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emotional distress as they do not have spouses who could offer support in time of

distress when taking care of MHCUs (Jeyagurunathan et al., 2017:7).

4.2.4 Employment status

Six of the ten participants are unemployed; one is employed, and three are pensioners.
Unemployment amongst family caregivers of MHCUs is a common phenomenon as
most caregivers cannot seek employment while caring for MHCUs. Azman, Singh and
Sulaiman (2017:2) concur with this finding. They stated that caring for MHCU disrupts

caregiver’s daily activities, social life, financial and employment opportunities.

4.2.5 Relationship of MHCU with the participant

All participants are immediate family members of MHCUs. Two participants are wives of
MHCUSs, two are sisters to the MHCUSs, one is a brother, one is a niece, and four are the
female parents of MHCUSs. In Malaysia, like in most countries globally, family members
are encouraged to look after their mentally ill loved ones at home after discharge from
the hospital (Azman et al., 2017:3). According to Sharma and colleagues (2016:259),
most family caregivers are parents, followed by spouses and siblings of the MHCU,
usually the sisters (Sharma et al., 2016:259).

4.2.6 Number of years caring for MHCU

The minimum years the participants cared for their MHCUs is six years. One patrticipant
has been caring for the MHCU for 39 years. Previous studies have shown that it is not
unusual for family caregivers to care for MHCUs for years. Furthermore, Mulud and
McCarthy (2017: 24), Ramezani et al. (2018:3) indicated that caring for MHCUs is a

long-term responsibility.

4.3 Presentation of findings

In the current study, the researcher explored the challenges faced by family caregivers
of MHCUs and their support from health care professionals. Four themes, namely non-
adherence to medication, disruptive behaviour, emotional turmoil and poor interpersonal
relations, emerged as the subthemes from the first question on the interview guide
which dealt with challenges family caregivers faced when caring for MHCUs. One

theme and subthemes emerged from the second question on the interview guide, which
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asked about the support family caregivers received from health care professionals. The

themes and subthemes are presented in Table 4.2

Table 4.2: Themes and subthemes

Themes Subthemes

» Non-adherence to medication 1.1 Poor insight into mental condition

1.2 Changes in medication.

1.3 Lack of transport to collect
medication.

1.4 Inadequate supervision.

1.5 Substance use.

» Disruptive behaviour 2.1 Destruction of property
2.2 Assaulting people.
2.3 Disruption of family functioning.

3.1 Feeling emotionally drained and

 Emotional turmoil
hopeless.

* Interpersonal relations 4.1 Poor relations with family members.
4.2 Involvement in arguments and physical
fights.

* Support system 5.1 Poor support from health care
professionals.
5.2 Poor family support.

4.3.1 Theme 1: Non-adherence to medication

Non-adherence indicates not following the given rules or instructions (Mcintosh, 2017:1041). In
terms of medication, non-adherence to treatment refers to when a patient does not take medicine
as prescribed by the doctor. The MHCU may decide to stop taking antipsychotic treatment for
various reasons (Velligan et al.,, 2017:450). Subthemes that emerged from this theme are

described below.

4.3.1.1 Poor insight into mental condition

39

© University of Venda



()

*. University of Venda
Creating Future Leaders
@)

Most participants mentioned that MHCUs do not adhere to medication regimes and
frequently blatantly refuse to take medication. They attributed this behaviour to poor
insight by the MHCUs. Some believe that they are not supposed to take medication
because they are not mentally ill. This is what the participants said:
He does not take his medication. | do not know if | can get people who can talk to him
about medication so that he can understand that he must take medication. We always

talk to him about medication, but he undermines us, he says | must tell my husband take
his medication not him (P2, 59).

My eldest son urged him to take his medication so that he could stop disturbing them
while they are studying as he was in grade 12 and his younger brother in grade 11. He
refused to take his medication. He (the son) even tried to put his (father’s) medication in
the tea and food. But his father would see it and throw it away (P5, 47).

The problem is that he does not think that he needs the medication. He thinks that he is
not mentally ill. We always force him to take the tablets by threatening to have his
disability grant terminated. He does not like the medication. He needs to be taught about
his mental illness (P3, 38).

It is always a struggle to make him take his medication. | do not know what we must do
to make him understand that he is mentally ill. The other time he threw the tablets in the
pit toilet. His cousin tried to talk to him about the importance of the medication, but it did
not help. He still says he is not ill (P6, 53).

From these quotes it is evident that family caregivers find themselves in a difficult
situation when providing care for MHCUs. Hence, insight into a patient's mental
condition is essential to ensure compliance with medication. The poor insight of MHCUs
aggravates the challenges faced by family caregivers, such as the refusal to take
medication and uncooperative behaviour. Hence some family members try to administer
medication in food or drinks. Furthermore, the family caregivers tried to convince them
to take their medication by giving health education to the MHCU to understand the need
to take it. However, it was difficult for family members to live peacefully with an MHCU
who refuses medication as they would relapse. The findings agree with Hernandez and
Barrio (2017:16), who found that family members often struggle to persuade MHCUs to

take treatment as they have difficulty acknowledging that they are mentally ill.

Mahesh et al. (2018:1453) argue that non-adherence to medication can also be due to
wilful refusal by the MHCU to take medication, especially tablets, which in turn

increases the aggressive behaviours. Despite the refusal, family caregivers try their best
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to persuade the MHCU to adhere to medication. However, when their efforts are

fruitless, they become frustrated (Ntsayagae et al., 2019:4).

4.3.1.2 Changes in medication
Some participants reported that the non-adherence to medication by the MHCUs was
related to changes made by doctors to their medications. Mental illness is a chronic
disease, and patients are on treatment for life. As a result, MHCUs get used to their
medications, for instance, the number and colours of the tablets. Changes in
medication’s type and packaging had led to non-compliance by the MHCUs. Regarding
changes in medications, participants said the following:
They changed his injection from one injection to a different one and also added tablets.
Since he was put on the new injection, his re-admissions are frequent. When he was on

the previous one, he used to stay for a year without re-admission. He was used to it (P1,
59).

The tablets he used to take last year are different from the current ones. Even the
containers are not the same. They used to give him white tablets, but now they gave him
yellow ones. The problem is that doctors are not consistent; they change tablets
frequently. It is a pity some good tablets are no longer available (P4, 61).

| wish the injection can be given as it was before, being full not reduced as it is the case
now. Because when it is reduced, he stops taking the tablets. This causes his relapses to
be frequent, unlike when the injection is full (P5, 47).

She used to take the pink tablets for almost three years now. The problem started when
the hospital ran out of pink tablets. They gave her white tablets in a box, unlike the
previous one, which was in sachets. Those tablets work the same way, but she says
hers are pink not white. She believes they gave her wrong tablets, and she does not take
them (P8, 60).

These quotes show that changes in the medication of MHCUs contribute to their non-
adherence to medication. Things like colour and container play a crucial role in
medication adherence by MHCUs despite their having the same effects. Any change of
container or package and colour of tablets should be communicated to the MHCUs to
minimise non-compliance. Some participants revealed that adjusting the dosage of
injection led to MHCU defaulting oral treatment. However, Tiihonen et al. (2017:691)
reported that combining oral and long-acting injectable antipsychotics effectively
reduced the non-adherence to medication, which eventually led to re-hospitalization of

MHCUSs. Moreover, changes in antipsychotics could be due to either switching from one
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drug to the other or increasing the current prescription when mental illness is

unresponsive (Mohammed et al., 2017: 132).

Therefore, it is not uncommon to have mental disorders which are not responsive to
treatment. In their study, Brain et al. (2018:2) asserted that the management of
treatment-resistant schizophrenia dictated a change in the treatment approach.
Treatment-resistant schizophrenia is a type of mental disorder that is not responsive to
atypical or typical antipsychotics. Inevitably, MHCUs’ treatment will change as doctors
seek alternative antipsychotic drug to stop schizophrenia’s symptoms. Furthermore,
Jawad et al. (2018:353) add that changes in medication’s type, dosage and frequency
may affect adherence. A once-a-day dosage of antipsychotic drugs had a higher
adherence compared to three times a day dosage. However, in Nigeria, the use of two
or more antipsychotic drugs was associated with non-adherence (Tareke et al., 2017:5).
Additional medication may be perceived with scepticism and seen as unnecessary by
MHCUs, leading to non-adherence (Las Cuevas et al., 2018:307). Consequently,
regardless of the reason for medication changes, in the current study, the relapse rate

increased, and MHCUs were difficult to handle at home.

Inevitably, MHCUs associate package and colour to efficacy. If the tablets in a package
and colour are changed, MHCUs assume they are of low efficacy and therefore do not
take them. In Iran, the wrong mindset about the effectiveness of medication led to non-
adherence (Mehralian, Sharif & Abbasian, 2019:350). When changes were made
frequently to the medication of MHCUs, especially tablets, the adherence was reduced.
There are two main routes for administering antipsychotic medications, namely oral
(tablets) and intramuscular routes. Intramuscular medications are long acting and
recommended for those who do not adhere to oral medications. Those MHCUs who
default on oral medication can benefit when they are on intramuscular medications. The
intramuscular medication improves treatment adherence, reduces rates of re-
hospitalization and risk of violent behaviour of MHCUSs. Intramuscular medications also

improve the management of difficult and problematic MHCUs (Mohr et al., 2017:5).

4.3.1.3 Lack of transport fare to collect medication
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Like all people on chronic medication, MHCUs have to go to the hospital to be reviewed
by the doctors and/or collect their monthly medication packages. However, the hospital
is far from the MHCUS’ home, and therefore they need to use transport to reach it. The
lack of money for transport becomes a challenge for MHCUs and the relatives who have
to accompany them. Of the participants, one is employed, three receives age-old
grants, and the rest are unemployed. The unemployed participants depend financially
on the MHCUSs’ disability grants. Regarding lack of transport fare to collect medication,
participants said the following:

He spends all his money on alcohol. He says he does not want to be controlled with his

money. | have asked him several times to give me some money to keep so that we can

use it to go to the hospital for his check-up, but he refused. We ended up not going
because of lack of taxi fare (P1, 59).

It is the same story every month: no money for transport to hospital. When | do not
accompany him, he does not go to fetch treatment on his own. So | have to pay for both
of us, so that he can get his treatment and | cannot do this every month. In fact, he is not
serious about his health (P3, 38).

| wish he can stop smoking dagga because he spends his grant on it. He uses his money
to an extent of not having taxi fare to collect treatment at the hospital. | receive a child
grant for my youngest child, but it is not enough to help him with money for transport (P7,
48).

This month she claimed to have no money for transport, and we did not go for her check-
up. Last month her younger sister gave us money to go to hospital. This month she said
she must pay for our trip to the hospital because she does not help us to buy food with
her grant. | cannot buy food and pay for her transport while she misuses her grant (P10,
63).

It is evident that lack of transport fare contributes to non-adherence to medication.
Although the government made financial provision for MHCUs to receive disability
grants through SASSA, the grants are misused by some MHCUs. They do not help their
family caregivers to buy food and keep some money for their transportation for follow up
days. They use their grants to buy substances like alcohol and dagga, which
exacerbates the non-adherence to medication, a challenge experienced by family
caregivers. When it is time for follow up visits, MHCUs expect their caregivers to pay
their taxi fares to the hospital. Most caregivers depend on the MHCUSs’ disability grant
for transportation to the hospital. However, when the family caregivers realized that
MHCUs have no taxi fare, they would not accompany the MHCUs. This led to MHCUs
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not going for their monthly follow-ups, and consequently, they defaulted on their
medication. Iseselo et al. (2016:6) also reported similar findings where caregivers
experienced financial constraints regarding transport fare to the hospitals to collect
medication. There is a need for MHCUs and family caregivers to work together,
especially on finance and educated about the expected financial contributions towards
their health.

Although some of the participants in the current study do receive an old age grant, it is
not sufficient to cover all the expenses at home. This finding is similar to one in
Malaysia, where caregivers had budgets inadequate to cover their living expenses like
buying groceries and electricity (Azman et al., 2017). Therefore, little money remained

for the transportation of MHCUSs to the hospitals and clinics.

In South Africa, like other countries in the world, health care facilities like hospitals and
clinics can be far away. MHCUs and their family members must travel long distances to
get health services. Therefore, caregivers must spend money on transportation of
MHCUs hospitals for check-up visits and collection of medication (Gloria et al., 2018;
Nenobais, Jatimi & Jufriyanto, 2019:32). In Ghana, family caregivers also faced the
challenge of travelling long distances to health care facilities for the collection of

medications.

4.3.1.4 Inadequate supervision
In most instances, MHCUs need someone to remind them to take their medication. It is
usually the responsibility of a close relative, especially the mother, sister or. The
problem arises when that particular family member is absent and leaves the
responsibility of taking the treatment to the MHCU. The findings of the current study
reveal that MHCUs were not taking the treatment as expected by the family caregivers
because there was no one to supervise them when taking treatment. This was
expressed in the following quotes:
Whenever | have piece jobs, | leave early before he wakes up and just leave the
treatment on the table so that he can take it by himself. | trusted him, but | had realized

that he does not take tablets. | cannot stay at home without doing piece jobs, we need
money to meet our needs (P5, 47).
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| am scared to remind him to take his medication because he gets angry and become
verbally aggressive whenever | remind him. He swears at me, saying why | treat him like
a child. So I let him keep his medication, | am sure he does not take it the way they told
us at the hospital. His behaviour has changed (P3, 38).

He does not want us to get involved in his medication. He locks his room and fights with
us when we ask if he took his medication. | think he undermines me because | am a
woman. Sometimes he looks well but sometimes looks like he has relapsed. | wish | had
a male person in the house who would force him to take treatment (P6, 53).

| think the problem is that | am employed and cannot supervise him taking treatment
every day. He needs someone to remind him, but unfortunately, he does not like my wife.
She would be the one to supervise him as she is always at home, but he resents her (P9,
49).

The findings reveal that MHCUs needs consistent supervision and need someone to
remind them to take their medication. However, it is not always possible. The family
caregivers need to assign that responsibility to another close relative so that in their
absence, they can take over and supervise the MHCU. However, sometimes the
aggressive behaviour of MHCUs makes family caregivers reluctant to remind them
about treatment as they are scared of the MHCU. Most of MHCUs who stay alone have
a challenge adhering to medication. Therefore, it is critical that MHCUs do not to stay
alone because they need supervision regarding the taking of medication. In their study,
Hernandez and Barrio (2017:02) found that MHCUs who live with or receive support
from family members tend to have better medication adherence compared to those who
do not. Thus, family involvement in medication use may be a protective factor for
medication adherence. Family caregivers who are personally involved in the
administration and monitoring of MHCUs’ medication reported improved adherence.
MHCUs need close supervision to prevent relapses. In addition, the psychological
preparedness of the family caregivers to supervise MHCUs to adhere to medication is of
great importance (Kretchy et al., 2018:292). Therefore, a prepared and willing family

caregiver can provide adequate supervision.

4.3.1.5. Substance use

The findings of this study indicate that MHCUs do use substances. Substance use was
indicated as a cause of non-adherence to medication by the participants. It was
revealed during the interviews that family caregivers wished that their MHCUs would not

use substances as it significantly impaired their judgments. The commonly reported
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used substances are alcohol and dagga. Alcohol included beers and home-brewed
liquor. Those substances were prone to use because of their affordability, easy
accessibility and availability in the community. Once MHCUs are intoxicated, they
defaulted treatment and were difficult. This is what the participants had to say about
substance use:

He drinks alcohol and sometimes smokes dagga. It does not help to drink alcohol while

one is on treatment because that alcohol dilutes the tablets. Sometimes he comes home
late at night and drunk. | cannot force him to take medication (P1, 59).

Tablets are good if he takes them every day, but he does not. He wakes up early in the
morning and goes to his friends. They are the ones who give him dagga. They smoke
dagga the whole day. Once he is intoxicated with dagga, he does not listen to anybody
(P5, 47).

| hate alcohol from the bottom of my heart; it makes my son a monster in the house. It
makes him forget his treatment. If you dare tell him about medication, he will swear at
you with vulgar words. He takes treatment whenever he likes. | just keep quiet and let
him do as he pleases (P6, 53).

| do not know what we can do to make him take his treatment because that is the only
thing which can make him stable. If he can stop drinking this ‘mahafhe’ (home-brewed
liquor) thing, everything would be fine. Liquor is the main problem (P9, 49).

Most family caregivers have accepted that their family members are mentally ill,
however, the fact that some of the MHCUs use substances like alcohol and dagga,
concerns them. According to Gloria et al. (2018:818), family caregivers in Ghana felt
that the MHCUs had aggravated their mental conditions by continued substance use.
Due to mental illness, some MHCUs under-estimate the dangers of using substances
on their mental health. In addition, non-adherence to medication in most MHCUs is
related to factors such as substance abuse. Similar to the current study, previous
studies found that MHCUs have an inclination to use substances (Rababa’h, Yousef &
Al-Omari, 2017:73). Consequently, substance use harmed treatment adherence by
MHCUs. There is a higher association between treatment non-adherence and
substance abuse as substances destabilise the mental state of MHCUs (Salloum &
Brown, 2017:1, Jawad et al., 2018:351)

4.3.2 Theme 2: Disruptive behaviour
There are different ways in which MHCUs behave to show their emotions. One is

destructive behaviour when MHCUs display physical aggression towards a property
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with the intention to damage or destroy (Hodgins & Klein, 2017:87). This may be due to

anger, frustrations and anxiety.

4.3.2.1 Destruction of property
The destruction of property by MHCUSs is a challenge faced by participants as they care
for their MHCUs. It is a behaviour that is common when the MHCU has relapsed and
leads to family caregivers seeking admission for the MHCU. Participants revealed the
following during interviews:

He breaks windows (panes) here at home, he is not cooperative. The problem is that he

does not take treatment and does not listen to anybody. When he has relapsed, he is
violent (P1, 59).

We also have a challenge with accommodation. The room he sleeps in is not suitable for
anyone to sleep in. He made holes on the wall and broke wall robes in there. Nothing is
useful in that room, everything is in pieces (P4, 61).

He is problematic, destroys property, bang and breaks windowpanes. He is also verbally
aggressive. He broke chairs, the plastic ones. We tried to have him arrested but it did not
work out (P7, 48).

We are tired of replacing his room’s windowpanes, every time he relapses he breaks
them. We were forced to replace the wooden door with the steel one because he used to
bang it until it split. Every time he loses the key, he would bang it until it became loose
(P9, 49).

From the above quotes, it is evident that relapsed MHCUs pose a challenge to family
caregivers. Due to poor medication adherence, MHCUs could not control their
emotions, especially anger; hence they became destructive. Destructive behaviour
costs family caregivers money in repairs of damaged items. It was reported as one of
the sources of interpersonal conflicts between MHCUs and family caregivers (Walke,
Chandrasekaran & Mayya, 2018:183). Gloria et al. (2018:818), in their study, found that
there was an inclination to damage property by MHCUs. The behaviour was common
when the MHCU has relapsed due to non-adherence to medication. According to Lippi
(2016:3), MHCU’s hostility, aggression, disruptive symptoms and property damage
increased the burden experienced by family caregivers. Destruction of property
disrupted family life and impacted negatively on the economic status of the family.

4.3.2.2 Assaulting people
Like destructive behaviour, MHCUs often express their emotions by assaulting people.

It is unacceptable, but it happens. Markiewicz, Pilszyk and Kudlak (2020:2) describe
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assault as an impulsive and harmful action towards other people by MHCUs. Family
caregivers indicated that MHCUs assaulted family members without provocation,
especially when they have relapsed. This caused emotional distress to caregivers as
MHCUs’ behaviours were unpredictable, and they lived in fear of being assaulted or
harmed. The following quotes of participants revealed their experiences:

One day he came into the house and asked if | know about his keys. | did not know

where they were, he beat and kicked me, saying, go back to your family, I will kill you,
and I will kill you. | escaped through the window (P2, 59).

When he has relapsed he swears at everyone in the house without provocation and | am
his target. He beats me up and swears at me. When that happens, | run to the children’s
room and hide there (P1, 59).

He is verbally aggressive. He also assaulted my mother, bite her leg and hit my child with
a hammer. He carries knives and machete around and threatening people. Even his
uncle, who used to calm him down, now is scared of him as he also assaulted him (P3,
38).

When he has relapsed, he does not want people to come into our home. He chases
people away and pelted them with stones. He assaulted his youngest son for no reason.
When | confronted him he showed no remorse and he threatened to assault me with a
stick (P5, 47).

These quotes reveal the problematic situations the family caregivers endure in their
homes. MHCUs assaulted family caregivers without provocation who live in fear as they
were scared of the MHCUs. Some family caregivers opened assault cases with the
police but later withdrew the case as they felt that he had relapsed when he assaulted
them. They fear judgment from other family members who do not live with the MHCU.
Some family caregivers were accused of hating the MHCUs when they opened police
cases against them. Caregivers showed fear of weapons carried by MHCUs and were
scared to confront the MHCUs about their unacceptable behaviours as they feared for
their lives. One MHCU even threatened the family caregivers following what had
happened in the neighbouring village whereby a father killed his two children with a

machete knife.

Family caregivers are the support system of MHCUSs; even though their service is free, it
is not appreciated (Batra et al., 2018:60). When MHCUs become aggressive, both
physical and verbal, it tends to frustrate family caregivers. This is common when the
MHCU has relapsed and psychotic (Marimbe & al., 2016:3). Family caregivers are

48

© University of Venda



()

*. University of Venda
Creating Future Leaders
@)

always fearful and stressed about MHCU’s behaviour. Riley-McHugh, Brown and Lindo
(2016:99) add that family caregivers were angry and frustrated by the MHCU's
aggressive behaviour towards them.

The unpredictable, aggressive behaviour of the MHCU towards family caregivers make
them live in fear. The inability of the caregivers to cope with inappropriate and violent
behaviour of the MHCU led to reduced social interactions in the family (Akbari et al.,
2018:332). Family caregivers expressed concern about handling the MHCU’s
unpredictable behaviour, and most were frightened of being attacked by the MHCU and
safety of the users themselves. Also, as in most cases, family caregivers are females,
and they struggle to cope with such situations. These behaviours warrant hospitalization
(Souza et al., 2017:7). However, family caregivers are compelled to control, manage or
tolerate such behaviours, exposing themselves to risks of being assaulted and attacked
by MHCUSs. This is a daunting task for most caregivers.

4.3.2.3 Disruption of family functioning

The disruption of family functioning when caring for MHCUs has a negative impact on
their lives to such an extent that it interferes with their daily activities. Family caregivers
put the MHCUs interest ahead of their own (Fekadu et al., 2019:4). Families are the
support systems of MHCUSs, and how they behave has an impact on family functioning.
The participants indicated that the MHCUs behaved in a manner that negatively

disturbed the family. This is what the participants said:

Once we hear him swearing whenever he comes home, we lock ourselves in the room
because we know that he is angry. He comes home and bangs windows, shouting at
everyone for no apparent reason. We are scared even to watch television (P3, 38).

Our children are unable to study well or write their homework with peace. He roams
around, playing music loudly late in the evening. His behaviour disturbs even our
neighbours. He does not care about other people. He does whatever he wants
regardless of how others feel about it (P5, 47).

He has a separate room in the yard, but he comes to my house and demand things like
money and food. My wife will give him food but when she says that she does not have
money, he gets angry and swears at her. My children are scared of him when he has
relapsed (P9, 49).

When her father was still alive, she did not behave like this. Nowadays she drinks alcohol
and verbally abuses her younger sister’s children. She causes chaos in the house; at
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times she talks until the early hours of the morning. | wish her father was still alive (P10,
63).

From the above quotes, it is evident that the behaviour of MHCUSs in a family is crucial
to how the family function. Regardless of their mental illness, MHCUs still have the
responsibility to behave in a manner in which there will be harmony at home, so they
must remain compliant to treatment so that they remain stable for the emotional
wellbeing of the whole family. Caregiving is a long-term responsibility that demands
time and attention and MHCUSs need full support from family caregivers. According to
Leng et al. (2019:26), family caregivers have little time for their own entertainment and
social activities because they spent their time caring for MHCUs. Hence, family
caregivers sacrifice their social time for the MHCUs, and consequently, they do not
have time to rest and interact with others (Nenobais et al., 2019:30).

Family caregivers do their best to provide support to the MHCUSs. They provide for the
day-to-day needs of the MHCUSs, including providing meals, monitoring their medication
as well as their behaviour to detect signs of relapse (Ntsayagae et al., 2019:5). In this
study, family caregivers revealed that relapsed MHCUs sometimes do not sleep at
night. They were noisy and roamed around the house, disturbing others and making it
uncomfortable for other family members. Due to the unpredictable behaviour of MHCUSs,
family caregivers must constantly be vigilant. They are always on standby for any
emergencies caused by MHCUs (Brain et al., 2018:5). This interferes with their ability to
focus on other essentials, such as seeking employment. Family caregivers must plan

their life activities around the MHCUS’ needs.

4.3.3 Theme 3: Emotional turmoil

Mclintosh (2017:1692) defines turmoil as a state of uncertainty. Therefore, emotional
turmoil causes family caregivers to be unsure of how they can emotionally handle a
situation regarding the care of MHCUs. Moreover, Fekadu et al. (2019:3) add that
caring for MHCUs takes an emotional, psychological and physical toll on family

caregivers.

4.3.3.1 Being emotionally drained
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Taking care of MHCUSs takes its toll on the emotional aspect of family caregivers. They
feel exhausted, having no energy to carry on with caring. The feeling is exacerbated
because other family members do not support them and feel neglected and abandoned
by family members. The caregivers must be supported, and their emotional wellbeing
taken care of by family members. The following quotes revealed the experiences of
participants:

| am tired, not that | don’t want to take care of my brother, but | feel that | do not have

energy anymore. | wish there was someone to assist me in taking care of my brother
(P4, 61).

To tell you the truth sir, my spirit is down, | am exhausted with the behaviour of my son.
He exhausted any energy in me. No matter how much we talk to him, he does not
change (P6, 53).

| am exhausted, | tried everything to make her a good person, but | failed. | do not have
any energy to fight with her. | want her to do as she wishes but one day she will
remember me when | am no longer here for her (P8, 60).

Daughters are supposed to take care of their mothers, but my case is different. In fact,
she is my headache. I am tired. At my age, | cannot control her. | don’t have the energy
to chase her around, forcing her to take her medication. It would be better if she was
taking her treatment, maybe she would behave better (P10, 63).

The above quotes demonstrate that family caregivers often feel they do not have the
energy to continue providing care to MHCUs. They need both physical assistance as
well as emotional support in order to continue with the caring role. The support would
greatly assist in preventing their emotional exhaustion. Emotionally drained family
caregivers cannot to provide adequate care to MHCUs. Therefore, steady family
caregivers are the foundation for stable MHCUs. Members of the multi-disciplinary team
could be called on to attend to the emotional needs of family caregivers. Caregiving is a
full-time responsibility that family caregivers undertake for most of their lifespan;
consequently, their quality of life may decrease (Walke et al., 2018:182). They feel

emotionally drained and have no desire to continue with caregiving.

Mental illness is a chronic condition that only stabilises when MHCUs are on treatment.
However, when they default on treatment and relapse, it aggravates the depleted
emotional state of family caregivers. They feel that MHCUs are defaulting treatment
intentionally. The lack of effort by MHCUs to adhere to treatment, volatile behaviour and

no signs of recovery makes family caregivers feel emotionally exhausted (Fitryasari et
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al., 2018:259). Taking breaks and support from family members would help family
caregivers rejuvenate their strength to continue caregiving. However, family support
was not forthcoming to the detriment of the caregiver, so the emotional exhaustion
continued unabated. Caring for MHCUs brought dissatisfaction for the family and

relatives. This finding is consistent with the findings of the current study.

4.3.3.2 Feeling hopeless
Mclintosh (2017:751) defines hopeless as a state of being without hope, a feeling that
something will not happen or when a person feels that the possible means to solve a
problem has been exhausted. Caring for MHCUs challenges family caregivers as they
feel that nothing will alleviate the burden they carry. Therefore, they look at their
challenges and feel overwhelmed, with no sign of assistance coming their way. The
following quotes elaborate on the participants’ views:
| do not know what else can we do as a family to make him responsible for his own
health. He knows that he is mentally ill but does not behave accordingly. Why must he

stop his medication if he wants to be well like other people? | am tired of talking to him
(P1, 59).

He is our uncle; we cannot disown him, but he makes our lives difficult. | wish | knew
what to do or where | can take him to. We always live in fear; we do not know what will
happen next. You cannot predict his behaviour (P3, 38).

| am old and | cannot manage him when he becomes violent. There is nowhere | can run
to as | am unable to walk. | have tried to get people around here, to assist me by taking
him to the clinic or hospital but sometimes they refuse as they are afraid of him. They are
not his relatives; therefore, they are not much concerned about him. What more can | do
at my age? Whatever happens is fine (P6, 53).

Life was good when she was taking her treatment. She used to cook and wash clothes
for us. She was fine; some people did not know that she is mentally ill. Recently she has
changed, she is unmanageable and stubborn. I do not know what went wrong. Life is
tough (P10, 63).

Family caregivers provide crucial support to MHCUs and are their advocates acting in
their best interests at all times. Therefore, their emotional state is of paramount
importance if quality care is to be provided to the MHCUs. The above quotes reveal that
family caregivers felt hopeless. Health care professionals will need to play a critical role

in restoring family caregivers' hope if quality caregiving is to be achieved.
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The behaviours of MHCUs exacerbated the feeling of hopelessness among the family
caregivers. In the present study, they reported feeling hopeless that the conditions of
their MHCUs will change as they have tried to cope with the psychotic behaviours of
their MHCUSs. This finding is consistent with the findings of Souza et al. (2017:7), who
found that MHCUs who exhibited psychotic symptoms that warranted institutionalisation
aggravated the family caregivers' despair. The study by Nenobais et al. (2019:42) also
reported feelings of sadness, shame and losing hope among family caregivers due to
uncontrolled behaviours of MHCUs. Furthermore, they felt powerless as they could not
control the future of MHCUs and feared that MHCUs might endanger the lives of the

community members. (Nenobais et al, 2019:42).

Due to their mental illness, MHCUs do not realize the emotional strain they put on their
caregivers through their behaviour. According to Ntsayagae et al. (2019:4), family
caregivers became emotionally and physically exhausted when the MHCUs became
aggressive as there was nothing they could do about the situation. They felt helpless
and fearful. Caregiving demands emotional energy from the caregiver, especially in
chronic conditions like mental illness. According to Kretchy et al. (2018:292), mental
distress is common among family caregivers because they are at high risk of
experiencing depression and anxiety. They become exhausted and have no energy to
carry on with caregiving. An emotionally drained and exhausted family caregiver will
give suboptimal care to the MHCUs. Therefore, they must receive all the support

possible to prevent the state of emotional exhaustion.

In the current study, family caregivers reported feeling hopeless and overwhelmed. In
Sharma et al. (2017:261), family caregivers were severely stressed and depressed. This
was related to the long duration of care they have provided to MHCUs. Therefore, family
caregivers must be encouraged to request family members to assist them with care so
that they have time to attend to their mental and physical health needs to improve their
quality of life. Family caregivers with low quality of life displayed negative emotions such

as social isolation, self-harm and suicide (Leng et al., 2019:26). The state of emotional
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exhaustion should be avoided if possible for the sake of the MHCUs and other family

members.

4.3.4 Theme 4: Poor interpersonal relations

The interaction of human beings creates relationships. However, disorganised internal
and external relations give rise to mixed feelings, which are contradictory and
sometimes unbearable (Souza et al., 2017:7). Conflicting feelings between individuals

give rise to poor interpersonal relations.

4.3.4.1 Poor relations with family members

One of the challenges experienced by family caregivers were the poor relations
between the MHCUs and family members. Family members felt alienated by MHCUs’
behaviour, and despite their efforts to support the MHCUs, the relations remain
strained. Poor interactions negatively impacted the teamwork attitude which families
were expected to foster towards caring for the MHCUs. The feelings of the participants

were expressed as follows:

Our relationship with him is not good because of his aggression. We are always scared
of him. His uncle and aunt have also distanced themselves from him. My children are
scared of him. Now it is us who are to tolerate him because he stays with us. Anyway he
is our uncle, what can we do? (P3, 38).

| wish his relationship with his father was good. Yes, my husband is mentally ill, but he is
his father. He must respect him and obey him. What kind of example is he setting for his
younger brother? | wish we can have peace in our family. We need one another, no one
can live alone (P2, 59).

We come a long way as a family. Our sons love their father, but he is the one who
causes conflict here. He disrupts their studies at home and makes threats. The older one
at least tries to understand him, but the young one is too young to understand his father’s
illness (P5, 47) said:

Before | die, | want my daughter to have good relations with her younger sister and her
children. They are the family | have; my heart is sore when | see my children not getting
well with each other. | feel like | am a failure. It is painful (P8, 60).

The only problem is his poor communication with my wife. He swears at her when she
does not give him what he wants. The way he talks to her, it creates tension between
them, and our children are scared. | try my best to talk to him about his behaviour, but he
does not change (P9, 49).

Good relations between family caregivers, family members and MHCUs are imperative

in caring for MHCUs. A family is a fundamental support system for MHCUSs. Therefore,
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family cohesion needs to be encouraged as much as possible. MHCUs should be
involved in building family relations because they are part of families. Family caregivers
said that when MHCUs have relapsed, they make demands which family caregivers
cannot meet. At times MHCUs become uncooperative, hostile, verbal and physically
aggressive, which create a poor relationship between the MHCU and family members.
According to Fitryasari et al. (2018:259), volatile behaviour and few signs of recovery
causes tension in the family. Jenkins and Schumacher (2018:33) also indicated that
female caregivers reported a high degree of conflict and stress in managing male
MHCUs in the home setting. This is related to the degree of aggression male MHCUs
display compared to their female counterparts, often resulting in a constrained
relationship between the MHCU and family members. They are anxious about caring for
him due to his unpredictable and possibly dangerous behaviour. Similarly, Chen et al.
(2019:7) indicated that MHCUs had exhibited threatening behaviours to others’ property
and personal security. In this research, violence was one of the main concerns of family

caregivers.

4.3.4.2 Involvement in arguments and physical fights

MHCUs are part of the community; therefore, their interaction within the community is of
paramount importance. However, their behaviour towards community members made
people apprehensive. This made family caregivers anxious about the MHCUs when

they are not at home. The following quotes reveal the feelings of the participants.

When he is drunk he gets into fights with people in the community. | am afraid that one
day he will get hurt because he is old. | do not know what they fight for, but it has
occurred several times (P1, 59).

He likes to make threats to people for no reason. People do not like him because he
carries a knife. People are scared of him, the other day he disrupted a neighbour’s
funeral (P3, 38).

My brother does not respect anyone, even some community members. We talk to him
about his behaviour, but he ignores our advice. We are uneasy when he goes to
community gatherings because he is irritable and argumentative. Some people do not
like him (P7, 48).

Communities are the support systems of families, and the relationships of families within
the community are important. The behaviour of MHCUs were a concern to family

caregivers who expected MHCUSs to behave in a manner that will foster good relations
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with community members. Family caregivers revealed that members of the community
are afraid of some MHCUSs due to their aggressive behaviour. According to Hodgins and
Klein (2017:87), the high risk of aggression by MHCUs has been strongly established,
and a factor found to contribute to the aggressive behaviour of MHCUs is non-

adherence to medication, which is the case in the current study.

Non-adherence to medication was associated with increased hostility, which negatively
impacted family caregivers, health and social systems (Mohr et al. 2017:2). In the
current study, family caregivers reported that MHCUs were aggressive and hostile
towards community members. This was consistent with findings in study by Wu et al.
(2018:4040), whereby MHCUs exercised physical force, hostile attitudes, verbal and
physical aggression. According to Roberts et al. (2018:3), some MHCUs displayed
signs of agitation, including inner tension, uncooperativeness, anxiety, excessive motor
activity and inappropriateness. These behaviours are sometimes frightening to
community members resulting in poor relationships with community members who felt

threatened by the MHCUSs’ behaviour and were uneasy in their company.

4.3.5 Theme 5: support system

Support means to give someone the encouragement to succeed (MclIntosh, 2017:1581).
Family caregivers, at times, feel exhausted with no desire to continue caring for their
MHCUs; therefore, encouragement from health care professionals and family members
is of paramount importance. Poor support aggravates the situations in which family
caregivers find themselves. The subthemes that emerged from this theme are
presented below.

4.3.5.1 Poor support from health care professionals

Mental illness is a chronic medical condition that is managed by different members of
the multi-disciplinary team. Multi-disciplinary team members include doctors, nurses,
social workers and psychologists. They have a crucial role in treating MHCUs and
supporting family caregivers who expect health care professionals to support them as

they care for their MHCUs. Often they lack knowledge and skills on how to resolve
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challenges which they come across. Participants in the current study became frustrated
when the support they expected from the health care professionals was not

forthcoming. This is evident from the following quotes:

The problem is that my son’s disability grant was terminated; we went to the social
workers who gave us a letter to take to SASSA. At SASSA, they gave him a six months
grant instead of a permanent one. His treating doctors were supposed to have motivated
for a permanent grant (P2, 59.)

We told the home-based care workers about our uncle’s behaviour of threatening us with
a machete. They told the social workers about it, social workers came to talk to him. He
convinced them that he would change, and they believed him, but they did not make
follow up on whether he changed or not (P3, 38).

What aggravates his behaviour is that he does not go for check-ups at the hospital. |
wish nurses can come and inject him at home as they used to do previously. At that time,
he used not to be admitted frequently compared to now. Nurses used to go to homes of
mentally ill patients with medication (P5, 47).

Participants revealed they do not receive sufficient support from health care
professionals. When the care of MHCUs moved from the institution to home care, the
responsibility to ensure that MHCUs adhere to medication and attend follow up visits at
health care facilities fell to the caregivers. Family caregivers provided personal care and
emotional support to the MHCUs (Neong & Rashid, 2018:12). However, family
caregivers are untrained in health care matters, including caring for MHCUs and need
support from health care professionals to help them care for their MHCUs.

Health care professionals should support family caregivers and provide them with
information related to mental illness and how to resolve conflicts between them and
MHCUs (Batra et al., 2018:60). In the current study, most family caregivers reported
that health care professionals, especially nurses, do not support them. Nurses are
essential members of a multi-disciplinary team. According to Delaney (2017:952),
nurses are direct health care providers and constitute the largest share of the total
accessible primary care workforce. Nurses provide both general and mental health care

in rural and underserviced areas.

Furthermore, nurses are likely to work in more rural areas compared to other health
care professionals (Chapman et al., 2018:44). Nurses are typically the first health care

professionals MHCUs and family caregivers would meet. Harms et al. (2017:102) add
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that nurses see the MHCUs first and refer them to other health care professionals like

the doctor, social worker and psychologists, among others.

Participants reported that previously, nurses used to go to the villages with mobile
clinics. Those MHCUs who did not attend the mobile clinic were followed up at their
homes, and treatment was given. This reduced re-hospitalisation rates and family
caregivers felt supported by health care professionals. This finding is consistent with a
study by Cheng et al. (2018:614), which found that home visits improve treatment
adherence and reduce re-hospitalisation rates of MHCUs from 42,1 per cent to 11,6 per
cent in Taiwan. However, nurses who were doing home visits experienced safety
issues; they were harassed, verbally and physically abused by MHCUs. MHCUs homes
are unpredictable and uncertain environment (Kim, Choi & Yoon 2020:3).

Family caregivers need support from health care providers on how family members can
convince their MHCUs to adhere to follow-up visits. If MHCUs make consistent follow-
up visits to the clinic and OPD, aggressive behaviour and re-hospitalisation rates will
decrease. However, due to the lack of teamwork between health care professionals and
family caregivers, they cannot share their frustrations and challenges in caring for their
MHCUs. Similarly, family caregivers in Australia received less support from health care
professionals to help their MHCUs change their unacceptable behaviours (Bailey et al.,
2018:8).

4.3.5.2 Poor support from family members

Caring for MHCUSs is a long-term responsibility. In most families, not all family members
are directly involved in caring for the MHCU, and there is a particular family member, for
example, the wife, mother or sister of the MHCU, who bears that responsibility. That
family caregiver often feels emotionally exhausted and expects other family members to
assist in the caring duties. However, their expectations are not met. This was evident in

the following quotes:
He undermines us, especially his father who is also mentally ill. He says | must tell my

husband to take his medication not him. If we had other family members staying with us,
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| think we would be able to manage him. Our families do not support us and we need
them (P2, 59).

We used to rely on our uncle, who used to come and calm him down. But since he
assaulted him too, he is reluctant to help us. His aunt also does not want to be involved
any more since he accused her of killing her husband. We have no one to assist us when
he becomes aggressive (P3, 38).

We stay being two, my younger brother died in 2015. My nephew is in Gauteng and
married there. Around here, we have our aunt, but she is too old to help me. | have no
one to assist me to look after my brother. | do everything for him (P4, 61).

We are the only surviving siblings. Our parents, elder brother and younger sister have
died. Because he fights with my wife, | am the only one who is responsible for his
wellbeing. What can | do? | cannot abandon him; he is my blood. Our parents are
watching everything | do. He is my responsibility (P9, 49).

| stay with her and her younger sister’s children. All my children are married they have
their own homes. | try to talk to her, but she does not listen to me. Her brothers do not
want to get involved anymore. They are tired of her behaviour. It is my responsibility, |
too | am tired. At my age, | have no strength anymore (P10, 63).

Family caregivers feel overwhelmed by the responsibility of caring for MHCUs alone in
the family and need support from other family members. Teamwork in a family of
caregivers can alleviate the burden carried by one caregiver. According to Caqueo-
Urizar et al. (2017:3), having an MHCU in the family disrupts normal family dynamics
with every family member affected in some way or the other. The family caregiver of the
MHCU needs support to help with caring for the MHCU. In the current study, family
caregivers did not receive support from other family members who did not want to be
involved to assist or relieve the caregiver of some responsibilities. If family caregivers
are not assisted, they will become stressed and possibly suffer from depression. It
should be noted that in this study, some caregivers were elderly people who were more
prone to physical and emotional exhaustion. In Malaysia, family caregivers of advanced
age who had cared for the MHCUs for longer duration suffered from higher stress levels
(Neong & Rashid, 2018:13).

In Singapore, single or widowed family caregivers faced more challenges due to the
absence of a spouse who could offer support and share some of the distress. Spouses
caring for a spouse who was an MHCU reported more psychological stress as they felt
that they had lost a confidant, household co-manager and child-rearing assistant

(Jeyagurunathan et al., 2017:7). It could be a similar situation in the current study since
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most family caregivers are single due to divorce, death of a spouse or never married
Family cohesion is essential, especially to the family caregivers, as they would not bear
the caring role alone. Support from within the family is crucial as caregivers can share
their challenges without fear of being judged. However, in other families, there was a
detachment of family members due to the existence of mental disorder within the family
(Caqueo-Urizar et al., 2017:3). Furthermore, support from family members is an
important element in the family’s relationships. However, some family members looked
down on family caregivers of MHCUs and did not visit them or express concern for them
(Azman et al., 2017:6). Similarly, in this study, participants reported that they are not

supported by their fellow family members in caring for the MHCUSs in the family.

4.4 Summary

This chapter discussed data findings supported by literature control. Four themes
emerged from the data analysis of the first question on the interview guide: non-
adherence to medication, disruptive behaviour, emotional turmoil and interpersonal
relations. One theme emerged from the second question, namely, poor support.
Chapter 5 describes the summary, recommendations, conclusions and limitation of the
study.
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CHAPTER 5

SUMMARY, RECOMMENDATIONS, CONCLUSIONS AND LIMITATIONS

5.1 Introduction
The previous chapter discussed data analysis and literature control conducted. This
chapter aims to provide a summary, recommendations, conclusions and limitations of

the study.

5.2 Summary of the study
The study identified challenges faced by family caregivers of MHCUs and the support

received from health care professionals in Thulamela Municipality, Limpopo Province.

5.3 Summary of chapters

5.3.1 Chapter 1

Chapter 1 introduced the study, including the background, problem statement,
significance, purpose and objectives of the study. The study aimed to investigate the
challenges faced by family caregivers of MHCUs, explore the challenges and identify
the support given by health care professionals to family caregivers to assist them in
caring for their MHCUs.

5.3.2 Chapter 2

Chapter 2 of this study described the details of the reviewed literature relevant to the
study. The literature supported the background of the study regarding the challenges
faced by family caregivers of MHCU’s globally and the support they received from
health care professionals.

5.3.3 Chapter 3
Chapter 3 described the research methodology used in this study. The qualitative
approach, which is exploratory, descriptive and contextual in nature used in the current
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study, was described. The setting was Thulamela Municipality in Limpopo Province. The
study population included ten family caregivers over 21 years of age caring for MHCUs
for more than six months. The non-probability, purposive sampling method used to
sample the study population was described. The data collection method used, which
included individual face-to-face, in-depth interviews, and the measures taken to ensure

trustworthiness and ethical aspects of the study were discussed.

5.3.4 Chapter 4
Chapter 4 focused on the research results. The study sought to investigate the
challenges faced by family caregivers caring for MHCUs. The objectives of the study
were to:

e Explore challenges faced by family caregivers of MHCUs

e I|dentify the support given to family caregivers by health care professional to

assist them in caring for their MHCUs

The objectives of the study were met during data collection, which was conducted
through in-depth face-to-face interviews. All the objectives of the study were achieved.
Four themes with subthemes emerged as challenges faced by caregivers of MHCUs,
namely, non-adherence to medication, disruptive behaviour, emotional turmoil and poor
interpersonal relations. One theme and subthemes regarding the support family
caregivers received from health care professionals also emerged.

5.3.5 Chapter 5

Chapter 5 focuses on the summary, recommendations and limitations of the study and
conclusion. The recommendations regarding the alleviation of family caregivers'
challenges caring for MHCUs and the support they need from health care professionals

are described.

5.4 Themes and subthemes
The following themes and subthemes emerged as challenges faced by the caregivers of

MHCUSs and the support they received from health care professionals.
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Table 5.1: Themes and subthemes.

Themes Subthemes

* Non-adherence to medication 1.1 Poor insight into mental condition

1.2 Changes in medication.

1.3 Lack of transport to collect medication.
1.4 Inadequate supervision.

1.5 Substance use.

» Disruptive behaviour 2.1 Destruction of property
2.2 Assaulting people.

2.3 Disruption of family functioning.

* Emotional turmoil 3.1 Feeling emotionally drained and
hopeless.
* Interpersonal relations 4.1 Poor relations with family members.

4.2 Involvement in arguments and physical
fights.

* Support system 5.1 Poor support from health care
professionals.

5.2 Poor family support.

5.5 Recommendations

5.5.1 Recommendations for the nursing practice

The findings of the current study were that family caregivers were not receiving
adequate support from health care professionals, including nurses. Of all health care
professionals, nurses are the first ones the MHCUs and family caregivers will meet.
Nurses are mostly accessible to MHCUs and their family caregivers on a frequent basis,
whether in a hospital or local clinics. Therefore, based on the findings of the current
study regarding the challenges faced by family caregivers caring for MHCUs, the

following recommendations are made:
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Health care professionals should educate MHCUs and their family caregivers
about mental illness and the importance of adhering to treatment.

Health care professionals should inform MHCUs about the dangers of using
substances like dagga and alcohol as they interfere with the therapeutic actions
of treatment.

Health care professionals to effectively communicate any changes made to the
treatment regimen with the MHCUs and family caregivers to prevent non-
compliance to medication.

Nurses to advocate for MHCUs by encouraging doctors at local hospitals to refer
treatment compliant MHCUSs to local clinics to minimise non-compliance due to
lack of transport fare.

Family caregivers to be taught how to supervise MHCUs regarding taking
treatment effectively. All family members to be encouraged to be part of MHCU’s
support system.

Family caregivers to be encouraged to institute criminal cases against MHCUs
who commit criminal acts like damage to property and assault. This will deter
MHCUs from using violence to have their demands met.

Family caregivers to be encouraged to seek help from health care professionals
when their mental health is affected by the burden of caring for their MHCUSs.
When they feel depressed or emotionally drained, they must seek medical help
as soon as possible.

Health care professionals to provide emotional support to family caregivers of
MHCU through mental health awareness campaigns for family caregivers,
teaching problem-solving and coping skills. MHCUs should not be the only focus
for health care professionals during follow-up visits at hospitals and clinics as it is
essential that other family members, particularly the caregivers, be given support.
Nurses to screen family caregivers during follow up visits who need a referral to a
psychologist for counselling. A health care professional should conduct family
therapy for family caregivers and other family members to enhance cohesion and

teamwork.

64

© University of Venda



()

*. University of Venda
Creating Future Leaders
@)

e Local clinics to initiate community outreach activities regarding mental health

matters through the involvement of Community Health Workers (CHW).

5.5.2 Recommendation for nursing education
During their training, professional nurses are taught psychiatric nursing science, where
they are taught types of mental illnesses, clinical manifestations and management
thereof. However, in practice MHCUs and their family caregivers are attended to by all
nursing categories, for example, enrolled and assistant nurses. Based on the findings of
this study, the following recommendations are made:

e Staff and Assistant nurses to be trained in elementary psychiatric nursing science

where they learn the identification of the symptoms of psychosis.
e Staff and Assistant nurses to be involved in family therapy sessions to help them

understand the importance of support to family caregivers of MHCUSs.

5.5.3 Recommendation for further research

Based on the findings of the study, research on the challenges faced by family
caregivers of MHCUs can be repeated using a quantitative study involving a larger
population in the province. The findings could assist in the development of a model to

support family caregivers in caring for MHCUS.

5.6 Limitations of the study

The current study was based at Thulamela Municipality, a largely rural area. The study's
findings are based on a purposefully selected sample which does not represent the
views of all family caregivers. The findings of family caregivers in an urban area may

differ from the findings of this study.

5.7 Conclusions
The current study revealed the various challenges faced by family caregivers at

Thulamela Municipality, Limpopo province. Caring for MHCUs has challenges for family
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caregivers who are untrained in caring for MHCUs. However, as they are the support

system of the MHCUSs, they find themselves compelled to play a caring role.

In their efforts, family caregivers need the support of health care providers to enable
them to achieve their caring roles. The current study revealed the challenges family

caregivers face and how health care providers can support them.

5.8 Summary
This chapter summarised the results of the study. It described the recommendations for
the nursing practice, education and further research, the limitations of the study and

conclusions.
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ANNEXURE A: Data Collection tool (Interview guide)
The data collection tool had two sets of questions namely biographic and study’s
objectives questions.
(A) Biographic questions.
e How old are you?
e How long had you cared for your relative with mental illness?
(B) Study’s objectives questions.

e What are the challenges you face in caring for your mental ill relative?

e What kind of support do you receive from health care professionals to assist you in

caring for your mental ill relative?
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ANNEXURE B: LETTER OF INFORMATION

Title of the Study: Challenges faced by family caregivers of Mental Health Care Users
in Thulamela Municipality, Limpopo Province.

Principal Investigator/s/ researcher : M.N. Raluthaga

Supervisor : Professor N.H. Shilubane
Co-Supervisor : Dr S.A. Mulondo

A brief Introduction and Purpose of the Study: The South African government, like
most governments has adopted community-based care of mental ill people. The
responsibility of caring for Mental Health Care User (MHCU) rests with family members
including children of the MHCUs. The caregivers are not trained to provide psychiatric
care. The purpose of the study is to investigate the challenges faced by family
caregivers of MHCUs in the Thulamela Municipality, Limpopo Province, South Africa.

Outline of the Procedures: The researcher will make appointments with individual
participants in advance to set the date, time and venue for the interview. Prior to the
commencement of the interview, the researcher will explain the ethical issues regarding
their participation in the research, and then the participants choose to sign or not to sign
the consent form. The researcher will also ask the interviewees for permission to record
the interview proceedings. Once permission is granted, an audio tape will be used. The
researcher will collect data through semi-structured interview. This will give participants
an opportunity to narrate and explain the challenges they face in caring for MHCU. An
interview guide with two questions will be used for all the participants. Then probing
guestions will be asked, determined by the response from the participants. An interview
session will last for 30-45minutes. This study will focus only on family caregivers who
have been caring for MHCUs for at least 6 months.

Risks or Discomforts to the Participant: No invasive procedures will be done to the
participants.
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Benefits: MHCU may benefit when their family caregivers improve the manner in which
they provide care to them. The relapse rates of MHCU may be reduced and the
workload be reduced at local hospitals. Stable MHCUs may contribute positively to the
development of their communities. Community members will be safe from relapsed and
disruptive MHCUs.

Reason/s why the Participant May Withdraw from the Study: The participant has the
right to withdraw at any stage of the research if he/she wishes to do so. There is no
harm or threats expected in participating or withdrawing from the study.

Remuneration: No remunerations will be offered.

Costs of the Study: Participants will not be expected to pay anything towards the
study.

Confidentiality: To ensure confidentiality, the interview will take place in a quiet private
place. Your anonymity will also be safeguarded by using pseudo names throughout the

study. No information will be linked to your name.

Research-related Injury: In case of research related injury, the researcher will
withdraw the participant from the study, refer him or her to the nearest clinic, report to

my supervisors at Univen and ask for assistance. No compensation is available.

Persons to Contact in the Event of Any Problems or Queries:

Please contact the researcher MN Raluthaga at (079 3088 438) my supervisor
Professor N.H. Shilubane at (082536 7441) or the University Research Ethics
Committee Secretariat on 015 962 9058. Complaints can be reported to the Director:
Research and Innovation, Prof GE Ekosse on 015 962 8313 or Georges

Ivo.Ekosse@univen.ac.za

CONSENT
Statement of Agreement to Participate in the Research Study:
e | hereby confirm that | have been informed by the researcher, MN Raluthaga
about the nature, conduct, benefits and risks of this study - Research Ethics
Clearance Number: SHS/19/PDC/43/0811
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| have also received, read and understood the above written information

(Participant Letter of
Information) regarding the study.

e | am aware that the results of the study, including personal details regarding my
sex, age, date of birth, initials and diagnosis, will be anonymously processed into
a study report.

e In view of the requirements of research, | agree that the data collected during this
study can be processed in a computerized system by the researcher.

e | may, at any stage, without prejudice, withdraw my consent and participation in
the study.

e | have had sufficient opportunity to ask questions and (of my own free will)
declare myself prepared to participate in the study.

e | understand that significant new findings developed during the course of this

research which may relate to my participation will be made available to me.

MN Raluthaga herewith confirm that the above participant has been fully
Informed about the nature, conduct and risks of the above study.

Full Name of Researcher
......................... Date...cveevnvnnnnenn. Signature......cceevueunens

......................... Date .c.cceveevininnnnn.
Signature....ccoeveveeveennnen.

Full Name of Legal Guardian (If
applicable).....c.covviiiiiiiii Date....covvvuvnnrnnns

Signature.....cveeveevverinnnnnns
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ANNEXURE C: Approval letter from Univen UHDC

UNIVERSITY OF VENDA

OFFICE OF THE DEPUTY VICE-CHANCELLOR: ACADEMIC

TO : MR/MS : M.N RALUTHAGA
SCHOOL OF HEALTH SCIENCES
FROM: PROF. J.E CRAFFORD
DEPUTY VICE-CHANCELLOR: ACADEMIC

DATE : 22 AUGUST 2019

rati DECISIONS TAKEN BY UHDC OF 22" AUGUST 2019

Application for approval of Masters Proposal Report in Health Sciences: M.N
Raluthaga (17023734)

Topic: “Challenges Faced by Family Caregivers of Mental Health Care Users
in Thulamela Municipality, Limpopo Province.”

Supervisor UNIVEN Prof. N.H Shilubane
Co-supervisor UNIVEN Dr. S.A Mulondo

UHDC approved Masters proposal

%‘\%}W\\\v}\

PROF. J.E CRA\FFORD
DEPUTY VICE-CHANCELLOR: ACADEMIC
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ANNEXURE D: Ethical clearance certificate

RESEARCH AND INNOVATION
OFFICE OF THE DIRECTOR

NAME OF RESEARCHER/INVESTIGATOR:

Mr MN Raluthaga

Student No:
17023734

proJecT TiTLe: Challenges faced by famiiy
caregivers of mental health care
users in Thulamela Municipality,
Limpopo Province.

PROJECTNO: SHS/19/PDC/43/0811

SUPERVISORS/ CO-RES EARCHERS/ CO-INVESTIGATORS

) NAME INSTITUTION & DEPARTMENT ROLE
Prof MH Shilubane University of Venda 5
Dr SA Mulondo University of Venda vis
M MN Raluthagao University of Venda Inveshaﬁior Siudent
ISSUED BY:

UNIVERSITY OF VENDA, RESEARCH ETHICS COMMITTEE

Date Considered: November 2019 ]
Decision by Ethical Clearance Committee Granted
Signature of Chulrperson of the Commrﬂee

o

DR
APCH AN
Univarsity of Venda RESEARC
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ANNEXURE E: Application to conduct study to the Limpopo Department of Health

P.O. BOX 649
Lwamondo
0985

31 January 2020

Head of Department

Limpopo Department of Health
Private Bag X 9302
Polokwane

0700

Dear Sir/ Madam
Application for permission to conduct research.

| am currently studying towards Masters in Nursing (M cur) Degree at the University of
Venda. The title of my research is “ Challenges faced by family caregivers of Mental
Health Care Users (MHCUs) in Thulamela Municipality, Limpopo Province” The
purpose of this study is to explore the challenges faced by family caregivers caring for
MHCUs.

| hereby request your permission to access Limpopo Department of Health’s facilities for
making appointments with family caregivers and to access MHCU’s records to obtain
family caregivers’ contact numbers. Data collection with family caregivers will be done
at their homes.

| will be grateful if the permission is granted.

Yours faithfully
Raluthaga MN (Mr.)
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ANNEXURE F: Permission letter from Limpopo Department of Health

LIMPOPO

PROVINCIAL GOVERNMENT
REPUBLIC OF SOUTH AFRICA

Ref : LP —2019-12- 004
Enquires : Ms PF Mahlokwane
Tel : 015-293 6028

Email : Kurhula,Hlomane@dhsd.Iimgogo.gov.za

Mr MN Raluthaga

PERMISSION TO CONDUCT RESEARCH IN DEPARTMENTAL FACILITIES
- = n=ouARLUN IN DEPARTMENTAL FACILITIES

Your Study Topic as indicated below;

Challenges faced by family caregivers of mental health care users in Thulamela Municipality,
Limpopo province.

1. Permission to conduct research study as per your research proposal is hereby Granted.
2. Kindly note the following:

a. Present this letter of permission to the institution supervisor/s a week before the

study is conducted.

b. In the course of your study, there should be no action that disrupts the routine

services, or incur any cost on the Department.

C. After completion of study, it is mandatory that the findings should be submitted to the

Department to serve as a resource.

d. The researcher should be prepared to assist in the interpretation and implementation
of the study recommendation where possible,
The approval is only valid for a 1-year period.
If the proposal has been amended, a new approval should be sought from the
Department of Health
g. Kindly note that, the Department can withdraw the approval at any time.

k3

oo

Your cooperation will be highly appreciated

o \ca_ \ Do
Date

) Private Bag X9302 Polokwane

Fidel Castro Ruz House, 18 College Street. Polokwane 0700. Tel: 015 293 6000/12. Fax: 015 293 6211.
e ttp/www.limpopo.gov.za
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ANNEXURE G: Application letter to Vhembe District Municipality
P.O. BOX 649
Lwamondo
0985
06 March 2020

The District Health Manager
Vhembe District Municipality
Private Bag X 5009
THOHOYANDOU

0950

Dear Sir

Application for permission to conduct research.

| am currently studying towards Masters in Nursing (M cur) Degree at the University of
Venda. The title of my research is ” Challenges faced by family caregivers of Mental
Health Care Users (MHCUs) in Thulamela Municipality, Limpopo Province” The
purpose of this study is to explore the challenges faced by family caregivers caring for
MHCUs.

| hereby request your permission to access Tshilidzini Hospital to make appointments
with family caregivers and to access MHCU’s records to obtain family caregivers’
contact numbers. Data collection with family caregivers will be done at their homes.

| will be grateful if the permission is granted.

Yours faithfully
Raluthaga MN (Mr.)
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ANNEXURE H: Permission letter from Vhembe District Municipality

The heartiand of Southe Fin AFriC

LIMPOPO

PROVINCIAL GOVERNMENT

REPUBLIC OF SOUTH AFRICA

DEPARTMENT OFHEALTH
VREWMBE DISTRICT

Ref: 55/6
Eng: Muvari MME

Date: ..&F 203 ‘*’LC)AO

Dear Sir/Madam. . J2ALUTHAGA TN

Permission to conduct a research on the

1. The above matter refers.

2. Your ietter received on the. &7 Qg.f.fggf?@....requesting for permission
to conduct a research is hereby acknowledged.

3. The District has no objection to your request.

L
4. Permission is therefore granted for the study to be conducted within
Vhembe District. You are expected to submit the results to the District.
5. You are however advised to make the necessary arrangements with the
facilities concerned.

L3

Wishing you succegh in your endeavors.

FIHE DIRECTOR: DISTRICT HEALTH

Private Bag X500% THOHOYANDOU 0950
QLD parliamentrry Building Tel (015) 962 1000 (Health) (015) 962 4958 (Social Dev) Fax (015) 962 2274/4623
Old Parlicmentary Building Tel: (015) 952 1828, (015) 962 1852, (015) 962 1754, (015) 962 1001/2/3/4/5/6 Fax (015) 962
2273, (015) 962 227

development is about peoplel
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ANNEXURE I: Application letter to Tshilidzini Hospital

P.O. BOX 649
Lwamondo
0985

13 March 2020

Chief Executive Officer
Tshilidzini Hospital
Private Bag X 924
SHAYANDIMA

0945

Dear Madam
Application for permission to conduct research.

| am currently studying towards Masters in Nursing (M cur) Degree at the University of
Venda. The title of my research is “ Challenges faced by family caregivers of Mental
Health Care Users (MHCUs) in Thulamela Municipality, Limpopo Province” The
purpose of this study is to explore the challenges faced by family caregivers caring for
MHCUs.

| hereby request your permission to access your institution to make appointments with
family caregivers and to access MHCU'’s records to obtain family caregivers’ contact
numbers. Data collection with family caregivers will be done at their homes.

| will be grateful if the permission is granted.

Yours faithfully
Raluthaga MN (Mr.)
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ilidzini Hospital
NNEXURE J: Permission letter from Tshilidzini Hosp
A :

i
[
|
L)
TSHILIDZINT HOSPITAT ETHYECS COMDIIT i
Memorandum of waﬁemtmﬂwg
7~ i . (;
Raluheage
Tshilidzin Hospital Ethies Cormmittes with AU S mesting resolved o
sigin a Memosandum of Uﬁder&;imding after the twg al eed on the following
information; e e ——
o e
- L., Reasogs for making a researel at Tshilidzini hospital
lv&';) (\E\’\&\\&V“‘&H‘QSQ%"U\ S xS
= WA e e
\ <

...................... R M
2. What wil} be

the benef
fecs mmeadaien

» 5 o mhard ........................... RN
-0 \mal\wstw’iﬁ”m\éa
— !@’) Ve e s o
{ 6. We do not anticipate any information to be divulged tp a3 types of media withoy;
the knowiedge of the Ethj

s Committee and Hospital Boarg,

nderstanding should pe signed by both parties.
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ANNEXURE K: Application letter to the tribal authority

P.O. BOX 649
Lwamondo
0985

24 March 2020

Tshivhase Traditional Authority
P.O. Box 1093

VHUFULI

0971

Dear Sir

Application for permission to conduct research.

| am currently studying towards Masters in Nursing (M cur) Degree at the University of
Venda. The title of my research is ” Challenges faced by family caregivers of Mental
Health Care Users (MHCUs) in Thulamela Municipality, Limpopo Province” The
purpose of this study is to find out the challenges faced by family relatives of mentally ill
people.

| hereby request your permission to visit families of relatives of mentally ill people in
your villages. Appointments will be done with the relatives themselves and interviews
with relatives will be done at their homes.

| will be grateful if the permission is granted.

Yours faithfully
Raluthaga MN (Mr.)
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ANNEXURE L: Permission from Tribal Authority

TSHIVHASE TRADITIONAL COUNCIL

- CONTACT DETAILS
Ing - Singo A Postal Address: P, 0. Box 1093, VHUFULL, 0971
Cell : 083 3742 037 Email Address ; asingo95@gmail.com
Cell : 076 044 2247 : asingo@webmail.co.za

TO WHOM IT MAY CONCERN.

PERMISSION TO CONDUCT RESEARCH AT YOUR AREA OF JURISDICTION
BY RALUTHAGA M.N OF MAUNGANI! VILLAGE,

The above matter refers.

Tshivhase Troditional Council is hereby granting permission to Mr Raluthoga
M.N te conduct research at your area of jurisdiction.

Kindly receive this information for your further attention.

Your cooperation will be highly appreciated“ggp@
RUNMAZSS

Yours faithfully

/| . ~BO%
i e A
. P ; _ \STR
Singo Azwindini \.!HE}_{‘?E—D——

Senior Admin Officer of Tshivhase Traditional Council

o

Vho-Executive Council: Thovhele Vho-M.P K Tshivhase; Khosi Vha-iywy Mphigalale; Khosi Vho-Budeli M.S, Khosi Vho-Tsatsawane M.D; Vho-NF Manari; Khosi Vho-
Shvhani N.T, Vho-AD Tshivhase, Vho-JG Tshifulare
Motto: “People’s kingdom on the move” Vhathy ndi mapfura vha a doliwa
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ANNEXURE M: Interview transcript

Participant 1

Key : R — Researcher
P- Participant

R : Good day, how are you?

P . lamfine and how are you?

R : lamfine.

R. : What are the challenges you face caring for your uncle who is a

mentally ill person?

P : Heisaproblem. He is troublesome.

R : What do you mean when you say he is problem and troublesome?
P . He destroys property.

R : According to you, what make him destroy property?

P. : Ildon’t know exactly the cause, but most of the time he is angry. He

does not sleep at night, he is verbally aggressive. He assaulted my
mother, bit her leg and hit my child with hammer. He carries knives
and machete around and threatening people. Even his uncle, who
used to calm him down, now is scared of him as he also assaulted
him. We opened a case against him, but we withdraw it because he is

our family member.

R : Hmm, does he take his treatment?
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(Sigh) No, the problem is that he does not think that he needs the
medication. He thinks is not mentally ill. We always force him to take
the tablets by threatening to have his disability grant terminated. He
does not like medication. He needs to be taught about his mental

illness.

How do you feel about him not taking medication? You seem tired about
his behaviour.

| am very tired of my uncle. | am scared to remind him to take his
medication because he gets angry and become verbally aggressive. He
swears at me, saying why | treat him like a child. So | let him keep his
medication. | am sure he does not take it the way they told us at the
hospital. His behaviour has changed.

Does he say what makes him to stop taking treatment?

He does not tell us, he does not want us near him. He spends his grant
money with loose girls. He does not contribute to the wellbeing of the
family.

So he does not buy food for the family?

He does not contribute, he buys food for himself, locks himself in the
house and cooks for himself but when he relapses he buys sex from
those loose girls.

But does he ask for food from you as family?

No, he does not eat at home, he roams around.

Does this occur every month when he gets paid disability grant?
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Yes. Itis a daily story. | am tired of him.

Does he go for check up at the hospital?

Yes only when | force him to go.

So you have to force him to go for his check?

Yes

Yes, it is the same story every month, no money for transport to
hospital. When | do not accompany him, he does not go to fetch
treatment on his own. So | have to pay for both of us, so that he can
get his treatment and | cannot do this every month. In fact, he is not
serious about his health.
How do you feel about his behaviour?
We feel scared because he walks around threatening to damage
neighbour’s care and saying he will kill someone, he will be arrested for
murder.

What is that made to make such a threat?

To tell you the truth, | do not know what had happened. But such
behaviour is common when he is relapsing. He talks things which we do
not understand, call people’s name and make accusations. My uncle is
a problem
: Hmm, so you feel scared?

. Yes, very scared.

. Regarding medication, does he take them regularly?

© University of Venda
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| hear you. So his compliance is poor?

Yes, not good at all. He selects tablets; he will tell you that he will not
take this or that tablet because it makes him feel weak. He knows his
tablets very well. He knows what each tablet does to him. He chooses
what he thinks is good for him. The ones he does not like he throws
them away.

So he is selecting and throwing other tablets away?

Yes, he knows them very well

How do you feel about him choosing which tablet to drink and throwing

others?

| personally, | feel depressed but there is nothing | can do, | am scared

of him.
Okay. Does he use any substances like alcohol or dagga?

No, he does not drink nor smoke. He is a church goer when he is

stable. But once he relapses, he changes and becomes another person.

How is your relationship with him when he is stable? | mean when he

has not relapsed.

When he is stable his behaviour is okay but once he relapses, he is
verbally aggressive and threatening us.

So you are saying once he relapses he is verbally aggressive and that

makes you live with fear that he will hurt you?

Yes, he threatens to assault us with a machete. We always scared

because there is nowhere we can escape to. We have difficult times
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caring for him.
R : Soin other words you live with fear because of his behaviour?

P : Yes, thatis why we feel relieved when he is admitted at the hospital
because we don’t know what we can do with him. Once we hear him
swearing whenever he comes home, we lock ourselves in the room
because we know that he is angry. He comes home and bangs
windows, shouting at everyone for no apparent reason. We are scared
even to watch television. When we call the police they don’t come to
help us to take him to hospital, they say we must take him there
ourselves. We cannot handle him because he had weapons like

knife and machete with him. He is also strong.
R : Hmmm.

P : We would be safe if he can be admitted at any hospital at least for a
year. We would be very much relieved. We love him, but our lives are
in danger. He is our uncle, we cannot disown him, but he makes our
lives difficult. | wish | knew what to do or where | can take him to. We
always live in fear; we do not know what will happen next. You cannot

predict his behaviour.

R : Who are other family members who assist you to take care of your
uncle?

P : We used to rely on our uncle, who used to calm him down. But since he
assaulted him, he is reluctant to help us. His aunt also does not want to
get involve any more. He accused her of killing her husband. We have no

one to assist us when he becomes aggressive.

R : Hmm, itis tough. What about your mother, why does she not

intervene?

101

© University of Venda



()

o
- A
University of Venda

My mother works in Johannesburg, she comes home every second
month. So we have no one around here to help us. Even our neighbours
do not want to get involve anymore. He makes threats to people for no
reason. People do not like him because he carries a knife. People are
scared of him, the other day he disrupted a neighbour’s funeral.

What happened there?

He went there singing. When they tried to call him to order, he did not
listen. He roamed around the cars parked on the along the road
making hand gestures. At least he did not damage the cars, but his

behaviour was annoying.
That was not good at all. Then what happened?

We were so embarrassed. My mother later went to our neighbour to
apologize, at least they understood because they know that he is on

tablets.

What support did you can get from health care professionals to assist

you care for your mental health care user?

We told the home-based care workers about our uncle’s behaviour of
threatening us with machete. They told the social workers about it,
social workers came to talk with to him. He convinced them that he will
change and they believed him, but they did not make follow up on
whether he changed or not. So they didn’t assist us. It just ended up
like that. We did not know where else can we go to get help.

Why did you not make follow with the social workers to find out how far

are they with your uncle’s matter?

Firstly, one thing which made me specifically not to make follow up is
that | knew they would resolve it because it was not for the first time we

told them about it. The last time we told them they said there is nothing
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they can do as my uncle did no hurt anyone that time. Secondly, the
way the asked my uncle about his behaviour did not bode well with me.
They mentioned me as if | am the only one in the family who is worried
about his behaviour. Instead of saying the family says, they said she
says you are not taking your medication.

Tell me more about that?

: From there my relationship with my uncle become strained worse. He
says | think | am clever. He says who am | to report him to social workers.
He says if | was clever | was supposed to have my own stand, own

husband and children of the same father.

Okay, | hear you. Did you tell the nurses or doctors about the challenges

you have with your uncle when you went for check visit?

| did but the nurses said | must tell the doctors. His doctor said
unfortunately at Hayani Hospital there is no vacancy, so we have to make
sure he drinks his tablets at all times. He advised that should he relapse

and we need to bring him to hospital, we must call the police to assist us.
Do you think health care professionals gave you support?

: No because our problem remains. My uncle does not drink all his
medication, we are still living in fear. Our problem would have been
resolved if they admitted him for at least a year. For that period of time we
would rest a bit.

. In summary, your uncle is verbally aggressive towards you as family

He does not drink all his medication, he selects some tablets and throws
others away. So you consulted the social workers, and you did not get
any assistance as your uncle convinced them that there is nothing wrong
with his behaviour. Nurses and doctors did not provide any support to

you and your family regarding your uncle.
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Yes.
Do you want to add something, or something you feel | left out?
You said everything | said.
Thank you very much for your time

Thank you
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Annexure N: Declaration of Professional Editing

Marion Pfeiffer

11 Heron Way

Eastford Glen

Knysna 6571

Tel: 083 590 6762
imarion100@gmail.com

24 February 2021

DECLARATION OF PROFESSIONAL EDIT

CHALLENGES FACED BY FAMILY CAREGIVERS OF MENTAL HEALTH CARE
USERS IN THULAMELA MUNICIPALITY, LIMPOPO PROVINCE

| declare that | have edited and proofread this document. My involvement was restricted
to language usage and spelling, completeness and consistency, referencing style and
formatting of headings, captions and Tables of Contents. | did no structural re-writing of
the content.

Sincerely,
l! b[ﬂ) ‘(’(Zvﬂ’( -~
Marion Pfeiffer
Freelance Copy-editor and Proofreader

Intermediate Member, CIEP UK
Full member, Professional Editors Group and SAFREA

Professional
9

EDITORS

Group
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