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ABSTRACT

Introduction: The prevalence of mental illness is rising in all regions of the world. There is
an increased need for family caregiving in South Africa due to deinstitutionalization that leads
to a reduction of in-patient psychiatric beds. This means a shift of responsibility from clinicians
to families, who may not have the knowledge and psychological skills to undertake this role.
The lack of family support programs in the community compromises the well-being of family
members. It is in this context that this study seeks to develop a psychoeducational program
to support family members caring for mental health care users in the Vhembe district of
Limpopo province in South Africa.

Aim: The overall aim of this study was to develop a psychoeducational program to support
family members caring for mental health care users.

Objectives: The first objective was to explore and describe the needs of family members
caring for MHCUs, the second objective was to develop a psychoeducational program, and
the third objective was to refine and validate the program to support family members caring
for MHCUs in Vhembe district, Limpopo province, South Africa.

Research design: This study used a multi method design to develop a psychoeducational
program to support family members caring for mental health care users in the Vhembe District
of Limpopo Province.

Methods: The study was done in the eight healthcare centers of the Vhembe district in
Limpopo province. The study followed a pragmatist approach in three phases. Phase 1: A
qualitative, explorative, descriptive, and contextual approach was used to explore the
psychosocial support needs of family members, using one-to-one semi-structured interviews.
Braun and Clark’s thematic data analysis was employed to analyze qualitative data. Phase
2: A one-day nominal group technique workshop with stakeholders with experience of
working with mental health care users and their family members was conducted to develop
a psychoeducational program which was guided by the results of phase 1. Thematic data
analysis was used to analyze qualitative data and identify themes. Statistical analyses
(computing averages) was used to analyze quantitative data. Phase 3: An e-Delphi technique
was adopted to refine the psychoeducational program. A questionnaire was developed to
gather data from a purposively selected panel of experts in mental health. Consensus was
obtained using a Likert scale to evaluate and refine the draft program based on expert
panelists’ recommendations in each e-Delphi round.

Findings: The findings indicated that family members caring for the MHCUs had many
healthcare needs namely, physical, psychological, social, educational and information,
financial and spiritual needs. They also indicated their expectations from the healthcare
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system.

Conclusion: The findings of the study could assist healthcare providers in addressing the
healthcare needs of family members caring for mental healthcare users in order to reduce
the burden of care placed on them. The refined psychoeducational program could make a
valuable contribution to the well-being of family members and improve their quality of life.
The health care providers may incorporate interventions for families in the management
protocol. It is recommended that quantitative research be done to determine the healthcare

needs of family members caring for MHCUs in bigger populations.

Keywords: caring, community health center, family member, mental health care user,

mental iliness, psychoeducation program.
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CHAPTER1
ORIENTATION TO THE STUDY

1.1 INTRODUCTION

There is an increased need for family care giving in South Africa due to global
deinstitutionalization, the discharge of persons with mental iliness from psychiatric hospitals
to community settings (Parker 2014:76). This means a shift in responsibility from healthcare
professionals to families, who may not be psychologically prepared to undertake this role
owing to lack of knowledge and skills to manage the mental health care users (MHCUs). Most
of the MHCUs in South Africa reside in rural areas and the majority live with their family
members (Mokwena, Madiba & Mokoena-Molepo 2014:374). Despite numerous challenges
experienced by family caregivers, there are also advantages for example, family caregiving
brings the family together, helps the family to accept the condition of mental illness, and creates
love and respect for MHCUs (Seloilwe 2006:246; Modise, Mokgaola & Sehularo 2021:4).
Caregiving by family members is perceived to be more a more rewarding experience that
fosters meaning, resilience and it leads to personal growth (Phillips, Durkin, Engward,
Cable & Lancu 2022:17). Fewer relapses, reduced number of admissions and earlier
detection of warning sign of recurrence of mental disorders were reported by Ong,
Fernadez and Lim (2021:214). African families are traditionally entrusted to take care of
members with mental illness. Family members accept the caring of MHCUs as their obligation
or moral duty, despite the challenges related to caregiving. When feeling that they have no
choice, the caregiving becomes an emotional burden (Mokwena & Ngoveni 2020:5). For
example, a study in Dar es Salaam, Tanzania found that families suffered from the burden of
care which negatively affected their physical and mental wellbeing (Iseselo, Kajula & Yahya-
Malima 2016:11).

Mental health is defined as a state of well-being in which individuals realise their own abilities,
can cope with the normal stresses of life, can work productively and fruitfully, and are able to
contribute to their communities (WHO 2022:8). Mental iliness refers to all the diagnosable
mental disorders which are characterised by abnormalities in thinking, feelings or behaviours.

Mental iliness is closely related to vulnerability, in its causes and in its effects (WHO 2022:8).

In 2012, the World Health Organization (WHO) outlined the main vulnerabilities and risk
factors related to mental illness that should be considered when developing and implementing
appropriate health and social policies or strategies (WHO 2012:1). In 2017, the WHO reported

that globally, 14% of the burden of disease is attributed to mental iliness, which includes a



broad spectrum from common mental ilinesses, like anxiety and substance abuse, to severe
illness like psychosis (WHO 2017:5). In 2019, 301 million people globally were living with
anxiety disorders; and 280 million were living with depressive disorders (WHO 2022:40). The
prevalence of these common mental disorders is increasing, particularly in low- and middle-
income countries where mental illness is underreported due to the stigma (Liu, He, Yang,
Feng, Zhao & Lyu 2020135; WHO 2022:44).

In many countries, such as China and India, the burden of mental illness contributes to
premature mortality, high morbidity and loss of economic productivity (Charlson, Baxter,
Cheng, Shidaye & Whiteford 2016:378). Mental, neurological and substance use disorders
take a high toll on health outcomes, particularly in low- and middle-income countries, and there
is an increasing global suicide rate among individuals with physical and mental conditions
(Baumann 2018:1425). In 2002, mental disorders accounted for 5% of the total burden of
disease and 19% of all disability in Africa (Amuyunzu-Myamongo 2013:59). Consequently,
mental illness is a major cause of morbidity and a burden to the patients, their families and
society. In addition, the high prevalence of communicable diseases, including tuberculosis and
HIV/AIDS, is closely associated with mental illness. Social stigma has meant that in much of
Africa, mental illness is a hidden issue equated to a silent epidemic. In many African countries
the social environment does not nurture good mental health due to war and major disasters
(Amuyunzu-Nyamongo 2013:59). In 2013, psychiatric disorders were ranked third in their
contribution to the overall burden of disease in South Africa, after HIV and AIDS and other
infectious diseases (Department of Health [DOH] 2013). With the exception of sub-Saharan
Africa, neuropsychiatric disorders are the leading contributor to years lived with disability in all
regions of the world. Unipolar depression is a major contributor to disease burden in high-
middle- and low-income countries and is expected to become a leading cause of disease
burden globally by 2030 (Baumann 2015:13). Mental health problems appear to be increasing
in importance in Africa. Between 2000 and 2015 the continent’s population grew by 49%, yet
the number of years lost to disability as a result of mental and substance use disorders
increased by 52%. In 2015, 17-9 million years were lost to disability as a consequence of
mental health problems. Such disorders were almost as important a cause of years lost to
disability as were infectious and parasitic diseases, which accounted for 18-5 million years lost
to disability (WHO 2016:1)

In Vhembe district, Limpopo Province, the mental health caseload increased to 21% in 2013
(Health Systems Trust 2015:21). Mental health caseload refers to all youth with an identified
mental health disorder, including those who have a psychiatric disorder, including but not

limited to psychoses, schizophrenia, bipolar with psychotic features, depression with psychotic
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features, severe post-traumatic stress disorder, schizoaffective disorders and those who,

consistent with reasonable professional judgment require psychiatric or psychological care.

A study on the burden of untreated mental disorders in KwaZulu-Natal in 2014 found a
treatment gap of approximately 80% for those in need of acute mental healthcare services
(Burns 2014:9). South Africa has a supportive legislative and policy environment, but meeting
the goals of the South African mental health policy and commitments, remains a challenge.
There are inefficiencies in the system for the delivery of critical mental health services within
an integrated primary care model. A lack of community structures for MHCUs left families
without any option but to mend the shortage of services and provide care for family members
(Docrat, Besada, Cleary, Daviaud & Lund 2019:718; Petersen & Lund 2011:751). This
background motivated the researcher to develop a psychoeducational program to support the
families caring for MHCUSs in a rural community in South Africa.

1.2 BACKGROUND AND RATIONALE FOR THE STUDY

This section discusses the background and rationale for the study according to mental health
system legislation and policy; the role of the family caring for a family member with mental
illness; families’ experiences of care-giving burden, responses of families towards MHCUs,
and family psychoeducational interventions. The different aspects are discussed with

reference to the literature reviewed.

1.2.1 Mental health system legislation and policy

Global deinstitutionalization led to a reduction in in-patient psychiatric care and beds. The aim
of deinstitutionalization was to change the focus of care from the hospital to the community,
shifting long-term caregiving responsibility from the mental healthcare professionals to the
family members (Anokye 2018:323; Middleton 2020:16). In-patient care has been the main
form of care during the institutional era, comprising 86% of the cost of mental health care,
which reflects a historical legacy focused on curative in-patient care. To increase accessibility
to healthcare for MHCUs, the Mental Health Care Act, 17 of 2002 designated some regional
and district public hospitals in South Africa to admit MHCUs for 72-hour assessment and
observations (South Africa 2002:19).

Legislation prior to 2002 reinforced the alienation, stigmatization and disempowerment of
MHCUs in South Africa. In line with international developments in mental health legislation,
the Government promulgated the Mental Health Care Act, 17 of 2002. The Act makes
provision for users’ human rights; decentralization and integration of mental health care at

primary, secondary and tertiary levels of care, and a focus on care, treatment and
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rehabilitation. However, various challenges at community and regional hospitals, such as lack
of infrastructure, inadequate skills and poor support and training of healthcare providers,
undermine successful implementation (Burns 2008:46). Some progress in decentralization of
mental health services in South Africa has been made, but insufficient resources resulted in a

“revolving door” phenomenon, namely readmissions (Petersen & Lund 2011:751).

In line with the values and principles of the Alma Ata Declaration, 1978, on primary health care
(PHC), mental health is an integral element of health and improved mental health is
fundamental to achieving the South African government’s goal of a “long and healthy life for
all South Africans” (Naledi, Barron & Schneider 2011:23). The primary healthcare re-
engineering strategy aims to strengthen the delivery of PHC services as the backbone of
health service delivery in the context of the National Health Insurance system (Naledi et al
2011:18). It repositions a curative, individually oriented system towards a proactive, integrated
and population-based approach to service delivery, based on municipal ward-based primary
healthcare outreach teams. In rural areas, these teams walk to the villages to do home visits.
The Department of Health’s National Mental Health Policy Framework and Strategic Plan
2013-2020 was an important milestone in the ongoing efforts to transform mental health in
South Africa. The policy framework is in line with the broader health sector transformation,
including the re-engineering of the PHC system. Limited resources contribute to inability to
make follow-up services for MHCUs and conduct home visits. Community health workers are
often used to do home visits due to shortages of health care professionals but their
effectiveness in the mental health field has not been established (Middleton 2020:255).
Similarly, during an informal meeting in April 2020, home-based workers told the researcher
that they only referred MHCUs who had relapsed or were neglected to the primary healthcare

nurses and social workers stationed at the community health centres.

1.2.2 Role of the family caring for a family member with mental iliness

Family caregivers of MHCUs are their main source of emotional and physical support, and
usually have to bear the financial costs associated with mental health treatment and care. In
2014, over four million families in the United States of America (USA) lived with MHCUs
(Kneisl & Trigoboff 2013:633). In South Africa, over 70% of out-patients live with their families.
Families taking care of a family member with a mental disorder perceive caregiving as their
duty about which they have no choice. This is also associated with the cultural practice of
taking care of each other prompted by emotional bonds between family members (Middleton
2020:86).



Long-term caregiving leads to significant stress, which is referred to as family burden or
caregiving burden. Ayalew, Workicho, Tesfaye, Hailesilasie and Abera (2019:10) describe
family burden as any undesirable or negative consequences experienced by caregivers as a
result of taking care of a family member suffering from mental iliness. It can be either objective
burden, such as family disruption, financial crisis, limitations on activities of daily living and
social interactions, or subjective burden, which is a perceived feeling of being overwhelmed

by daily care provision (Ayalew et al 2019:10).

Family members monitor adherence to medication and follow-up appointments. The family
plays a crucial role by making sure that the medication is taken every day which is a difficult
task as some MHCUs are reluctant to be supervised. In addition, they also observe and report
the side effects of the medication to healthcare professionals. Families take the caregiver role
in provision of the basic care, such as ensuring hygiene and nutrition for the MHCU (Chadda
2014:221).

A study in the North-West Province of South Africa found that families designed their own
strategies to calm or contain MHCUs who appeared to be physically or verbally aggressive
(Mokgothu, du Plessis & Koen 2015:7). The families coped by using kind words to persuade
the MHCU talk politely and respectfully or asked their next-door neighbours, friends or pastors
to pray for them. If they suspected that the MHCU had omitted a dose of medication, they
would give it immediately. They tried to protect the family member from any form of abuse to
which they were vulnerable and ensured safety and security at all costs, including providing
shelter. The MHCUs were also protected from negative outside influences. As an African
cultural practice, families often consulted traditional healers (sangomas) and faith healers,
who might prescribe rituals to be performed, which were costly, but the families felt obliged to
conduct them. If there was no improvement in the mental condition, western medical doctors

were consulted (Mokgothu et al 2015:7).

1.2.3 Families’ experience of the caregiving burden

Caring for an MHCU can have significant physical, emotional and social impacts on the
family’s well-being (Hercelinskyj & Alexander 2022:438). A study in India assessed the impact
of mental iliness based on the form of burden, caregiving experience, and psychiatric or
psychological morbidity (Avasthi 2010:113). Studies differentiate between the objective and
subjective burden with regard to the impact of mental iliness. The objective burden refers to
the observable, tangible cost (eg time and finances) caused by the MHCUS’ iliness to the
caregiver, while the subjective burden refers to the personal perception and personal

evaluation of the extent of caregiving burden (Flyckt, Fatouros-Bergman, & Koernig



2015:684). Kneisl and Trigoboff (2014:633) define family burden as the difficulties and
responsibilities of a family who assume a caretaking function for an MHCU, and contend that
caregiving for MHCUs is a stressful, time-consuming, and lifelong task which is largely
underappreciated and stigmatized.

In a study in Letaba, Limpopo Province, most of the participating families reported inadequate
informational support, lack of knowledge and skills needed to help the family member and
failing to understand the illness and behaviour displayed by the MHCU (Banyini 2012:78). A
study among families in rural communities of Limpopo Province found that family members
indicated that it was difficult to care for a family member with mental illness (Mabunda,
Mangena-Netshikweta, Lebese & Olaniyi 2022:6). The caregivers were over-burdened and
socially isolated, and experienced feelings of hopelessness, financial and emotional strain and
a lack of professional, social and community support (Mabunda et al 2022:6). Family burdens
reported most often included financial strain, exposure to violence, reduction in the physical
and mental health of family caregivers, concern about the future, and the impact of stigma.
Families sometimes experienced the mental health system as a stressor and felt
overwhelmed, accompanied by an inability to cope with the MHCU (Monyaluoe, Mvandaba,
du Plessis & Koen 2014:134; Ayalew et al 2019:14).

In Tehran, Iran, Von Kardorff, Soltaninejad, Kamali and Shahrbabaki (2016:248) found that
family members caring for MHCUs with schizophrenia and affective disorders experienced
uncertainty and ambivalence due to the unpredictable nature of mental iliness. The caregivers
experienced emotional, financial and physical burdens, stigma and blame, restrictions and
disruptions in routines, dissatisfaction with their families, relatives and friends, troubles with
patients’ adherence to medication, and problems with health services and governmental
support. Von Kardorff et al (2015:254) recommended that the authorities should provide
adequate financial, educational, and psychosocial support for caregivers of patients with
mental illnesses. A study in Brazil examined the emotional and family burden in relatives of
patients in first-episode psychosis and found that the majority of the participants experienced
severe caregiving burden (Zanetti, de Souza, de Souza Tressoldi, de Azevedo-Marques et al
2018:394). In Pakistan, Siddiqui and Khalid (2019:1332) found that over time, caregiving for
family members with serious mental illness compromised the well-being of the caregivers. The
caregivers in rural areas were found to be at risk due to lack of community resources to engage
in problem-solving skills. A study in China found that family caregivers received little social
support (Leng, Nicholas, Nicholas & Wang 2019:23).



In Ghana, Kretchy, Osafo, Agyemang, Appiah and Nonvignon (2018:293) found that
caregivers experienced a heavy psychological burden and a lack of support from mental health
care systems and reported poor adherence among outpatients with schizophrenia. In iLembe
district, Kwazulu-Natal, Nxumalo and Mchunu (2017:206) found that family members
experienced stigma from the community in the form of isolation, blame and exploitation. The
community blamed the family members because they were perceived as the cause of the
mental illness and not taking good care of the MHCU. A study in Vhembe District of Limpopo
Province found that family members experienced burnout associated with caregiving to
MHCUs. Families wished their loved ones to remain in long-term institutions for the rest of
their life (Matambela, 2019:13). In Vhembe district, Nemathaga (2018:55) found that families
experienced psychological and social burdens, financial problems, fear, isolation, and

disrupted family life.

1.2.4 Families’ response to mental health care users

Families respond in different ways to the MHCUs. They search for relief from symptoms and
treatment options, they struggle to accept the reality, and to support and advocate for the
MHCU and attempt to find equilibrium (Engelman 2020:iv). A strong relationship was found
between elevated expressed emotions and relapses in patients during the first episode of
psychotic symptoms. Families with elevated expressed emotions presented with higher scores
of family burden (Zanetti et al 2018:394). The findings concurred with Wang, Chen and Yang’s
(2017:1508) findings that the emotional expression of primary caregivers was a predictor of
rehospitalisation rates in patients with schizophrenia and the primary caregivers experienced
an obvious burden of care. Families with low expressed emotions believe that the illness is
caused by external forces, such as witchcraft, which are beyond the MHCU'’s control therefore
the MHCU is not expected to behave normally. In these families, the MHCU is allowed to make
decisions but is held accountable for those decisions. This provides room for personal
management and growth. The caregivers with low expressed emotion had a low score in

burden of care compared to those with high expressed emotions (Wang et al 2017:1508).

1.2.5 Family psychoeducation
This section describes family psychoeducational interventions, the benefits, and challenges of

family psychoeducation.

Family psychoeducation is defined as an intervention with systematic, structured, and didactic
knowledge transfer for an illness and its treatment, integrating emotional and motivational
aspects to enable families to cope with iliness to improve treatment, adherence and efficacy

(Ekhtiari, Rezapour, Aupperle, & Paulus 2017:239-264). Family psychoeducation aims to



provide psychosocial support, information and education to families aimed at building capacity
of carers to improve their caring skills. Psychoeducation is delivered via individual or group
programs and involves mental health clinicians providing information to family caregivers and
patients (Sin, Gillard, Spain, Cornelius, Chen & Henderson 2017:13).

The goals of psychoeducation include improving communication within the family, teaching
the family to recognize early warning signs and symptoms of relapse and how to respond to
these warning signs, and education regarding medication adherence. The content of
psychoeducation includes communication and problem-solving skills training, lifestyle and
stress management, and the importance of family involvement as primary care providers (Tsui
& Tsang 2017:76; Motlova, Balon, Beresin, Brenner, Coverdale, Guerrero, Louie & Roberts
2017:449). Psychoeducation may be done with one family, referred to as single-family
psychoeducation, or in multiple family groups. It may vary in length and number of sessions,
and settings can be different, including clinics, hospitals, or family homes. Psychoeducation
programs may vary in how much they emphasize behavioural, cognitive, informational,
clinical, rehabilitative, and family theory and techniques, problem solving, communication and

consultative therapeutic aspects (McFarlane 2016:462).

For nurses to address the needs of families effectively, nurses must learn to hear the voices
of the families with whom they work, try to understand the experiences and meaning that
chronic illness has for the individual family (Hercelinskyj & Alexander 2022:441). While
different mental health care professionals can be the initiators or facilitators of family
psychoeducation programs, nurses are in a unique position to provide support to the family.
They are the majority in the provision of primary health care (PHC) services and often the first
point of contact. At the same time, it is a problem to expect PHC nurses in rural communities
to conduct family psychoeducation if they struggle with time constraints and limited resources.
The shortage of staff has been found to be a disadvantage of referral of MHCUs from mental

hospital service to PHC clinics in Gauteng province (Hattingh & Joubert 2019:1218).

1.2.5.1 Benefits of psychoeducation

Psychoeducation is beneficial for enhancing caregivers' knowledge about mental health, and
to provide emotional support. A better understanding of treatment mediators and moderators
may inform the optimal design of psychoeducational interventions, targeting both MHCUs' and
caregivers’ outcomes. While improving caregiving capacity is pivotal for MHCUs' outcomes,
families' needs in terms of their own health and wellbeing should be better understood and
addressed (Sin, Gillard, Spain, Cornelius, Chen & Henderson 2017:14).



Group psychoeducation for the families of MHCUs can be effective in changing their attitudes
towards mental illness (Rahmani, Ranjbar, Ebrahimi & Hosseinzadeh 2015:245).
Psychoeducation has been found a major therapeutic tool to enable families to manage the
day-to-day stress triggered by a family member’'s mental disorder. Psychoeducation yields
positive outcomes, such as fewer relapses, spending less time in in-patient mental health care
units, decreased sense of stigma, better compliance with psychotropic drugs, better social and
problem-solving skills, improved global level of functioning, less occurrence of depression and

anxiety among caregivers (Srivastava & Panday 2016:129).

A review of the feasibility and acceptability of psychoeducation and psychosocial interventions
for schizophrenia in low- and middle-income countries revealed positive outcomes in improved
knowledge of mental illness and adherence, personal hygiene, self-esteem, psychosomatic
symptoms, self-isolation from others associated with stigma and discrimination of people living
with mental iliness and their caregivers. The MHCUs affirmed improvement after attending
psychoeducation with their family members which led to improved family-user relationships
(Brooke-Sumner, Petersen, Asher, Mall, Egbe & Lund 2015:12). In low- and middle-income
countries barriers to optimal use of family psychoeducation included low levels of education,
low economic status, limited human and other resources and regular follow-up of medications
at PHC facilities.

1.2.5.2 Challenges of psychoeducation

In Sweden, Ingvarsdotter, Persson, Hjarthag and Ostman (2016:484) examined the views of
professionals regarding a multifamily psychoeducational model and reported two challenges
namely, a defensive culture and unsuitable model. Resistance to introducing the new
intervention was found on multiple levels. The model proposed was considered too rigid for
both the target group and the organizations because it could not be adjusted to the needs of

patients, families, or facilitators.

In ltaly, Fiorillo, Del Vecchio, Luciano, Sampogna, Sbordone, Catapano, De Rosa,
Malangone, Tortorella, Veltro and Nicoldo (2016:657) investigated the feasibility of a
psychoeducational family intervention for people with bipolar | disorder and their relatives. The
findings highlighted high levels of organizational difficulties related to the need to integrate
psychoeducation with other work routines to counteract the shortage of health care
professionals. The study revealed a lack of time to carry out the interventions, but the retention
rate of families receiving the intervention was good (Fiorillo et al 2016:661).



In Canada, Selick, Durbin, Vu, O’Connor Volpe and Lin (2017:371) examined the barriers and
facilitators to implementing family support and education in early psychosis intervention
programs. The interest of the family, readiness to participate; unique family support
needs/preferences, and timing, length and content of the intervention were important
facilitators. The ability to access support, staff training and availability of resources were
barriers. Selick et al (2017:371) recommended a flexible, tiered approach to care to meet

family needs and increase rates of uptake of family support.

Although the importance of psychoeducation is clear, the implementation may pose
challenges. Chongwe-Sungani (2013:650) indicated that many nurses in Malawi lacked the
knowledge and skills to deal with mental health problems. Similarly, Thupayagale-Tshweagae
and Ganga—Limando (2014:981) found that nurses lacked basic skills; some were not trained
in the management of MHCUs, while others considered themselves incompetent to provide
quality care for the MHCUs and their families. In 2019, the South African Human Rights
Commission (SAHRC) reported that the situation was exacerbated by poor mental health
literacy among South African communities with little information provided in pamphlets and
written in English only (SAHRC 2019:28). Moreover, nurses experience challenges such as
staff shortages, a lack of caring ethos, declining interest and disjuncture between the needs
of communities and nurses’ perceptions (Gray & Vawda 2015:18). In Vhembe district, the
shortage of professional and support staff compromised quality of primary mental health care
services (Vhembe District Municipality 2019/2020 IDP Review:106). There is a need in South
Africa to develop community-based family care, in keeping with international best practice and

to strengthen primary mental healthcare services (Docrat, Besad & Lund 2019:12).

Currently there is no family psychoeducational intervention program in South Africa for families
caring for MHCUs in rural communities. Therefore, the researcher wished to develop a
psychoeducational program to support families caring for MHCUs in Vhembe District, Limpopo

Province in order to help them cope and reduce the burden associated with caregiving.

1.3 PROBLEM STATEMENT

The researcher is a clinical facilitator with advanced mental health nursing experience, working
at a higher education institution and has 24 years of clinical experience in acute mental health
care units. During student clinical accompaniment the researcher observed that many MHCUs
admitted in mental healthcare units of the general hospital in Vhembe district are well known
to the service. When interacting with the family members they expressed feelings of anger,

frustration, loss, grief, and being powerless, indicating that they are “lost and left out” by the
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mental health system. They experienced stress of caring for the MHCUs, lack of support from

mental health providers, and inability to cope with their relatives’ mental illness.

In South Africa, the Mental Health Care Act, 17 of 2002 makes provision for families to be
empowered to ensure that they play an active role in the treatment of MHCUs. The National
Mental Health Policy Framework and Strategic Plan 2013-2020 (Department of Health [DOH],
2013) emphasizes the need for family support and psychoeducational programs to decrease
relapse and reduce the burden of care. Nurses are in a position to provide psychoeducation
as they are the frontline of health care systems and have frequent contact with family
members. The South African Nursing Council’'s (SANC, 2005) scope of practice requires
professional nurses to empower healthcare users to enhance active participation in health

care.

Lack of family support negatively affects the physical and mental well-being of family
caregivers. This is supported by the findings of the study done in Zimbabwe by Marimbe,
Cowan, Kajawu, Muchirahondo and Lund (2016:76) who found that caregivers of MHCUs
experienced physical, psychological, emotional, social and financial burdens. In India, the
caregiver burden led to reduced productivity at home and work, loss of income and
employment, disrupted family and social networks, stigma, discrimination, rejection,
marginalization and decreased quality of life (Chadda 2014:223). In Tanzania, family
caregivers found that a lack of education on the nature of mental illness was a problem (Iseselo
et al 2016:7). In Iran, family caregivers’ burden included burnout, lower quality of life,
uncertainty, grief, depression, fear, lack of energy and sleeping disturbances (Akbari, Alavi,
Iralpour & Maghsoudi 2018:335; Von Kardorff et al 2015:250).

In South Africa, current interventions to support family members such as awareness
campaigns and family day events do not meet the specific psychosocial needs of the families.
Mental health education is not well structured and is usually done informally. Shilubane and
Khoza (2014:384) found that primary healthcare workers in Vhembe District, Limpopo
Province, highlighted inadequate opportunities to provide mental health education. Families
were largely ill equipped to manage MHCUs and reported negative experiences related to
caregiving for MHCUs at home (Lippi 2015:922; Monyaluoe et al 2014:4).

In Vhembe District Mbedzi (2018:96) found that family members reported lack of knowledge,

ineffective involvement in the care of MHCUSs, and financial and emotional distress. The

families felt that healthcare professionals were not supportive enough because they were not
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given information about the MHCU’s condition and treatment program and were treated like
outsiders.

The researcher found several studies on the experiences of family members caring for
MHCUs, and little or no research on programs to support families in rural areas in South Africa.
This prompted the researcher to develop a psychoeducational program applicable to the rural
context of SA in order to assist family members caring for MHCUs and minimize their

caregiving burden.

1.4 RESEARCH QUESTION AIM AND OBJECTIVES OF THE STUDY

The study wished to answer the following research questions:

How can a psychoeducational program be developed to support family members caring for
MHCUs in Vhembe District, Limpopo province?

What should a psychoeducational program to support family members caring for MHCUSs in

Vhembe District, Limpopo province look like?

The aim and objectives of the study are outlined in Table 1.1.

Table 1.1 Research aim and objectives

Research | The aim of the study was to develop a psychoeducational program to support family
aim members caring for MHCUs in Vhembe District, Limpopo Province.

Phase 1

Objective | To explore and describe the needs of family members caring for MHCUs in Vhembe
1 district, Limpopo province.

Phase 2
Objective | To develop a psychoeducational program to support family members caring for
2 MHCUs in Vhembe district, Limpopo province using a nominal group technique
Phase 3
Objective | To refine a psychoeducational program to support family members caring for MHCUs
& in Vhembe district, Limpopo province using an e-Delphi technique

1.5 PARADIGM AND THEORETICAL FRAMEWORK

The paradigm and theoretical framework of the study are briefly described next.

1.5.1 Paradigm

A paradigm is a worldview that encompasses a set of philosophical assumption that guides
the study towards an appropriate research approach (Polit & Beck 2017:738). The researcher
selected pragmatism as paradigm for the study (see chapter 3 for full discussion).
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1.5.2 Theoretical framework

The researcher used the theory for health promotion in nursing (THPN) (University of
Johannesburg 2017:4-7) as the theoretical framework for the study. The goal and emphasis
of this theory is the promotion of health of the individual, family, group and community. The
theory is applicable within psychiatric nursing science as the patient is viewed holistically in
interaction with his/her environment. The psychiatric nurse, as a sensitive therapeutic agent,
implements the nursing process as a resource in the promotion of mental health of the MHCU
and the family. The meta-theoretical and theoretical assumptions of THPN (University of

Johannesburg 2017:4) are discussed and applied in chapter 2.

1.6 STUDY SETTING

The study setting refers to the location where the study is conducted (Gray, Grove &
Sutherland 2017:353). The study was conducted in the community health centres of Vhembe
District. Vhembe district is one of the five districts in Limpopo Province and is located in the
northern part of the province. The district comprises four local municipalities, namely Musina,

Collins Chabane, Thulamela and Makhado.

Health care services in Vhembe District are provided by 112 clinics, eight community health
centres (CHCs), 39 mobile services, six district hospitals, one regional hospital and one
specialised mental hospital. Three of the general hospitals do not have mental healthcare units
but admit MHCUs for 72-hour assessments and observation in general units. Out of 160
primary healthcare professional nurses, 66 are trained in mental health, and one nurse with
an advanced psychiatric nursing qualification is allocated to the mobile clinic. The district has
a functional mental health review board and one advanced psychiatric nurse practitioner acting
as district manager who coordinates mental health services. There is one psychiatrist for the
whole district stationed at a psychiatric hospital (see chapter 2 for a detailed discussion of the

study context).

1.7 RESEARCH DESIGN AND METHODOLOGY

A research design is the overall plan for addressing a research question, including
specifications for enhancing the integrity of the study (Polit & Beck 2017:513). Polit and Beck
(2017:510) describe research methodology as the steps, procedures and strategies taken to
investigate the problem being studied and to analyse the collected data. Table 1.2

summarises the research design and methodology
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Table 2.2 Research design and methodology

Phase Phase 1 Qualitative, Phase 2 Psychoeducational | Phase 3 Refinement of the
exploratory and program development program
descriptive
Research What are the needs of How can a psychoeducational | How can the draft
question family members caring for | program to provide support to psychoeducational program to
MHCUs in Vhembe family members caring for provide support to family
district Limpopo MHCUs in Vhembe district, members caring for MHCUs in
Province? Limpopo Province be Vhembe district, Limpopo
developed? Province be refined?
Objective To explore and describe To develop a psycho- To refine the draft psycho-
the psychosocial needs of | educational program to educational program to provide
family members caring for | support families caring for support to family members caring
MHCUs MHCUs in Vhembe district of for MHCUs in Vhembe district,
Limpopo Province, using the Limpopo Province, using the e-
nominal group technique Delphi technique.
Approach Qualitative Qualitative and quantitative Qualitative and quantitative
Method Individual interviews Nominal group technique e-Delphi technique
Population Family members Stakeholders involved in Local and international mental
mental health care and support | health experts.
of family members of MHCUs
Sampling Purposive Purposive Purposive
Data Individual semi-structured | NGT (Introduction, Silent e-Delphi (Likert scale
collection interviews phase, Round Robin, questionnaire to rate the
Discussion, Voting) components of the
psychoeducational program)
Data Thematic analysis Statistical analysis of Statistical analysis of consensus
analysis consensus rates and NGT rates and content analysis of

content analysis

recommendations

In this study, the researcher used a multimethod design to obtain a detailed and deeper

understanding of the research problem. The researcher selected an exploratory sequential

design where the qualitative findings of phase 1 informed phases 2 and 3 (Fetters, Curry &

Creswell 2013:2134). The needs of the families generated from phase 1 informed the

subsequent program development and refinement process in phases 2 and 3. In phase 1, a

qualitative approach was used to explore and describe family members’ needs. In phase 2, a

nominal group technique (NGT) (qualitative and quantitative) was used to generate ideas from

stakeholders on what should be included in the draft program. In phase 3, an e-Delphi

technique was used to refine and reach consensus on the final program. Table 1.3

summarises the exploratory sequential approach.
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Table 1.3 Exploratory sequential design

PHASE 1: LITERATURE | PHASE 2: LITERATURE PHASE 3:
EXPLORE REVIEW DEVELOP REVIEW REFINE
Quantitative Quantitative
Design approach approach
Exploratory sequential: Qualitative approach b
Qualitative first Quantitative [ Quantitative
component component
NGT £ | e-Delphi
Introduction ¢ Rating of draft
Silent phase l program
Round-robin Recommendations
Discussion of expert panel

Voting
Findings : / Psycho-educational | Final program
Integration: Family needs Draft program e Psychoeducational
Databases displayed and | ' interventions
compared > I

(Fetters et al 2013:1,2)

1.7.1 Phase 1: Exploration and description of the needs of family members caring for
MHCUs in Vhembe District
This section briefly describes the research design, population, sampling and sample, data

collection and analysis, and measures to ensure rigour (see chapter 3 for full discussion).

1.7.1.1 Qualitative, exploratory, descriptive and contextual approach

In this phase, the researcher used a qualitative, exploratory, descriptive and contextual
approach to explore and describe the needs regarding caregiving of MHCUs by family
members caring for MHCUs. The researcher used a qualitative approach to describe the
participants’ emotional and personal experiences and understand the deeper meaning from
their perspective (Grove & Gray 2018:17). To gain more insight, the researcher explored the
needs of families caring for MHCUs in Vhembe district of Limpopo province. A descriptive
approach allows the researcher to describe and document aspects of the topic as they occur
naturally (Polit & Beck 2017:471). In this study, the researcher described family members’
needs as narrated by them and conducted one-to-one in-depth interviews at the homes of the

family members in the context where they care for MHCUs.
1.7.1.2 Population

The target population is the entire set or aggregation of objects, persons, events or units in

which a researcher is interested and that meet certain criteria (Botma, Greeff, Makhado &
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Mulaudzi 2022:260). The accessible population refers to a group or objects that are available
to the researcher for a particular study (Brink, van der Walt & van Rensburg 2018:208). In
phase 1, the target population was all family members caring for known MHCUs who visit
community health centres for monthly follow-up, while the accessible population was family

members of MHCUs who attended their treatment reviews at the community health centres.

1.7.1.3 Sampling and sample

The researcher used purposive or non-probability sampling to select the district, community
health centres, and participants. Vhembe District was selected because it has the highest
mental health admission rate of the districts (Health Systems Trust, 2015:218). All eight
community health centres were selected because of the high numbers of MHCUs treated at
the facilities to obtain a good presentation of the population. To be included in the study, family
members had to have two or more years’ experience of caring for a relative with mental illness

and be willing to participate. The sample size consisted of 16 family members.

1.7.1.4 Data collection

Data collection refers to the gathering of information to address a research problem (Polit &
Beck 2017:725). Data were collected in one-to-one semi-structured interviews, supplemented
by field notes, using an interview guide (see Annexure D). The purpose of individual interviews
was to collect information-rich data. A research assistant was employed as the geographical
area was widely scattered. The interviews were audio-recorded with participants’ consent and
lasted 30-45 minutes. The central question that guided the interview was “What are your needs
regarding caregiving to your family member with mental illness?” followed by probing

questions.

1.7.1.5 Data analysis

Data analysis refers to the systematic organization and synthesis of research data, conducted
to reduce, organize, and give meaning to data (Polit & Beck 2017:725). The researcher
analysed the data using Braun and Clarke’s (2013:120) six steps of thematic analysis (see

chapter 3 for discussion).
1.7.1.6 Rigor

Qualitative researchers adhere to trustworthiness, using credibility, dependability,
transferability, confirmability and authenticity (Polit & Beck 2017:161 & 747) (see chapter 3).
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1.7.2 Phase 2: Development of a psychoeducational program to support family
members caring for MHCUs in Vhembe District
In this phase, the researcher used a qualitative and quantitative approach to develop a draft

psychoeducational program to support family members caring for MHCUs.

1.7.2.1 Nominal group technique

A nominal group technique (NGT) includes both qualitative and quantitative methods. NGT is
a structured face-to-face group session with the purpose of achieving group consensus and
action planning on a chosen topic (Varga-Atkins, Bunyan; Mclsaac & Fewtrell 2011:4). NGT
was used to develop a draft psychoeducational program to support family members caring for
MHCUs.

1.7.2.2 Population
The population included the following stakeholders: healthcare providers who render care,
treatment and rehabilitation services to MHCUs and their family members; policy developers,

and community representatives involved in providing support to families of MHCUs.

1.7.2.3 Sampling and sample
The researcher used purposive sampling to recruit 21 stakeholders involved in mental health
care and support of family members of MHCUs based on their area of expertise and years of

experience (see chapter 3 for discussion).

1.7.2.4 Data collection

A NGT creates an environment of engagement and consensus to facilitate inputs from the
group members (Botma et al 2022:251). Stakeholders attended a one-day workshop to
address the research question: How can a psycho-educational program to provide support to
family members caring for MHCUs in Vhembe district be developed? Table 1.4 summarises
the NGT.
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Table 1.4 Steps followed during the Nominal Group Technique

Topic

Activities

Introduction

The researcher welcomed the participants and explained the purpose and procedure of
the meeting, and gave a power point presentation on the purpose, objectives and
findings of phase 1. The researcher presented a key question on a flip chart and read it
aloud to the participants for feedback

Round robin

Silent The facilitator provided the participants with sheets of paper with questions to be

generation addressed and asked them to write down all ideas that came to mind. While jotting down

of ideas their ideas, the participants were prohibited from discussing their ideas with each other.
Time: 40 minutes.

Sharing The facilitator invited the participants to share the ideas generated. The facilitator

ideas/ recorded each idea on a flip chart, using the participants’ words. The round robin

continued until all ideas had been presented. There was no debate about items and
participations were encouraged to write down any new ideas that might arise from what
others indicated. This process ensured that all participants had an opportunity to
contribute and provided a written record of ideas generated. Time: 30 minutes.

Group
discussion

The participants were invited to ask for clarification on ideas that were not clear or further
details about any of the ideas that others had produced. The facilitator ensured that each
participant was allowed to contribute, and that discussion of all ideas was thorough
without spending too long on a single idea. The process was kept as neutral as possible,
avoiding judgement. A moderator listed the themes in order of importance on the flip
chart. Items with similar meaning were clustered together. Time: 45 minutes.The NGT
stakeholders ranked the interventions individually according to their order of priority.

Voting and
ranking

The recorded ideas were prioritised in relation to the original question. Following voting
and ranking, the results were released immediately. The meeting concluded with having
reached a specific outcome.

1.7.2.5 Data analysis

During the group discussion of the NGT, the findings were categorised into themes. The
participants reached consensus on the themes and ranked the proposed themes
(interventions) that formed part of the draft psychoeducational program (see chapter 3 for

discussion).

1.7.2.6 Rigor
In the NGT trustworthiness was obtained through truth-value, applicability, consistency,

neutrality, and authenticity (Botma et al 2022:291) (see chapter 3 for discussion).

1.7.3 Phase 3: Refinement of the draft psychoeducational program to support family
members caring for MHCUs in Vhembe District

In this phase, an e-Delphi technique was used to address the research question: How can a
psychoeducational program to provide support to family members caring for MHCUs in

Vhembe district, Limpopo Province be refined?

The Delphi method is done with a panel of experts with knowledge and expertise in the study
subject, using a series of questionnaires to gather data, which continues until the experts
reach consensus (Habibi, Sarafrazi & |zadyar 2014:8; Jacob, Duffield & Jacob 2017:1982). In
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this study, the Delphi method was conducted by e-mail in two rounds, based on reaching
consensus. Consensus was achieved by means of indicating the points using a five-point
Likert scale to evaluate the draft psychoeducational program using the inputs from each e-

Delphi round in order to yield a reliable family support program.

1.7.3.1 Population

The population comprised academics (researchers who have published articles on the topic
of concern), local and international qualified mental health specialists representing
government, non-government organizations and mental healthcare service managers

responsible for mental healthcare programs.

1.7.3.2 Data collection

Data was collected in two e-Delphi rounds, which was determined by reaching consensus.
During the first round, a questionnaire with a checklist was e-mailed to the panel members to
rate the reliability of each component of the program and write their recommendations and
general comments (Polit & Beck 2017:267). The draft psychoeducational program, cover letter
and consent form (see Annexure H) were also sent. The panel feedback was analysed and
the psychoeducational program adapted. Feedback on the psychoeducational program
adapted in the first round was provided to the panel members to consider and make further

recommendations.

1.7.3.3 Data analysis

Data analysis involved both quantitative and qualitative data. The researcher collated the
consensus rate from the responses based on the Likert scale to indicate agreement and
determined consensus rates. The experts’ comments or suggestions were analysed to identify

themes and categories.

1.7.3.4 Rigor
The trustworthiness, reliability and validity measures are discussed in chapter 3.

1.8 SIGNIFICANCE OF THE STUDY
The findings of the study contributed to the body of knowledge on psychoeducation for families
with relatives diagnosed with mental illness. The results are significant for policy makers,

family members caring for MHCUs, and nursing education and practice.
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1.8.1 Policy makers

The study recommendations may assist the Department of Health and policy makers to
develop and implement evidence-based family-centred primary healthcare policies and
programs to address the bio-psychosocial needs of family members caring for MHCUs. The
psychoeducational program is intended to strengthen a community-based mental health care

model.

1.8.2 Nursing education
The SANC and Department of Health can use the findings to include psychoeducation

modules in nursing education curricula related to mental health care training.

1.8.3 Nursing practice
The findings of the study should give mental health care providers a better insight into the
educational and supportive needs of family members of MHCUs and provide family-focused

interventions to help them cope better with the caregiving burden.

1.8.4 Family caregivers
The program should assist family caregivers and members to acquire knowledge and skills to
improve the care given to MHCUs to reduce relapse and readmission. Furthermore, they

should learn to deal with the emotions and stress caused by caregiving.

1.8.5 Nursing research

The findings of the study add to the body of knowledge regarding psychoeducation for families
with a relative diagnosed with mental illness. The study may motivate other researchers to
implement, evaluate and adapt the psychoeducational program in different contexts.

1.9 DEFINITIONS OF KEY TERMS

In this study, the following key terms were used as defined below.

e Caring. Caring means to commit and to look after others and provide for their needs
(Oxford English Dictionary 2020:102). In this study, caring referred to the efforts of
family members to provide for the physical, psychological, spiritual, social and financial
needs of MHCUs at home.

e Family burden. Family burden refers to the level of multifaceted strain and
responsibilities of the family members who assume a caretaking function for a relative
with a mental health problem over time (Kneisl & Trigoboff 2014:633; Liu, Hefferman
& Tan 2020:442). In this study the family burden entailed the objective and subjective
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burden experienced by the family members as they interacted with their internal and
external environment. The MHCU forms part of the external social environment of
family members.

Mental Health Care User (MHCU). A MHCU refers to a person receiving care,
treatment and rehabilitation services or using health care services at a health
establishment aimed at enhancing the mental health status of the user (Mental Health
Care Act, 17 of 2002). In this study, a MHCU was a person who had been admitted in
a mental health care facility in Vhembe district and had been on psychiatric treatment
for a minimum of two years, and was presently receiving care, treatment and
rehabilitation services at a community health care centre. The acronym, MHCU is used
interchangeably with patient.

Mental health. In this study, mental health was seen as a dynamic interactive process
in the individuals’ living environment in terms of their interaction with others. The
relative mental health status of the family member caring for the MHCU is reflected by
interactions intended to promote the mental health of the MHCU and the family
(University of Johannesburg 2017:4). Mental health refers to the successful
performance of mental functions, resulting in productive activities, establishing and
maintaining relationships with other people.

Mental iliness. The Mental Health Care Act, 17 of 2002, section 10 states that mental
illness refers to a positive diagnosis of a mentally related iliness, in terms of accepted
diagnostic criteria, made by a mental health care practitioner, authorized to make such
a diagnosis. In this study, mental illness referred to any mental disorder which has
been diagnosed according to the Diagnostic and Statistical Manual 5™ (DSM 5)
classification (American Psychiatric Association 2013). Mental health problems of the
family members caring for the MHCU are reflected by interactions that interfere with
the mental health of the MHCU and the family (University of Johannesburg 2017:4).
Mental illness refers to a clinically significant behavioral or psychological syndrome or
pattern that occurs within a person and is associated with distress or disability. The
term psychiatric illness is used interchangeably with mental illness. It implies that
individuals who do not meet the criteria for mental health are therefore mentally ill.
Program. A program refers to a plan of things that will be done or included in the
development of something (Oxford English Dictionary, 2012). In this study, a program
referred to a series or sessions of educational information and psychological support
provided by primary health care psychiatric nurses to family members taking care of
MHCUs in order to equip them with knowledge and skills to enhance their ability to
cope better with the caregiving responsibility.
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e Psychoeducation. Psychoeducation refers to an intensive and responsive process
aimed at empowering the family and the patient with basic knowledge and competence
about the illness, provide insight into the iliness, promote relapse prevention and engage
in crisis management and suicide prevention (Sarkhel et al 2020:S319). In this study,
psychoeducation referred to an interactive process between the primary health care
psychiatric nurses and the family members which involved education on mental illness
and its management; skills training according to the needs of the family (e.g., coping
skills, interpersonal skills), and the facilitation of psychological support and guidance to
the family members of the MHCUs. The psychoeducation provided to family members

had as its outcomes the provision of holistic care to MHCUs.

1.10 ETHICAL CONSIDERATIONS

Ethics deals with matters of right and wrong. When humans are used as study participants,
care must be taken to ensure that their wellbeing and rights are protected (Polit & Beck
2017:138). In this study, ethical principles were adhered to in order to ensure that the rights of
the participants were protected. Accordingly, the researcher obtained permission to conduct
the study, and observed the ethical principles of beneficence, respect for human dignity and
justice (Polit & Beck 2017:139).

1.10.1 Permission to conduct the study

The researcher obtained permission to conduct the study from the School of Health Care
Sciences Postgraduate Research Committee and the Research Ethics Committee of the
Faculty of Health Sciences, University of Pretoria (see Annexure G). Permission was obtained
from the Department of Health, Limpopo Province research review committee (see Annexure
F) and Vhembe District (see Annexure F). Permission was also obtained from the CEOs of
Siloam Hospital, Tshilidzini Hospital, Malamulele Hospital, and Hayani Hospital in Vhembe
district for the NGT (see Annexure F). The Vhembe District Department of Health granted

permission for conducting an NGT with health care providers (see Annexure F).

The researcher requested participants to sign an informed consent form for the interviews (see
Annexure A), NGT (see Annexure B), and for the e-Delphi technique (see Annexure C) before

engaging in interviews and completing the questionnaires.

1.10.2 Respect for human dignity and justice
This principle includes the right to self-determination and the right to full disclosure (Polit &
Beck 2017:211). The researcher treated the participants as autonomous individuals; informed

them of the purpose of the study, that participation was voluntary, and that they were free to
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withdraw from the study at any time should they wish to do so. The researcher described her
responsibilities and the benefits of the study, allowed the participants to ask questions, and

informed them that all information would be treated confidentially (Polit & Beck 2017:141).

1.10.3 Informed consent

Informed consent involves participants’ right to make informed, voluntary decisions to
participate, which requires full disclosure, and no deception or concealment (Polit & Beck
2017:731; Grove & Gray 2018:96). The researcher explained the purpose of the study,
including risks and benefits. The participants were informed of their right to participate or not,
and to withdraw at any time without any risk or prejudice. The participants were given an
opportunity to ask any questions they wished. The researcher requested the participants to

sign the informed consent form (see Annexure A, B and C).

Informed consent means that participants have sufficient information about the study,
comprehend that information, and have the ability to consent to or decline participation
voluntarily (Polit & Beck 2017:143). The authors further added that the content of the informed
consent include the following information to participants: participant status; the goal of the
study, type of data, data collection procedures; nature of commitment participants selection;
potential risks involved in the study, potential benefits; alternatives; compensation;
confidentiality pledge; voluntary consent and sponsorship (Polit & Beck 2017:143). See
Annexure A for the qualitative phase, Annexure B for the NGT, and for the e-Delphi technique

see Annexure C.

1.10.4 Privacy, anonymity and confidentiality

The right to privacy meant that the participants had the right to anonymity and to assume the
data collected would be kept confidential (Polit & Beck 2017:156). The participants’ anonymity
was assured by using participant numbers instead of names in all three phases. Participants
were asked to keep all information discussed in the NGT workshop confidential. Furthermore,
the audio-recordings were only reviewed by the researcher and the supervisor and will be kept
with the transcripts under lock and key for 15 years. Only the researcher and supervisor had

access to the information.

1.10.5 Scientific honesty

The researcher respected and upheld scientific honesty by protecting the integrity of the data
collected, and not forging or reporting anything that was not done (Brink et al 2018:37).
Throughout the study, the researcher kept an audit trail by recording the research process and

steps.
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1.10.6 Beneficence

Beneficence includes the right to freedom from harm and discomfort and the right to protection

from exploitation (Polit & Beck, 2017:139). The researcher ensured that a psychologist was

available to refer participants who experienced emotional discomfort during the interviews.

Two participants were referred for emotional support, but they did not require long-term

interventions.

1.11 OUTLINE OF THE CHAPTERS

The study consists of eight chapters. Table 1.5 lists the chapters and their titles.

Table 1.5 Chapters of the thesis

Chapter

Title

Orientation to the study

Theoretical framework and study context

Paradigm, research design and methodology

Phase 1: Qualitative findings on healthcare needs of family members and literature review

Phase 2: Nominal group technique findings and literature review

DO B|WIN[—~

Development of a psychoeducational program to support family members caring for mental
health care users

Phase 3: Refinement of a psychoeducational program using e-Delphi technigue

(N

Conclusions, limitations, and recommendations

1.12 CONCLUSION

This chapter discussed the aim and objectives, research design and methodology,

significance and ethical considerations of the study, and defined key terms. Chapter 2

discusses the theoretical framework and context of the study with reference to the literature

review.
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CHAPTER 2
THEORETICAL FRAMEWORK AND STUDY CONTEXT

2.1 INTRODUCTION
Chapter 1 introduced the background, problem, aim and objectives, as well as the research
design and methodology of the study.

This chapter discusses the Theory for Health Promotion in Nursing (THPN) (University of
Johannesburg 2017:5-12) as the theoretical framework for the study; and the study context
which includes the policy and legislative framework for promotion of mental health of the

family members of MHCUs.

2.2 THEORY FOR HEALTH PROMOTION IN NURSING

The THPN was selected for the study because of the underlying philosophy of holism,
considered fitting to address the support needs of families caring for MHCUs. The
assumptions, purpose, and concepts of the theory are described next.

2.2.1 Assumptions

The THPN utilizes a pragmatic approach which entails that research is undertaken to improve
practice in nursing (University of Johannesburg 2017:11). This study was therefore practical
as it aimed to improve practice in nursing by addressing the needs of family caregivers of
MHCUs in rural communities of Vhembe District, Limpopo Province. The researcher is of the
opinion the that it is crucial to address the holistic health needs of the family members to ease
the burden of care and improve the caregivers’ quality of life. The study was conducted in
three phases. In order to identify the needs of the families caring for the MHCUs, phase 1
wished to answer the question: “What are the needs of family members caring for MHCUs in

Vhembe district Limpopo province?”.

The THPN is based on the following assumptions (University of Johannesburg 2017:11):
e The person is seen holistically in interaction with the environment in an integrated
manner.
e The environment includes an internal and external environment. The internal
environment consists of body, mind and spiritual dimensions.
e The external environment consists of physical, social and spiritual dimensions.
¢ Nursing is an interactive process which facilitates the promotion of health.

¢ Nursing interactions indicate a mutual involvement between the nurse and the patient.
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e The nurseis a sensitive, therapeutic professional who demonstrates knowledge, skills

and values to facilitate the promotion of health.

2.2.2 Purpose
The purpose of the theory is the promotion of health of the individual, family, group and
community. In this study, the promotion of health focused on the health of family members

living with and providing care to an MHCU in a home environment.

2.2.3 Components and concepts applied to the study
The central components of the theory are person, nursing, environment, and health. Other

concepts related to the study include mental health, promotion of health and resources.

e Person
A person is seen as an individual who is a whole person and embodies dimensions of body,
mind and spirit (University of Johannesburg 2017:5). The individual functions in an integrated,

interactive manner with the environment.

The body includes the anatomical structures and physiological (biological) processes
pertaining to the individual. The mind includes the intellectual, emotional and volitional
processes of the individual. The intellect refers to the capacity and the quality of the
psychological processes of thinking, association, analysis, judgement and understanding of
which the individuals are capable. Emotion is a complex state that can be divided into the
individual’s affection, desire and feelings. Volition is a process of decision-making in
executing a choice by the individuals. Spirit refers to that part of individuals reflecting their
relationship to God. The spirit consists of two interrelated components which have an
integrated function, namely conscience and relationships. The conscience is the component
which distinguishes between right and wrong. Relationships refer to individuals’ interaction

with themselves and their God (University of Johannesburg 2017:11).

In this study, ‘persons’ referred to family members caring for an MHCU. The family members
were regarded as holistic beings composed of physical, mental, social and spiritual aspects.
The researcher believes that family members have the potential to access their own feelings
and empower themselves and other family members toward health. They also have the
choice and potential to bring about change in their lives and decide where they want to be in
future. The researcher regarded the spiritual dimension as their ability to reflect and respond
to the self and the environment.
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¢ Nursing
Nursing is a goal-directed service to support the individual, family and/or community to
promote, maintain, and restore health. Promotion of health refers to ensuring a greater
degree of wholeness for the individual, family, and/or community. Maintenance of health
refers to preserving the comprehensive health status of the individual, family and/or
community. Restoration of health refers to facilitation or support to return to previous levels

of health of individuals, families and/communities (University of Johannesburg 2017:11).

A specific therapeutic nurse-patient relationship is unique in that the psychiatric nurse is the
voice of the patient when he/she exercises the advocacy role (Evans, Nizette & O’Brien
2016:73). Middleton (2020:811) define a psychiatric nurse as a person who directs efforts
towards the promotion of mental health, prevention of mental disturbances, through early
identification of nursing problems and intervention in emotional problems, and follow-up care
to minimise long-term effects of mental disturbances. In this study, a psychiatric nurse
referred to a primary health care nurse trained in mental health who provide psychosocial
support to the family members caring for the MHCUSs in their local communities. Professional
nurses enter into a relationship with the family members during the provision of
comprehensive nursing care. Promotion of health refers to nursing activities contributing to a
degree of wholeness for the family members of MHCUs in Vhembe District, Limpopo

Province.

e Environment

The environment includes the internal and external environment. The internal environment
consists of dimensions of body (physical), mind (psychological) and spirit (spiritual). The
external environment consists of physical, social and spiritual dimensions. The patterns of
interaction between the internal and external environment determine the person’s health
status (University of Johannesburg 2017:6). Physical refers to the physical and chemical
agents/structures in the external environment of the individual/family/group/community.
Social refers to the human resources in the individual’s/family’s/group’s/community’s external
environment. Spiritual refers to the values and religious aspects in the
individual’s/family’s/group’s/community’s external environment (University of Johannesburg
2017:11).

In this study, the researcher wished to identify the needs of the families. The external
environment might reflect the family’s current social status, such as family income,
interpersonal relationships with the extended family, and cultural and religious beliefs

systems which might impact on the family unit. According to the THPN (University of
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Johannesburg 2017:4-7), interaction between these environments is necessary in assisting

the family members to cope with care provision and utilize their resources to promote health.

e Health
Health is a dynamic interactive process in the patient's environment. The interactions in the
person's environment reflect the relative physical, psychological, social and spiritual health
status of family members. This interaction contributes to or interferes with the promotion of
health. Health is viewed as a state of mental, physical, psychological, social and spiritual
wholeness (University of Johannesburg 2017:11). In this study, health referred to the families’
physical, psychological and spiritual wholeness or well-being. Mental health promotion
implicates the mobilization of internal and external resources to achieve the wellness of the

family caring for the MHCUs.

¢ Mental health
Mental health refers to holistic well-being where individuals accept themselves, acknowledge
their actions and accept responsibility to re-organize their lives in order to enhance their
psychological, physical, social and spiritual well-being. Individuals also express and realize
their own unique and individual talents and potential. Mental health is an integral part of health
reflecting wholeness (University of Johannesburg 2017:4). In this study, mental health
referred to a dynamic interactive process in the family members’ environment which affects

the relative mental health status of the family and the MHCU.

According to Coronel-Santos and Rodriguez-Macias (2022:11) mental health is defined as
the internal process of self-care, centered on the self-awareness and self-regulation of the
human being, in which the person seeks to balance feelings, thoughts and behaviors,
intrapersonal, and interpersonal, to approach an optimal state of wellbeing and absence of
mental disorders based on universal values and symptoms, and in relation to biological,
social, psychological, and environmental factors. Thus, mental health is a state of wellbeing
that is achieved by a process of internal self-care related to external and internal factors of

the person.

¢ Promotion of health
Health promotion includes the promotion, maintenance and restoration of health and is aimed
at the facilitation of resource mobilisation of an individual, family, group and community. In
this study, it referred to mobilization of resources by all stakeholders involved in mental health

care in the primary health care settings in Vhembe District. Mobilisation of resources is a

28



mutual, purposeful activity between the nurse or midwife and the patient where opportunities
for the promotion of health are utilized. It also includes the identification and bridging of
obstacles in the promotion of health. In this study, the psychiatric nurses could utilize the
professional and non-professional resources from government and non-governmental

organizations to support the family members of MHCUs.

e Resources
Resources in the environment include any assets or means of facilitation in the promotion of
health. The resources in the family's internal environment can be physical, mental and
spiritual. The resources in the family's external environment can be physical, social and

spiritual.

2.3 LEGISLATION AND POLICY ON MENTAL HEALTH CARE
This section discusses the UN 2030 Agenda for Sustainable Development, the Mental Health
Care Act, 17 of 2002; the Primary Health Care Package for South Africa, and the National
Mental Health Policy Framework and Strategic Plan 2013-2030.

2.3.1 UN 2030 Agenda for Sustainable Development 2010-2030

In 2015, the United Nations (UN) General Assembly adopted and published the 2030 Agenda
for Sustainable Development, which is aimed at ending poverty in all its forms and envisages
a world of universal respect for human rights and human dignity, the rule of law, justice,
equality and non-discrimination (UN 2015:1). The sustainable development goals (SDGs) are
a universal call to action to end poverty, protect the planet and improve the lives and
prospects of everyone, everywhere (UN 2015:2). The main sustainable development goals
(SDGs) are to attain healthy, thriving lives and well-being, free of preventable disease,
disability, injury, and premature death; eliminate health disparities, achieve health equity, and
attain health literacy to improve the health and well-being of all. By 2030, reduce by one third
premature mortality from non-communicable diseases through prevention and treatment, and
promote mental health and well-being (UN 2015:2). Investing in health is a necessity and a
means to achieve the SDGs (UN 2015). In South Africa, the mental health policy and strategic
plan (DOH 2013:1) aims to improve mental health and well-being, including families’
caregiving burden.

In this study, psychoeducation serves as a strategy to promote mental health and prevent
mental iliness. This would promote the achievement of SDG 3: Good health and well-being,
which aims to ensure physical and mental well-being for all ages, including alleviating family

members’ caregiving burden of MHCUs.
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2.3.2 WHO Comprehensive Mental Health Action Plan, 2013-2020

Mental healthcare delivered in a primary healthcare setting would benefit MHCUs and
families because the population as a whole would have access to care early and without
interruption. This would also improve health outcomes, recovery, and social integration.
Strong informal community mental health services and support groups could complement

and strengthen the primary healthcare services provided (WHO 2008).

It is important to integrate physical and mental health care to limit or prevent addressing
patients’ physical and mental health needs in a disconnected way. Providing mental health
services in primary health care involves diagnosing and treating people with mental disorders;
putting in place strategies to prevent mental disorders and ensuring that primary health care
workers are able to apply key psychosocial and behavioural science skills, such as
interviewing. Challenges to integrating mental health into primary care include lack of training
in mental healthcare services for the staff working in primary health care; unavailability of
resources; poor communication between management and staff, and lack of skills among
PHC nurses in identifying signs of mental illness and misdiagnosis (WHO & World

Organization of Family Doctors, 2008).

In 2013, the World Health Organization introduced the Comprehensive Mental Health Action
Plan 2013-2020 aimed at improving the management of mental health of whole populations,
including family members and MHCUs through promotion, prevention, care, treatment and
rehabilitation in order to reduce the global burden of mental disorders. In 2019, the WHO
extended the Action Plan to 2030. The plan aims to empower local communities, particularly
MHCUs and their caregivers, to actively participate in the promotion of mental and physical
well-being to assist them in achieving recovery within their communities. In 2003, the WHO
introduced guidelines on the organization of services for mental health policy and service,
incorporating different settings and levels that include primary care, community-based

settings, general hospitals and specialized psychiatric hospitals (see Figure 2.1).
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Figure 2.1: WHO Service Organization Pyramid for an Optimal Mix of services for Mental Health.
Source (Adapted from World Health Organization 2008a)
2.3.3 Mental Health Care Act, 17 of 2002
In South Africa, the Mental Health Care Act, 17 of 2002 ensures that the human rights of
MHCUs are protected, which is in line with the Constitution of the Republic of South Africa
Act, 108 of 1996. Section 27 of the Constitution states that everyone has the right to have
access to health care services. The core principles of the Mental Health Care Act are human
rights for users; decentralisation and integration of mental health care at primary, secondary
and tertiary levels of care, focusing on care, treatment and rehabilitation of people who are
mentally ill. The Act advocates for a rehabilitative, community-based model of mental health
care. This approach was meant to reduce the stigma attached to mental illness (Burns
2008:47).

The Act improves access, makes primary health care the first contact of mental health care
with the health system, and promotes the integration of mental health care into general health
services and the development of community-based services. In terms of the Act, MHCUs
should be treated in the least restrictive environment and mental health should be fully

integrated into all levels of care. The Act advocates the deinstitutionalisation of MHCUs so
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that they are treated in their families and communities. However, lack of knowledge, skills
and resources frequently results in emotional, financial and social burdens and difficulties for

family caregivers.

The Mental Health Care Act, 17 of 2002 prescribes a 72-hour assessment before
commitment to facilities. The Act stipulates that when the assessment period has expired and
the MHCUSs’ condition has improved to a point at which they are considered not to be a danger
to themselves or others, but still lack capacity to consent to voluntary treatment, they can be
discharged into the care of their family members. The intention of the Act is to empower family
members and help ensure that they actively participate in the care of the MHCUs (Szabo &
Kaliski 2017:69).

Furthermore, the Act allows the family members to make an application for involuntary or
assisted care, treatment and rehabilitation services of an MHCU who is in need of in-patient
care. Section 40 of the Act mandates the South African Police Service to assist the families
with apprehension of the MHCU who is likely to inflict harm to self or others. The Act stipulates
that any person who witnesses any form of abuse must report it in the prescribed manner so
that the rights of the MHCUs and their families are protected. The Act directed that a family
member can appeal within 30 days of the date of the written notice issued in terms of section
35 against the decision of the head of the health establishment to the Review Board. This
means family members are given a platform to air their grievances with regard to care,
treatment and rehabilitation of the MHCUs (Szabo & Kaliski 2017:71).

The guidelines direct that 72-hour assessment be done as near as possible to the homes of
the MHCUs within the communities. Therefore, the family members have an opportunity to
visit the MHCUs and become more involved in the treatment program during the interactive
process with the multidisciplinary team. Furthermore, the MHCUs must be treated in the least
restrictive environment. Families are involved in the completion of documents during initial
admission procedure and assessment to obtain a detailed collateral history from the

responsible caregivers (Szabo & Kaliski 2017:71).

The Mental Health Care Act, 17 of 2002 recognises health as a state of physical, mental and
social well-being and directed that mental health should be provided as part of primary,
secondary and tertiary health services. The Act emphasises the need to promote the
provision of mental health care services in a manner which promotes the mental well-being
of MHCUs, their families and communities at large. However, in 2014, community mental

health and psychosocial rehabilitation services were still underdeveloped (Burns 2014:9).
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2.3.4 Primary Health Care Package for South Africa

In 2003, the Department of Health (DOH 2003:1) introduced the Primary Health Care
Package for South Africa and set norms and standards to improve the physical and mental
health and social well-being of individuals, families and society at large. This comprehensive
health care service package stressed the importance of providers’ and patients’ rights and
responsibilities in health care and the importance of community services as part of primary
health care (DOH 2003). Regarding mental health care, the package indicated that individual,
group and family therapy would be done by psychiatric nurses but should not exceed 10

sessions for mental health promotional activities.

Community health centres render a primary health care service which includes health
promotion, psychiatry and mental health services to all citizens of all ages (Massyn, Padarath
& Peer 2017:3). The key priorities for primary health care in South Africa are to address the
large burden of disease through health promotion and wellness by inter-sectoral processes
at both national and local levels, and to develop the capacity of communities to engage
meaningfully with the health sector through formal and informal mechanisms of participation

and enhanced community-based services (Massyn, Padarath & Peer 2017:4).

Although South Africa has deinstitutionalized patients with serious mental illness, there has
been little or no parallel development of community-based mental health service to
accommodate MHCUs. The burden of psychiatric disability in the context of chronic poverty
and unemployment marginalizes families who care for MHCUs. In 2010, Lund, Kleintjes,
Kakuma and Fisher (2010:400) found a substantial mental health workforce shortage, with
1.2 psychiatrists and 7.5 psychiatric nurses per 100,000 people, which was nearly 10 times
less than many high-income countries. Mental health professionals are concentrated in urban
locations, with some rural provinces having one or no psychiatrist, leading to great disparities
in care. In 2015, Rural Rehab South Africa (RuReSA) (2015:20) reported that rural areas
accounted for almost half the country’s population but still remained the most underserved
and marginalized. MHCUs and their family members needed to be empowered with
knowledge and skills on the management of mental conditions through psychoeducational

interventions provided by primary mental health care professionals (RuReSA 2015:21).

2.4 CONTEXT OF THE STUDY

The study was conducted in Vhembe District, Limpopo Province. This section describes
Vhembe district geographical location, health care services, and health care services staffing.
The context covers community health centres and health care workers of all categories,

including healthcare professionals and non-healthcare professionals, mental health nurses
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and general nurses, and MHCUs.

2.4.1 Vhembe district geographical location

Vhembe District is located in the northern part of Limpopo Province. It borders with Zimbabwe
and Botswana in the north-west and Mozambique in the south-east through the Kruger
National Park. It comprises four health sub-districts, namely Musina, Mutale, Thulamela and
Makhado. The district has a population of 1 387 625, with a population density of 54.2 persons
per km2 and falls in socio-economic Quintile 2, among the poorer districts, and has an
estimated medical scheme coverage of 6.4%. Vhembe is one of the 11 National Health
Insurance (NHI) pilot districts (Health Systems Trust 2015:565)

According to the STATSSA (2018:14), Vhembe district municipality had 382 358 households,
Thulamela had 130 321, Makhado had 116 371, Musina had 43 730 and Collins Chabane
had 91 936 households. Thulamela municipality had the highest number of households
followed by Makhado, Musina and Collins Chabane municipalities. The district covers 27 969

148 square kilometres of land with a total population of 1 393 949 people.

2.4.2 Vhembe district health care services

Vhembe District has six functional district hospitals, one regional hospital, one specialized
mental hospital (the only designated mental hospital that admits chronic, state and mentally
challenged patients from all districts of Limpopo province), 115 clinics, eight community
health centres and 19 mobile clinics. Eight district hospitals offer first level of care and one
regional hospital offers secondary level of care. Outreach health service is provided by mobile
clinics to the community. Three general hospitals do not have mental health care units but
admit MHCUs for 72-hour assessments and observation in the general hospital in mental
health care units (Vhembe District Municipality 2020/2021:75).

All primary health care facilities provide a comprehensive primary health care package. All
clinics have good communication systems and access to internet connectivity. Facilities have
a supply of electricity, clean water and sanitation. Sixty clinics provide primary health care
services for 24 hours on-call system. Eight community health centres and five clinics provide
24-hour service. The Central Chronic Distribution and Dispensing of Medicine (CCMDD)
program is implemented in all the community health centres where the study was conducted
(Vhembe District Municipality 2020/2021:75).

According to the South African Nursing Council (SANC 2019:3), primary health care nurses

are allowed to renew the doctor’s prescription but not to prescribe except in emergency
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situations All primary health care nurses, irrespective of training in mental health, are allowed
to prescribe but with restrictions (e.g., they are not allowed to initiate prescriptions but are
allowed to continue prescriptions). Two of the clinics have emergency medical practitioners
stationed in the facility for the provision of emergency services. The clinics have adherence
clubs formed by chronic patients who have demonstrated compliance with medication. The
club members are given a supply of medication lasting for two to three months. A severe
shortage of professional support staff and infrastructural challenges compromise the

provision of quality primary healthcare services (Rabie, Coetzee & Klopper 2016:29).

Shilubane and Khoza (2014:282-283) found that non-mental health nurses referred problems
with MHCUs to mental health nurses. Every community health centre had a mental health
coordinator referred to as a focal nurse allocated the responsibility of ensuring that the mental
health service was running smoothly while working with other professionals and non-
professionals (Shilubane & Khoza 2014:382-383). The mental health nurses engaged the
family members of the MHCUs only when there were problems with the MHCU because the

majority of the users were not accompanied for treatment follow-ups.

Tables 2.1 and 2.2 indicate the ratio of mental health nurses to MHCUs or family members.

2.4.3 Vhembe district health care services staffing

The eight community health centres of Vhembe district are staffed mainly by nurses and
health care providers that include lay counsellors, peer supporters, health promoters,
pharmacy assistants and support staff (DOH 2015).

There are 14 nurse managers consisting of one assistant manager and two operational
managers in each community health centre and some facilities do not have adequate
managers responsible for supervision to ensure quality of primary health services. In the eight
community health centres, out of 136 primary health care professional nurses, 60 are trained
in mental health and two professional nurses with advanced psychiatry are allocated in the
mobile clinic. The district has a functional mental health review board and one advanced
psychiatric nurse practitioner acting as district mental health coordinator. Municipal ward-
based outreach teams, consisting of community health workers, provide health promotion,
support and follow up to patients in the communities. There are 210 community health care
workers who conduct an average of seven home visits in rural areas and four home visits in
deep rural villages and are able to refer MHCUs who show signs and symptoms of relapse
to the focal nurse (mental health nurse) (DOH 2015).
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The community health centres are staffed with multidisciplinary teams that conduct outreach
mental health services on a monthly basis. The teams consist of a clinical psychologist,
occupational therapist and social workers stationed at the district and regional general
hospital of Vhembe district. A psychologist and medical doctor visit the facility once a week
to see MHCUs referred by the primary health care nurses and do six-monthly reviews of
medication of chronic MHCUs. There is only one psychiatrist in Vhembe district who visits
the district hospitals on a monthly basis stationed at a mental hospital (Mulaudzi, Mashau,
Akinsola & Murirwa 2020:5).

In 2017, Sodo and Bosman (2017:20) found that community health workers were given the
responsibility of tracing MHCUs who defaulted medication. However, community health
workers’ involvement in the health system was largely to support the HIV/AIDS program, with
little attention given to providing mental health services, and deployment through a system of

non-governmental organization (NGO) contracts (Sodo & Bosman 2017:20).

Table 2.1 Mental health nurses and MHCUs in Vhembe District community health

centres
Community No of MHCUs No of mental health | Ratio of mental health
health centre nurses nurses to MHCUs
1. Bungeni 93 10 1:9
2. Makhado 70 4 1:18
3. Mphambo 15 4 1:4
4. Mutale 86 4 1:22
5. Thohoyandou 150 14 1:11
6. Tiyani 78 11 1:7
7. Tshilwavhusiku 94 5 1:19
8. William Eddie 80 8 1:8
Total 666 60
Source: Vhembe district community centres attendance register and staff establishment (2021:np)
Table 2.2 Primary health care nurses, community health workers and MHCUs
Community Nurse PHC Mental Percentage | CHWs MHCUs Social
health centre managers | nurses | health of mental orkers
nurses | health
nurses
1 | Bungeni 1 16 10 62.5 34 93 01
2 | Makhado 3 18 4 222 24 70 6
3 | Mphambo 1 17 4 23.5 40 15 2
4 | Mutale 3 15 4 26.6 13 86 3
5 | Thohoyandou 3 24 14 58.3 19 150 2
6 | Tiyani 3 16 11 68.7 8 78 2
7 | Tshilwavhusiku | 3 17 5 294 18 94 2
8 | William Eddie 3 13 8 61.5 54 80 3
Total 14 136 60 210 666 21

Source: Vhembe District Community Health Centres organogram (2021:np)
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The rural villages of Vhembe district face challenges such as poor roads; shortage of water;
shortages of support staff and health care professionals, especially mental health care
practitioners, and poor infrastructure that compromise the provision of quality health care. A
high level of crime in healthcare facilities negatively affects 24-hour service provision and a
poor relationship exists between police officers and stakeholders (Vhembe District
Municipality 2019/20 IDP Review:104).

2.5 CONCLUSION

This chapter outlined the THPN, policy and legislative framework for promotion of mental
health of the family members of MHCUSs, and the study context, including descriptions of the
community health care centres of Vhembe district. Chapter 3 describes the paradigm,

research design and methodology of the study.
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CHAPTER 3
PARADIGM, RESEARCH DESIGN AND METHODOLOGY

3.1 INTRODUCTION
Chapter 2 outlined the theoretical framework for the study, policy and legislative framework
for the promotion of mental health of the family members of MHCUs, and the study context.

This chapter describes the paradigm, research design and methodology of the study.

3.2 PARADIGM

Polit and Beck (2017:720) describe a paradigm as a world-view or a way of looking at natural
phenomena that encompasses a set of philosophical assumptions that guides one’s
approach to inquiry. The research paradigm thus provides the researcher with a frame of
reference to ask and answer the research questions. A paradigm is a way of thinking about
something or a belief system that guides how we do things, or establishes a set of practices
ranging from thought patterns to action (Creswell 2014:18).

In this study, the researcher adopted pragmatism as the research paradigm. Pragmatism is
a world-view and a set of assumptions about how things work; a basic set of beliefs that guide
action (Creswell 2014:35). The philosophy searches for solutions that a community engages
in with the purpose of changing an identified social problem (Prasad 2021:7). Pragmatism
believes that reality is constantly renegotiated, debated, interpreted, and therefore the best
method to use is the one that solves the problem. Using a pragmatist paradigm, the
researcher used a sequential explanatory design to obtain a clearer picture of the
participants’ reality and answers to the research questions (Creswell 2014:35). Community
participation was considered pivotal to find the most feasible and workable solutions to the
problems that negatively impacted on the lives of family members of MHCUs. Individual
interviews were done at participant family members’ home settings and stakeholders were
engaged in an NGT workshop to identify interventions to address family members’ needs as

a way of providing support.

The paradigmatic perspective will be discussed in terms of the history of pragmatism,

pragmatism as a research paradigm, and philosophical assumptions of pragmatism.

3.2.1 Historical overview of pragmatism

Historically, pragmatism was divided into the early period from 1860 to 1930 and the neo-
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pragmatic period from 1960 to the present. The early American pragmatists were Charles
Sanders Peirce, William James, John Dewey, George Herbert Mead and Arthur F. Bentley.
These philosophers rejected the scientific notion that a social science enquiry was able to
access the ‘truth’ using a single scientific research method (Mertens 2010:38).

Dewey examined pragmatism as a philosophy and its orientation to solving real problems.
Dewey’s philosophical idea was to demonstrate a new direction in which philosophy moved
away from abstract thinking towards an emphasis on human experience (Morgan
2014:1049). Dewey focused on the nature of experience and maintained that (1) actions
cannot be separated from the situations and context in which they occur; (2) actions are
linked to consequences in ways that are open to change (if the situation of the action
changed, the consequences would also change, despite the action being the same), and (3)
each individual's knowledge is unique based on individual experience, considering that much

of the knowledge is socially shared (Morgan 2014:1049).

Wahyuni (2012:71) highlights that one should view research philosophies as a continuum
rather than an option that stands in opposite directions. Pragmatism believes that objectivist
and subjectivist perspectives were not commonly exclusive. The main emphasis is on what
works best to solve the research problem. Thus, pragmatist researchers have an opportunity
to use both quantitative and qualitative research designs to enable them to better understand
social reality (Wahyuni 2012:71).

3.2.2 Pragmatism as research paradigm

A pragmatic approach draws on what works to solve the problems, using diverse approaches,
and is not committed to a single system of philosophy and reality. The world we live in is seen
to have several realities that are open to enquiry (Polit & Beck 2017:160; Morgan 2013:7-8).
Thus, as a research paradigm, pragmatism orientates itself toward bringing solutions to
practical problems in the real world. This endeavour occurs when the researcher confronts
situations that do not fall within the existing knowledge base (Morgan 2013:7-8).

Dewey developed a five-phase or step process of enquiry (Morgan 2013:65) that can be
summarized as follows:

1. The enquirer encounters a problematic situation in the clinical area that cannot be
explained by previous experience. In this study, the researcher observed that MHCUs
were discharged home after a short in-patient stay. Families experienced burdens in
the care of the MHCUs as they lacked the necessary knowledge and skills to provide

care, treatment and rehabilitation. In this study, the researcher observed that MHCUs
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are frequently readmitted in the mental health care units. They spent more time in the
hospitals than in their communities. MHCUs are not adequately supervised by the
family members as evidence by high rate of relapses of MHCUs in Vhembe district.
Poor supervision of the treatment program by the family members could be due lack
of the knowledge and skills to provide care, treatment and rehabilitation.

2. The enquirer reflects on and defines the nature of the problem. The researcher
observed that many MHCUs admitted in mental healthcare units of the general hospital
in Vhembe district were well known to the service. When interacting with the family
members they expressed feelings of anger, frustration, loss, grief, and being
powerless, indicating that they were “lost and left out” by the mental health system.
Family members reported that they are not being empowered with knowledge and
skills on the management of the mental iliness. For example, families and patients can
be taught to identify the symptoms of relapse before relapses takes place. In addition,
they can also be educated on the management of relapse in their communities by the
mental health nurses.

3. The enquirer searches for potential solutions that could bring about practical solutions
to solve the problem. In this study, the researcher developed a psychoeducation
program as a solution to support the family members caring for a member with mental
illness.

4. The enquirer reflects on the likely consequences of putting potential solutions into
action. The findings of this study should give the mental health providers a better
insight into the support needs of family members of MHCUs and provide the
necessary family-focused interventions to help them cope better with care provision.

5. The enquirer tests what appears to be the best solution for resolving the problem. The

developed family psychoeducation program was refined using the e-Delphi technique.

Researchers as pragmatists have freedom of choice of the methods, techniques and
procedures of research that best meet their needs (Polit & Beck 2017:160). The main goal of
using two methods is to use the strength of one method to enhance the strength of the other
method. In this case each method serves a different purpose, and one method builds on the
other (Creswell 2018:17).

In this study, the researcher addressed the research problem by using multiple approaches
to answer the research question. In phase |, the researcher explored the needs of family
members caring for MHCUs in Vhembe district, Limpopo Province. Individual semi-structured
interviews with family members were used to collect data in phase 1. The findings of phase |

were presented to the participant stakeholders in phase 2 during an NGT workshop aimed at
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development of the psychoeducational program to support family members of MHCUs. The
final phase refined the program using an e-Delphi technique with experts in the field of mental
health, policy and program development, such as academic researchers and mental health

care practitioners.

3.2.3 Philosophical assumptions of pragmatism
Pragmatism is underpinned by ontological, epistemological, and methodological

assumptions.

3.2.3.1 Ontological

Ontology is the study of being or reality. Ontological assumptions are concerned with the
reality that is being investigated (Creswell & Poth 2018:33). The pragmatic researcher
switches between two views: External reality and the multiple perceptions of reality in
participants’ minds and thus between different research approaches and methods. The same
phenomenon is studied from different positions that contributes to triangulation and cross-
validation (Maarouf 2019:8).

In this study, the family members were given a platform to share the reality of their needs
related to caring for a MHCU. Secondly, stakeholders with diverse experiences in mental
health issues were given an opportunity to develop a draft psychoeducational program to
address the needs of family members caring for MHCUs. This reality of what works and
practical solutions to problems in clinical settings formed the basis for what concepts to
include in the psychoeducational program.

3.2.3.2 Epistemological

Epistemology refers to the relationship between researcher and participant (Creswell & Poth
2018:18). Pragmatism creates a link between the ontological and epistemological pragmatic
assumptions. Researchers switch between being objective and subjective and in
consequence switch between accepting observable and unobservable knowledge (Maarouf
2019:9). Pragmatists conclude that all knowledge of the world is based on experience and is
social knowledge. Individual knowledge is unique as it is based on individual unique
experiences. Pragmatic epistemology ensures that the researcher is free to connect with the
relevant participants for the phenomenon under study (Tashakkori, Johnson & Teddlie
2020:208).

In this study, the researcher engaged with different participants of diverse backgrounds and

expertise in terms of knowledge and experiences. The researcher triangulated the data
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collection and analysis methods to acquire knowledge. The researcher believed that
knowledge could be obtained through individual interviews (engaging family members to
explore their life-world of caregiving to MHCUs), an NGT workshop as well as an e-Delphi
technique to yield the best solutions for the research problem. The psychoeducational

program holistically addresses the needs of families caring for MHCUs.

3.2.3.3 Methodological

Methodological assumptions refer to how researchers know what they know, and the way
researchers obtain knowledge (Polit & Beck 2017:13). Pragmatism is the best philosophical
foundation to answer research questions in that it justifies the truth of what works best to
solve the problem in clinical practice. The researcher has freedom of choice of the methods,

techniques and procedures to conduct the research project (Polit & Beck 2017:160).

The researcher was not restricted to a single method but able to resolve the research problem
using diverse approaches, making it more flexible and feasible to find appropriate solutions.
In this study, a qualitative method, NGT workshop with stakeholders and an e-Delphi
technique were used to gather knowledge from participants and reach a level of consensus

on the program.

3.3 RESEARCH SETTING

Vhembe district in Limpopo Province was purposively selected as the research setting for
this study as it is one of the five districts in Limpopo Province. All eight community health
centres in Vhembe district were selected as they have a high number of the MHCUs (see

Chapter 2 for detailed description).

3.4 RESEARCH DESIGN

The study used a multimethod design by using a series of complementary methodologies,
chosen to answer the research question (Anguera, Blanco-Villasen, Losada, Sa'nchez-
Algarra, & Onwuegbuzie 2018:2765). The design was mostly qualitative in nature, with small

quantitative components in the NGT (ranking of ideas) and the Delphi (consensus rates).

3.4.1 Rationale for a multimethod research design

The rationale for using a multimethod approach was to obtain a better understanding of the
research problem and to provide evidence-based findings and a different picture from when
one approach is used. This allowed the researcher to view the research problem from multiple
perspectives (Creswell 2018:213). The application of multiple research approaches draws on

the strength of each method to answer the research questions. It views problems from
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multiple perspectives to enhance and enrich the meaning of particular solutions (Creswell
2018:215).

This study was guided by an exploratory sequential design. In phase 1, the researcher
collected qualitative data from family members caring for MHCUs. The data were analysed,
and the findings informed data collection in the subsequent phase (Fetters et al 2013:3). In
phase 2, an NGT (qualitative and quantitative) approach was employed to generate ideas
from stakeholders on which topics should be included in the draft psychoeducation program.
In Phase 3, an e-Delphi technique (quantitative and qualitative) was used to refine the
psychoeducational program and reach consensus on the final program from a team of

experts (see chapter 1, Table 1.2)

Integration of the phases of the study took place through building, where one database
informed the data collection approach of the other (Fetters et al 2013:3). The results from

phase 1 informed the data collection of phase 2, meaning the latter built on the former.

3.4.2 Qualitative approach

A qualitative approach is flexible, capable of adjusting to new information in the course of
data collection; tends to be holistic, aimed at an understanding of the whole; often involves
merging various data-collection strategies and requires qualitative researchers to be become
intensely involved, and lastly, relies on ongoing analysis of data to formulate subsequent

strategies and determine when data collection is done (Polit & Beck 2017:463).

The researcher endeavoured to understand the whole picture from multiple perspectives
(family members, mental health care stakeholders and experts), and identify the many factors
involved in caregiving to sketch the larger picture that emerged. In phase 1, The researcher
learnt about the problem from family members’ frame of reference to develop a complex and
holistic picture of the problems experienced by family members. The researcher believed that
knowledge could be obtained through interviewing the participants as the researcher
interacted with them. In phase 2 the perspectives of stakeholders were obtained during NGT
discussions and in phase 3, comments and recommendations were obtained from experts.
The researcher entered the research setting with an open mind ready to be immersed in the
complexity of the situation in order to gather information holistically from all angles of the

phenomenon. The qualitative approach was exploratory, descriptive and contextual.

3.4.2.1 Exploratory

The purpose of exploratory research is to seek new insights, ask questions and asses
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phenomena in a new light (Rahi 2017:2). The researcher explored the physical ,
psychological, social and spiritual needs of families caring for MHCUs in Vhembe district of
Limpopo Province. In the NGT and e-Delphi, the perspectives of stakeholders and experts in
the field were explored. The researcher chose the exploratory method to gain new insight,

obtain new ideas, and enhance knowledge on the phenomenon under study.

3.4.2.2 Descriptive

According to Polit and Beck (2017:471), a descriptive approach allows a researcher to
describe and document aspects of the phenomenon as it naturally occurs. In this study, the
researcher interviewed family members caring for MHCUs at their homes allowing them to
describe their needs while the researcher used effective communication skills as an
advanced mental health nurse practitioner to gain a deeper understanding and rich data.
During the interviews, the researcher took field notes. The views of the NGT and the e-Delphi

participants were described and integrated in the psychoeducational program.

3.4.2.3 Contextual

In contextual research, the researcher aims to provide descriptions of details, meanings, and
context, typically from the perspective of the people living it (Leavy 2017:5). In this study, the
researcher conducted face-to-face, semi-structured interviews at the homes where the
families provided day-to-day care to MHCUs. Furthermore, attention was given to how
caregiving was experienced by the family caregivers in relation to their caregiving needs.
Thus, the researcher remained focused and contextual throughout the interviews. The NGT
was conducted with the input of local stakeholders. The e-Delphi constituted a wider
population, and the experts were selected because of their experience and knowledge in the
field of mental health care and family support.

3.4.3 Quantitative approach

A quantitative research approach is a formal, objective, rigorous, and systematic process of
collecting numerical data. Numerical data are collected to describe the new situation or event,
examine relationships among variables, and determine the effectiveness of interventions
developed (Grove & Gray 2018:30). Phase 2 commenced with workshop with stakeholders
who are involved in the care of MHCUs and their families, to develop a psychoeducational
program to support family members caring for MHCUs in Vhembe district Limpopo province
using a NGT. Phase 3 entailed the refinement of psychoeducational program to support
family members caring for MHCUs using e-Delphi consensus method and reach consensus.
In phase 3, a quantitative approach was followed and a questionnaire was designed for the

e-Delphi expert panel to review the draft psychoeducational program for supporting family
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members caring for MHCUs in Vhembe district in Limpopo Province. The questionnaire
contained variables for validation of the program using a 4-point Likert scale that led to

reliable results (see chapter 7 for discussion).

3.5 RESEARCH METHODS

Research methods refer to the techniques, steps, procedures and strategies used by
researchers to plan a study, and to gather and analyse data in a systematic fashion relevant
to the research objectives and questions (Polit & Beck 2017:160). The research methods are
discussed under the following subheadings for each phase: study population, sampling and
sample, data collection and analysis.

3.5.1 Phase 1: Exploration and description of the needs of family members caring for
mental health care users
Data was collected from family members caring for MHCUs, using in-depth individual

interviews.

3.5.1.1 Population
A research population refers to the entire set of elements, individuals or objects having some
common characteristics in which a researcher is interested (Polit & Beck 2017:273), and meet

certain criteria for inclusion in a given universe (Grove & Gray 2018:229).

In phase 1, the target population was all family members caring for known MHCUs who visited
community health centres for monthly follow-up at district health centres of Limpopo Province,
while the accessible population was family members caring for the MHCUs who met the
inclusion criteria and whose MHCUs attended their treatment reviews at the community
health centres of Vhembe district. Family members who are living in the same household with
MHCUs were purposively selected. The researcher believed that they were more
knowledgeable and experienced regarding the phenomenon under study as they spent most
of their time taking care of the MHCU.

3.5.1.2 Sampling and sample

A sample is a selected subset of the accessible population to represent the entire population
in a study while sampling refers to a process of selecting a portion of people, events,
behaviours or other elements to participate and represent the entire population (Polit & Beck
2017:739). The study used purposive, non-probability sampling. Purposive sampling is based
on the researcher’s judgement of the participants who are especially knowledgeable or have

experience of providing care to the MHCUs at home (Polit & Beck 2017:740; Grove & Gray
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2018:479).

Sample size in qualitative research relies on quality of information obtained from persons
rather than on the size of the sample. The sample size is determined by the scope of study,
saturation of information and quality of collected data (Grove & Gray 2018:251; Creswell &
Poth 2016:186). Saturation occurred when no new data emerged in the interviews. Thus, the
researcher stopped collecting data when categories (or themes) were saturated, and the

participants provided no new insights or information.

a) District and primary health care facilities

Non-probability purposive sampling was used to select the district, community health centres
and participants. Limpopo Province consists of five districts, and Vhembe district was
purposively selected based on statistics of admission rates which was highest of all the
district (District Health Barometer 2014-2015:218). All eight community health centres were
selected because of high numbers of MHCUs treated at these primary health care facilities

and to ensure good presentation of the population is obtained.

b) Participants

The researcher used purposive sampling to select the family members who were
knowledgeable and experienced regarding the phenomenon under study and who the
researcher believed would provide information-rich data. Family members with two or more
years’ experience of caring for a relative with mental illness were selected to participate in
the study.

3.5.1.3 Recruitment of participants

The researcher distributed the Vhembe district approval letter (see Annexure F) during an
appointment with the facility nurse managers of all the health centres to introduce the study.
The nurses and a team of community health workers assisted with sending invitations to the
responsible family members of the MHCUSs, and included those who did not accompany their
MHCUs to the clinic for monthly follow-up visits. The researcher also approached and
recruited prospective participants as they accompanied MHCUs for treatment follow-ups. The
researcher obtained cell phone numbers of the family members from the MHCUs who came
for follow-up. The researcher informed the family members of the study and explained the
purpose and objectives to them. Recruitment ceased after 16 family members agreed to
participate in the study. The family members were informed that they were selected because
they have knowledge about the topic. Thereafter the date and time for the interview was

secured which was convenient for the participants. The researcher and the prospective
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participant exchanged telephone numbers.

To be included in the study, family members had to
e Be 18 years and older and involved in the care of a relative diagnosed with mental
illness according to Diagnostic and Statistical Manual of Mental Disorder (DSM-5)
(APA 2013) as on the MHCU's file.
¢ Be living with the MHCU.
e Have provided care to the MHCU for a minimum of two years.
o Be able to speak Tshivenda or to express themselves in English.

¢ Give voluntary informed consent.

The researcher excluded family members who
e Were not 18 years or older or not involved in the care of a relative diagnosed with
mental illness.
¢ Did not live with the MHCU.
e Had less than two years’ experience of caregiving for the MHCU

e Were not fluent in Tshivenda or able to express themselves in English.

3.5.1.4 Data collection

Data collection refers to the gathering of information to address a research problem (Polit &
Beck 2017:725). Grove and Gray (2018:470) define data collection as gathering information
relevant to the research purpose or specific objectives, research questions or hypothesis of
the study.

The researcher collected data in face-to-face semi-structured interviews, using an interview
guide (see Annexure D). This method provided a detailed picture of participants’ perceptions
or beliefs about the research topic. The purpose of using individual interviews was to gather
in-depth and rich data (Brink et al 2018:158). The researcher selected interviews rather than

focus groups because the participants were geographically far apart.

a) Pilot interview

The researcher conducted a pilot interview to verify whether the questions of the interview
guide were well phrased and the time required for interviewing (Brink et al 2018:161). The
researcher conducted two in-depth interviews with two family members at one community
health centre one month prior to the study. The participants were not included in the study.

The questions and methods were deemed appropriate by the researcher and supervisors to
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obtain the required data.

b) Interviews

The researcher asked the managers of the community health centres to secure a private
room which was free from distraction to accommodate participants who might prefer to be
interviewed at the community health centre. All the participant family members chose to be
interviewed at home. The researcher telephonically arranged a convenient date and time for
meeting with the participants to establish rapport before the actual data collection with the
family members who agreed to participate in the study. Data collection commenced at the
beginning of April and ended in June 2020, and was delayed by the COVID-19 lockdown alert

level as the researcher had to wait for the lower level of lockdown restrictions protocol.

Data collection commenced after informed consent was signed by the participant. Before the
interview was conducted, the researcher obtained verbal permission from the MHCU so that
the family members would feel at ease and to avoid conflict between the MHCU and the
participant. The participants were given an information sheet about the research purpose,
objectives and research questions as well as an informed consent form to sign and complete
(see Annexure A). For participants who could not read or write, the researcher read the
information sheet aloud. The participants gave verbal consent and made a cross on the
consent form as signature. The researcher obtained the participants’ permission to audio-

record the interview as well as their demographic data and the field notes.

The interviews were conducted in the home setting and most of the interviews were done
during the weekends according to the participants’ preference. The home setting was flexible
and convenient to the family members. The interviews were audio-recorded and lasted 30-
45 minutes. The researcher reminded the participants about the interview telephonically two
days before and on the day of the meeting. Before the interview started, the researcher
explained the purpose of the study and the reason for interviewing the participant. The
researcher also explained that they were part of the study because they were more
knowledgeable about the topic and to provide a platform to narrate their lived experiences of
the support they needed. The participants were informed that they were under no obligation
to participate in the study and had the right to withdraw at any stage of the study should they
wish to do so. The researcher told participants that they could refuse to answer questions
that were too sensitive or caused emotional discomfort. Two participants who became
emotionally affected were supported by the researcher and referred for further counselling
by a psychologist. They did not require long-term interventions. The participants were

encouraged to share their experiences related to their needs freely.
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The researcher ensured adherence to the COVID-19 restriction measures throughout data
collection. The researcher provided sanitizer and face masks for the participants. The
interviews were conducted in a ventilated private space free from distractions. The researcher
obtained background information from the participants, including their years of caregiving to

the MHCU, their age, occupation and relationship with the MHCU.

The interviews were conducted in Tshivenda and English, because the researcher was fluent

in both languages. The central questions which guided the interview was:

e What are your needs regarding caregiving to your family member with mental illness?
o What are your challenges with regard to the care of your family member diagnosed
with mental illness?

o What kind of support do you need to help you cope with the caregiving responsibility?

Probing questions were asked when necessary (see Annexure D for interview guide). At the

end of the interviews, the researcher thanked the participants for their time and information.

¢) Role of the researcher
The role of the researcher is described under communication, reflexivity and bracketing.

i) Communication

The researcher established rapport and maintained an attitude of unconditional acceptance,
respect, empathy, openness and honesty. The researcher employed effective
communication techniques to facilitate the interview in order to get in-depth accounts of the
life-world of caregiving at home. The researcher appeared relaxed, maintained an open
posture and eye contact and leaned slightly forward to convince the participant that the
researcher is listening. As the participants narrated their lived experiences in caring for the
MHCUs in relation to their needs, the researcher listened and communicated carefully
throughout the interview session (Middleton 2020:170-171) as follows:

o Listening: The researcher listened, paid attention throughout the interview, giving
participants the opportunity to narrate their stories without interruption.

e Probing: Probing questions were asked, emanating from the participants’ answers,
to allow participants to elaborate on responses, deepen the response to a question,

and to increase the richness of information obtained during data collection. For
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example, the researcher would give a probing statement like “tell me about it” so that
a deeper understanding was reached.

e Minimal verbal response: The researcher used minimal verbal response, rather
nodding her head, saying “mm”, “yes”, “continue” to allow free flow of information and
encourage participants to talk. This made the participants feel relaxed and willing to
talk about their experiences.

e Clarifying: The researcher sought clarification on statements that she did not
understand to avoid assumptions and misinterpretation of verbal and non-verbal
messages.

e Reflecting: The researcher reflected the message conveyed by repeating the
participant’s as a question in order for the participant to expand on the important
points which were valuable to answer the research question.

o Focusing: The researcher gave participants full attention as they deliberated their
own experiences with regard to exploration of their healthcare needs in order to help
them focus.

e Paraphrasing: The researcher rephrased the participants’ words, but without losing
the meaning. This encouraged the participants to give more information.

o Validating: The researcher paid attention to both verbal and non-verbal clues and
interpreted their non-verbal communications, such as vocalization, facial expressions
and body gestures and recorded these as field notes to give the collected data more
meaning.

¢ Silence: This involved perceiving the participants’ body movement, facial expressions
and quality and tone of voice. The researcher kept quiet to allow the participants to
think and continue to talk at their own pace without interference.

ii) Reflexivity

To ensure that data collection was free from bias and perspective, the researcher applied
reflexivity and bracketing throughout the study. Reflexivity means “turning the researcher lens
back onto oneself to recognize and take responsibility for one’s own situatedness within the
research and the effect that it may have on the setting and people being studied, questions
being asked, data being collected and its interpretation” The researcher can incorporate
reflexivity into qualitative study by writing notes on observations made about the data

collection process (Creswell 2018:182).

The researcher used reflexivity and engaged herself in conscious self-awareness and

thoughtful consideration during the study. The researcher continually evaluated her personal
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experience, inter-subjective dynamics and the research process itself. Reflexivity was applied
through self-examination, self-awareness, and reflective notes. Reflexivity allowed the
researcher to be critical about what she heard and how best to give meaning to what was
heard. The researcher offered the participants a platform to share their experiences and
opened herself up to learn from them. Throughout the process, the researcher wrote
reflective notes about her own perceptions and experiences to bracket her perception and

interpretation from the phenomenon being studied.

iii) Bracketing

Bracketing is a process of recognizing and holding in abeyance preconceived beliefs and
views about a phenomenon being studied (Polit & Beck 2017:471). This qualitative research
technique requires researchers to identify their personal preconceptions and beliefs and
consciously set them aside for the duration of the study (Grove & Gray 2018:468). The
researcher had 24 years of experience of working in mental care units and interacting with
families of MHCUSs. The researcher held back preconceived and Christian beliefs and values
from interfering with individual interviews. The participants were given a platform to talk freely

while the researcher applied effective communication skills.

Before starting data collection, the researcher ensured that she bracketed her own values,
perspectives, philosophies, ideas and any personal biases that might have influenced the
question or results of the study. The researcher suspended prejudice and prejudgement in
order to prevent her expectations from shaping the data collection or imposing her
preconceived ideas on the findings.

d) Field notes

Field notes refer to records of activities, or a means of documenting applicable information
observed where words are inadequate to describe experiences during interviews (Polit &
Beck 2017:521). Field notes provide written information about interviews that may be helpful
in understanding the participants’ expression. The researcher took observational and

reflective notes.

i) Observational notes

Observational notes involve recording objective descriptions of observed events,
conversations, information about actions, and dialogues within the context that they
happened (Polit & Beck 2017:521). In this study, the researcher took observational notes
based on what was seen, heard and detected during the individual interviews. Important

information like date and time of reporting, and participants’ style and behaviour of
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communication were taken into consideration during the recording of observational notes.

Table 3.2 lists examples of observational notes recorded by the researcher.

Table 3.1 Examples of observational notes

Date of reporting observation field notes

Although the participants were informed on time and several reminders two days before the

appointment, they chose their own date and some participants did not own their invitation.

Time of reporting the field notes

Most of the participants did not report as scheduled. Some reported 15-35 minutes late, | had to
wait patiently while engaging those who were already there in conversation in order for them not to
feel bored. Before the commencement of the individual interview, | ensured that participants were
relaxed and ready for the interview. Despite the delays, no participants withdrew from the study.
One participant withdrew from the study due to bereavement. The participant lost the brother due
to COVID-19 related complications after an appointment was arranged. Individual therapy was

provided and then was referred for counselling by psychologist or a counsellor.

Participants’ style and behaviour of communication

Virtually all the participants interviewed voiced their ideas and expressed their feelings, especially
when telling stories of their psychosocial healthcare needs. Out of the 16 participants only one
became emotional at a certain point during the interview session. | encouraged her to cry as sharing
tears is also a therapy on its own, | could not apply a therapeutic touch due to COVID-19 restriction
protocol. | just offered her a tissue to wipe hre tears and gave her a glass of water to drink. | paused
for a while being silent, then after a while | observed that she seemed to have stopped crying. |
asked her if | could continue with the interview. She responded by saying “Yes, | am fine let us

continue.”

b) Reflective notes

Reflective notes are the researcher’s notes on her thoughts, feelings, personal experiences,
insights or ideas and concerns in the field during the research (Polit & Beck 2017:520).
Reflective notes helped the researcher to maintain reflexivity and bracketing. Table 3.2

provides examples of reflective notes recorded by the researcher.

Table 3.2 Example of reflective notes

On the day of the interview, | was impressed by the way the participants were welcoming. Before |
could locate the respective homes of the participants, | managed to get hold them telephonically so
that they could direct me. The road was worse than expected as it was damaged by heavy rains,
but | managed to reach them though it took longer. | found them prepared to welcome me. A private
conducive space was prepared by the participant, free from disturbance, with chairs made available
placed far apart, sanitizers or a container with water for hand washing as measures to mitigate the
spread of COVID-19 infection.
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During the collection of data, | felt deeply touched as the participants shared lived experiences of
surviving in a life-world characterized by experience of psychological, social, physical, spiritual and
financial stresses associated with caring for the family member with mental iliness, which is a life-
long commitment. The worst scenario is when you find that there is no shared responsibility amongst
the other near relatives, community members and the department of health as there is poor
collaborative effort. The feeling of being emotionally and psychologically drained was a dominant
perception. Some of them talked at the top of their voices and at times displayed an irritable mood
as the interview continued. One participant could not hold her tears as she narrated how challenging
the situation was impacting her life. Caregivers indicated that they no longer had their own social
life at all since they were caught up in caregiving which is happening in silos. They expressed how
they suffered stigma and discrimination from society, which made them withdraw from social

contact.

3.5.1.5 Data analysis

Data analysis refers to the systematic organization and synthesis of research data (Polit &
Beck 2017:725). Data was analysed thematically following Braun and Clarke’s (2013) six
steps of thematic analysis. Thematic analysis refers to the process of discovering
commonalities across participants and seeking natural variation (Polit & Beck 2017:536). The
method was chosen because it provides a flexible approach which yields a rich and detailed
yet complex account of data; does not require intensive theoretical and technological
knowledge; is easy to apply and is useful in examining perspectives of different research
participants (Braun & Clarke 2013:121). The following steps were followed during data

analysis.

Step 1: Familiarise yourself with the data.

After data collection the researcher listened to the recording many times and transcribed the
interviews and the field notes. During this step, the researcher immersed herself in the data
to get familiar with the depth and breadth of the raw data collected. The researcher repeatedly
read the data and made sure she understood what the participants said. The researcher
remained vigilant and honest about her own perspectives, preconceived ideas, values and

beliefs.

Step 2: Generate initial codes.

The researcher generated the initial codes by classified phrases and words used by
participants that are connected to the research questions. Coding involves generating pitchy
labels for important features of the data that is relevant to the research questions. The
identified codes capture the semantic and conceptual reading of the data. During this step,

the researcher remained focused by giving equal attention to all information retrieved from
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participants that may form the basis of themes.

Step 3: Search for themes

In this step, the researcher organized and retrieved all data that had been initially coded, and
the list of different codes identified across the data set. Themes were created by identifying
similarities in the data by aligning codes. The researcher aligned codes and looked for

information with similar meaning to search for themes.

Step 4: Review themes

During this phase, some themes developed branches or subcategories whereas other which
are not real themes collapsed on the way. The researcher reflected on whether the themes
told a convincing and compelling story about the data. Reviewing of themes involved the
refinement of identified themes. The researcher ensured that data within themes were
categorized meaningfully so that there were clear, identified distinctions between themes.
The researcher read all the organized data for each theme to determine whether they
appeared in a coherent pattern. After reviewing the themes, selected themes were refined

into themes that were specific enough to capture sets of ideas.

Step 5: Define and name themes.

The researcher defined and refined the themes to determine whether a theme contained a
category or subcategory. The process was followed by writing up each theme to get the story
that each theme portrayed. The researcher critically examined how each of the themes fitted
into the overall story in relation to the research questions. The researcher wrote a detailed
analysis of each theme, for example asking the question “What story does this theme tell?”
It means identifying the essence of each theme.

The data was independently analysed by the researcher and an independent coder

(experienced in qualitative data analysis) after which consensus was reached on the findings.

Step 6: Produce the report.

The last step involves weaving together the analytic narratives to provide a coherent and
persuasive story about data and contextualizing it in relation to existing literature. The
interpretation was based on the researcher’s understanding of the topic with evidence from

literature reviewed.

3.5.1.6 Literature review

A literature review was done after data analysis to identify the uniqueness of the findings.
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The main purpose of the literature review in qualitative research exercise is to put the study
findings in the context of what is already known in the body of knowledge. A literature review
is done to enable the researcher to identify relationships and variations between the present
and previous studies as well as the potential contribution of the present study to the
knowledge pool (Polit & Beck 2017:743).

3.5.2 Phase 2: Development of draft psychoeducational program to support family
members caring for mental health care users

In this phase, the findings from the individual interviews with family members informed the
data collection approach in the NGT. The participants in the NGT were informed about the
findings from the individual interviews and the literature review, which guided their decisions

in drafting the program.

The NGT was used to generate ideas from stakeholders to assist in drafting a
psychoeducational program to support family members caring for MHCUs. A one-day
workshop was held with stakeholders involved in mental health care and support of families,
using an NGT to generate ideas and reach consensus as a group on what content should be
included in creating an ideal comprehensive psychoeducational program. The findings
assisted the researcher to draft the psychoeducational program. The population, sampling,

data collection and analysis of the NGT are discussed next.

3.5.2.1 Population

The population included stakeholders, health care providers who render care, treatment and
rehabilitation services to MHCUs and their family members, policy developers, and
community representatives who play a role in provision of support to MHCUs together with
their families. The population of the NGT had two categories of stakeholders. The first group
were health care providers (community health workers, psychiatric nurses, community health
centre managers, social workers, occupational therapist, clinical nurse practitioners, review
board members, nurse educators in mental health nursing) who were working in clinical
health establishment and had direct contact and interaction with the families caring for mental
health care users. The second group were leaders in the communities who play an influential
role in health care issues and included church leaders or pastors, community representatives

of SANCO (South African National Civic Organization) and traditional health practitioners.

3.5.2.2 Sampling and sample
The participants were purposively selected based on their knowledge, area of specialization,

years of experiences in the mental health field, and the role they play in the community by
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providing support to the families caring for MHCUs. The clinic managers provided the
researcher with the contact numbers of potential participants. The researcher also identified
potential participants that she knew as a members of the community. To be included in the
NGT, participants had to be:

e Health care providers: primary health care nurses, medical doctors, mental health
coordinators, review board members, occupational therapy technicians and
community health workers who provided care, treatment and rehabilitation to MHCUs
for a minimum of two years.

e Non-health care workers: traditional healer, traditional leader, church leader, based
on their experience of working with family members of MHCUs and impact in the
society in supporting the MHCUs and their families.

e Policy developers and clinic managers based on their leadership role in policy
development and implementation as health care program leaders.

e Willing to participate.

Stakeholders who did not meet the above criteria were not included in the study.

Twenty-four potential participants were invited telephonically, personally, or through their
personal e-mails, and 21 responded positively and were included as they met the inclusion
criteria. The stakeholders in the NGT consisted of community health workers, psychiatric
nurses, a community health centre manager, social workers, an occupational therapist, a
clinical nurse practitioner, a review board member, a nurse educator in mental health nursing,

a church leader or pastor, community representative and traditional health practitioner.

3.5.2.3 Data collection

The NGT was used to create an environment of engagement and consensus to facilitate
inputs from the group members (Botma et al 2022:330). The main reason for engaging
different stakeholders in the NGT workshop was to generate data on what should be covered
in the psychoeducational program for supporting family members caring for MHCUs. Another
reason was that an NGT is a structured face-to-face group session with the purpose of
achieving group consensus and action planning on a chosen topic (Mullen, Kydd, Fleming &
McMillan 2021:2). The participants are individuals who have expert insight into a particular
field of interest, which in this study referred to stakeholders who were experts in mental health

issues and working with members of MHCUSs.
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The stakeholders attended a one-day workshop to address the research questions:

e How can a psychoeducational program to provide support to family members caring
for MHCUs in Vhembe district be developed?

e How can the program address the healthcare needs of family members caring for the
MHCUSs?

o What components or aspects do you think should be included in the psychoeducation
program?

The data collection is discussed according to the preparation and steps of the NGT.

a) Preparation

Permission to conduct the NGT workshop with health care providers at Thohoyandou Health
Centre was obtained from the Vhembe District PHC manager. Permission to engage the
mental health care providers and the practitioners was requested from the CEO of public
district hospitals with mental health care units and the mental health institutions. Permission
to conduct the NGT workshop was granted by the CEO managing the Vhembe public
hospitals (see Annexure F)

The researcher prepared a boardroom in one of the community health centres with the
assistance of the community health centre area managers. The room was large enough to
accommodate all the participants with chairs and a table arranged in a u-shape. The
researcher prepared the following stationery: a box of black pens, plain A4 sheets, A3 sheets,
flip charts, attendance register form, biographical data form, information sheet, different
colour board markers, voice recording devices, laptop, projector, extension cords, hand
sanitizers and extra face masks. A flip chart was placed at the centre at the open end of the
U-shaped table.

The steps of the NGT outlined by Sondergaard, Ertmann, Reventlow and Lykke (2018:5)
were adopted and are discussed as follows: