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LIST OF KEY TERMS AND DEFINITIONS

Acquired brain injury (ABI) is defined as neurological damage that occurs after birth due to a
traumatic brain injury (TBI), such as a blow to the head, fall, motor vehicle collision or sports-
related injury; or a non-traumatic event, such as brain tumour, meningitis, encephalitis, oxygen
deprivation (hypoxia) and stroke. However, congenital disorders and degenerative diseases,
such as Alzheimer’s, Multiple Sclerosis or Parkinson’s Disease do not fall under the category of
ABI (Lezak, Howieson, Bigler, & Tranel, 2012; Ontario Brain Injury Association, 2019). ABI is
an umbrella term which incorporates both TBI and non-traumatic brain injury as part of its
definition, therefore, the terms ABI and TBI are sometimes used interchangeably.
Neuropsychological sequelae or symptoms are defined as the psychological, cognitive and
behavioural deficits of an ABI (Lezak et al., 2012).

Stress is defined as the outcome of an interaction between a person and his or her environment
and is brought about by a stressor(s), which could include any internal or external event or
situation, that is appraised as threatening by the individual and results in a demand being placed
upon an individual causing mental, emotional and physiological strain and tension (Schlebusch,
2000, 2004).

The stress response is defined as the biological, psychological and behavioural responses when
encountering a threat that is appraised as being unmanageable (Schlebusch, 2000, 2004).
Suicidal ideation is defined as having thoughts about suicide, and the intention and desire to
commit suicide with or without making plans or attempting to do so (Schlebusch, 2005;
Wasserman & Wasserman, 2009).

Hopelessness is defined as feeling that neither internal resources nor external efforts can change
a bleak and unresponsive environment and includes a feeling of despair, pessimism and
negative expectancies of the future (Abramson, Alloy, & Metalsky, 1990; Beck, Weissman,
Lester, & Trexler, 1974).

Depression is defined as low mood presenting with psychological, cognitive and behavioural
symptoms (American Psychiatric Association, 2013; Beck, Rush, Shaw, & Emery, 1979; Beck,
Ward, Mendelson, Mock, & Erbaugh, 1961).

Caregiver burden is defined as involving multiple factors and demands associated with being a
caregiver, such as physical, emotional and socioeconomic adverse implications (Buhse, 2008;
Schlebusch & Walker, 2020).



ABSTRACT

Background

This study investigated the relationship between stress, depression, ill health and suicidal
ideation in family members caring for a patient with acquired brain injury. The sample consisted
of 80 family caregivers who are members of Headway Gauteng (the brain injury association)
located in Johannesburg and Soweto, South Africa. Most were primary caregivers (72.5%) with
secondary caregivers making up a smaller percentage (27.5%), their role being to assist and

support the primary caregiver.

Method and materials

The study involved a mixed methodology that incorporated a cross-sectional descriptive and
phenomenological approach. This included self-report procedures (structured questionnaires and
interviews), post-interview content analyses and three individually administered standardized
measures (The Stress Symptom Checklist, The Beck Depression Inventory and Beck’s
Hopelessness Scale). Scores were non-normally distributed. Therefore, nonparametric statistical
tests were used, including the Kruskal-Wallis, Mann Whitney and Chi-Square Tests with a

significance level of p = 0.05.

Results

The results revealed significant levels of stress, depression, ill health and suicidal ideation in the
research participants. Suicidal ideation increased with elevating stress levels and 62.5% (50) of
the sample had received a medical and/or psychological diagnosis after they became a caregiver.
Five themes were identified as causing the caregivers’ profound stress that highlighted a lack of
caregiver support, preparation, referral and education regarding their relative’s acquired brain
injury and the stress they experience due to caregiver burden. Most participants (78.7%) did not
feel adequately prepared by healthcare professionals (during the acute and sub-acute hospital
treatment) for the neuropsychological deficits caused by the acquired brain injury, resulting in
reduced coping and family conflict once the patient started receiving home-based care.
Predominantly the family caregivers identified the patients’ neuropsychological deficits, such as
affect, cognitive ability, behaviour, personality, executive function, and social factors as causing

them profound stress.

Xi



Conclusions

This study underscored a significant prevalence of depression, ill health and stress-related
suicidal ideation in family members caring for patients with acquired brain injury. Early
identification of these problems and referral for appropriate treatment are recommended, along
with the need to alert professional healthcare workers to the value of psychological screening
for elevated stress and poor coping in family caregivers. Additionally, a collaborative effort
between medical and psychological healthcare practitioners is recommended.

Keywords: acquired brain injury; caregiver burden; depression; neuropsychological
sequelae/symptoms; stress; suicidal ideation; ill health.
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CHAPTER 1
INTRODUCTION

This chapter provides an overview of, and rationale for the study.

1. BACKGROUND AND PROBLEM STATEMENT

Globally one of the more common causes of death and disability is brain injury (Hux, Schram,
& Goeken, 2006; Pretorius & Broodryk, 2013). Road traffic accident injuries in South Africa
are estimated to be double the global number (Norman, Matzopoulos, Groenewald, &
Bradshaw, 2007), and the resulting elevated prevalence of traumatic brain injury (TBI) is cause
for concern (Naidoo, 2013), prompting some to refer to TBI as a hidden pandemic (Webster,
Taylor, & Balchin, 2015). Because of progress in healthcare and better resuscitation methods, as
well as limited facilities available to patients recovering from and living with the long-term
effects of acquired brain injury (ABI), there is a growing population of people with ABI who
are being cared for by family members (Diedler et al., 2009; Webster et al., 2015). Additionally,
there is an increasing number of children and young adults surviving TBI with
neuropsychological deficits (Lezak et al., 2012). In South Africa, approximately 89 000 new
patients with TBI are reported per annum (National Institute for Occupational Health, 2019),
and this figure excludes other disorders resulting in ABI, such as stroke and dementia, and

highlights the fact that ABI is a serious public health concern in South Africa.

ABI can result in varied psychological, cognitive, social and physical changes in the patient
(Lezak et al., 2012). Studies investigating the psychological effects of managing and coping
with the neuropsychological and physical changes in the patient tend to report on caregiver
burden (Allen, Linn, Gutierrez, & Willer, 1994; Camplair, Butler, & Lezak, 2003; Manskow et
al., 2017). Symptoms in patients with ABI that appear to increase caregiver burden are
associated with changes and/or vicissitudes in psychological, social, cognitive and personality
functioning (Allen et al., 1994; Anderson, Parmenter, & Mok, 2002; Ashman, Gordon, Cantor,
& Hibbard, 2006), that is the neuropsychological sequelae. The physical impairment in these
patients appear to be of a lesser distressful nature for family caregivers (Allen et al., 1994). This
is important because currently when a patient is discharged from hospital healthcare
professionals tend to focus on preparing the family to care for the patient’s physical well-being
and their activities of daily living (ADL), such as bathing, mobility and eating, with little
emphasis on the neuropsychological sequelae of ABI. Assisting family members and the
patients with ABI to develop more effective coping mechanisms may substantially ease
caregiver burden (Benedict et al., 2000; Lezak et al., 2012; Smith & Godfrey, 1995).



1.1 STRESS, COPING AND HEALTH

The relationship between stress and reduced coping has been established (Everly Jr & Lating,
2019; Folkman, 2013; Schlebusch, 2000, 2012a; Verhaeghe, Defloor, & Grypdonck, 2005). The
human stress response has been described as expressing through two pathways, one being
physiological and the other psychological (Everly Jr & Lating, 2019; Schlebusch, 2000, 2004,
2012b; Selye, 1956). Untreated, unhealthy stress can lead to psychological and/or physiological
symptoms and disorders (Everly Jr & Lating, 2019; Horowitz, 1997; Logan & Barksdale, 2008;
McEwen, 2017; Schlebusch, 2000, 2012a; Thoits, 2010), and result in reduced psychological
resilience in family members caring for patients with ABI, who may experience depression,
suicidal ideation and ill health. Given the above, the conditional probability is high that if stress
experienced by these family members is not adequately managed, it may develop into
pathological stress. In this regard, the study’s objectives are listed under the title AIMS.

1.2 SUICIDE, DEPRESSION AND HOPELESSNESS
The World Health Organization (WHO) (2018) reported several years ago that worldwide
nearly one million people commit suicide every year, and it was suggested that this may
increase to 1.53 million by 2020 (Bertolote & Fleischmann, 2009). In Southern Africa suicide
statistics are also very high and must be viewed with caution as many attempted and completed
suicides are not reported nor recorded due to inadequate data collection and other reasons, such
as cultural and religious reservations (Bantjes & Kagee, 2013; Engelbrecht, Blumenthal, Morris,
& Saayman, 2017; Govender & Schlebusch, 2012; Mars, Burrows, Hjelmeland, & Gunnell,
2014; Schlebusch, 2011, 2020; World Health Organisation, 2018). Both chronic and acute stress
have been found to be critical co-morbid causes of suicidal behaviour in South Africa
(Schlebusch, 2000, 2005, 2012a). The psychological distress experienced by patients with ABI,
as well as their suicide risk, have been well-documented in neuropsychological and
psychological literature (Berman & Pompili, 2011; Cerri, Perin, Cornaggia, & Beghi, 2020;
Chan, Parmenter, & Stancliffe, 2009; Lezak et al., 2012; Mainio et al., 2007; Meroni et al.,
2013; Schlebusch, 1990; Wasserman & Wasserman, 2009), but there is a comparatively marked
paucity of research regarding suicidal ideation and behaviour in family members caring for
patients with ABI, particularly in South Africa. Whereas elsewhere depression and feelings of
hopelessness experienced by caregivers of patients with ABI have been well-examined (Calvete
& de Arroyabe, 2012; Harris, Godfrey, Partridge, & Knight, 2001; Kreutzer, Gervasio, &
Camplair, 1994; Kreutzer et al., 2009; Marsh, Kersel, Havill, & Sleigh, 1998). However, in

South Africa the potential for suicide in other high-risk groups has been well-established, such



as people diagnosed with HIV (Schlebusch & Govender, 2012) and breast cancer patients (van
Oers & Schlebusch, 2016, 2021).

1.3 THE ROLE OF THE HEALTHCARE PROFESSIONAL
ABI and its effects on the patients’ functioning are often misunderstood by the family members
and others (Hux et al., 2006; Lezak et al., 2012; Pretorius & Broodryk, 2013). The role of
healthcare professionals who treat patients with ABI and their family members is important,
particularly in terms of preparing the family for the potential neuropsychological sequelae in the
patient and, in many cases, could prevent an exacerbation of stress. The healthcare
professionals’ role should also involve educating the family about the neurological and the
psychological factors involved and to refer them to appropriate sources for relevant treatment

where necessary.

2.THEORETICAL FRAMEWORK

The theoretical framework underpinning this research was based on an integrated
biopsychosocial model described by Schlebusch (1990, 2000, 2004, 2012b). This approach is
grounded in general systems theory (von Bertalanffy, 1968) and views human health holistically
involving biological, psychological and social factors (Engel, 1977; Schlebusch, 1990). The
stress-diathesis and stress-vulnerability models of health (Everly Jr & Lating, 2019; Mann,
2003; Mann, Waternaux, Haas, & Malone, 1999; Schlebusch, 2012b; Wasserman, 2001) were
also drawn on to highlight the fact that prolonged stress can be detrimental in individuals with
specific vulnerabilities. Chronic stress can undermine the physiological process of allostasis,
causing an allostatic overload thereby undermining health and well-being (Logan & Barksdale,
2008; McEwen, 2000, 2017). This is considered as a contributing factor to the very high
percentage of medical diagnoses reported by the family members after becoming caregivers to
patients with ABI.

3. AIMS

i To identify the presence, effects and degree of stress in family members caring for a
patient with ABI.

ii. To identify the family members’ ability to cope with caring for the patient with ABI.

iii. To identify levels of depression, hopelessness and/or suicidal ideation in the family
members caring for the patient with ABI.

iv. To identify the extent to which family members felt prepared by healthcare

professionals for the neuropsychological sequelae in the patient with ABI, and whether they



were referred to appropriate organisations and/or healthcare professionals for psychosocial
support, education and treatment as necessary.

V. To identify which neuropsychological changes in the patient with ABI present the
greatest stress for the family members.

Vi. To identify the extent to which education and psychosocial support helps to ameliorate
the negative effects of stress in the close family members of a person with ABI.

Vii. To utilize the results to formulate guidelines to assist healthcare professionals in

managing the psychological distress in patients with ABI and their close family members.

4, OBJECTIVES

The study’s objectives were to ascertain the impact of elevated stress on family members caring
for a patient with ABI; to investigate the presence of depression, hopelessness and suicidal
ideation; and the extent to which the various neuropsychological deficits/symptoms in the
patients with ABI caused psychological distress for the family members, who reported ill health
after they started caring for the patient with ABI which was significant as part of their stress
response. Since the stress, depression and suicidal ideation levels of the participants were
inordinate it obviated the need to specifically report on the results of the hopelessness scale
(Beck et al., 1974) as they were statistically not significant. The reason for this, as reported by
the participants, was the support that they receive from Headway Gauteng which mitigated
feelings of hopelessness. The study results were utilized to formulate guidelines to assist
healthcare professionals in managing the psychological distress in the family members caring
for patients with ABI. The intention being to improve long-term quality of life for both the

patient with ABI and their family caregivers.

5. METHODOLOGY

The study sample consisted of 80 family members caring for a relative with ABI and who were
members of Headway Gauteng (the brain injury association), Hyde Park and Soweto branches,
South Africa. The study involved a mixed methodology that incorporated a cross-sectional
descriptive and phenomenological approach. Self-report procedures (structured questionnaires
and interviews), post-interview content analyses and three individually administered
standardized measures, that is, the Stress Symptom Checklist (Schlebusch, 2004), the Beck
Depression Inventory (Beck et al., 1961) and the Beck’s Hopelessness Scale (Beck et al., 1974)
were utilised. Information obtained comprised descriptive, observational, analytical and

correlational elements. Scores were non-normally distributed. Therefore, nonparametric



statistical tests were used (including the Kruskal-Wallis, Mann Whitney and Chi-Square Tests

with a significance level of p = 0.05).

Research participants were volunteers drawn from the family members who attend a support
group or who are members of Headway Gauteng, South Africa. Predominantly, the study
population consisted of a chain-referral criterion group and snowball sampling was utilized,
which is a non-probability, non-random sampling method. Snowball sampling was particularly
useful with the family members of the Headway Soweto group. It involved approaching
families who attend the Headway Friendship Circle (HFC) in Soweto and informing them about
the study. The family members were requested to recruit other family members from the
extended Headway membership. The sampling procedure at the Headway Hyde Park branch
involved approaching family members who are on the Headway Hyde Park database, via cell
phone and email. Headway Hyde Park family members were also approached at HFC where the
study and its objectives were explained. Family members who met the inclusion criteria were
selected from the group of volunteers from the Soweto and Hyde Park branches. All family
members, who met the inclusion criteria, were free to choose to participate in the study or not.
The inclusion criteria were the following: family members caring for a patient with ABI and
who are members of Headway Gauteng, between the ages of 18 and 75, and English literate.
The research participants’ education levels were variable, and the requirement was that they
were able to understand the study and give written informed consent on the appropriate form,
prior to being included in the study. All the research participants had been caring for their

relative with ABI for a minimum of 12 months.

Headway Gauteng is a registered non-profit organisation dedicated to offering various support
programmes to adult survivors of ABI, their family members and caregivers. Headway family
members have either a son, a daughter, a partner, a parent or a friend who has sustained a brain
injury (BI). Most of the members with ABI have sustained a traumatic brain injury (TBI) as a
result of motor vehicle, pedestrian vehicle or motorcycle accidents, physical assaults, falls or
sporting injuries, or non-traumatic injury, such as stroke. All of the members with ABI led
active lives until sustaining a brain injury, which has caused permanent changes to their
physical, cognitive, emotional and behavioural processes. Headway Gauteng offers various
programmes, information, practical advice and better understanding about what this will mean
for the future and how the family can make a meaningful contribution to the recovery of the
injured individual. Before the COVID-19 pandemic the support programmes involved

conducting daily groups from 09h00 to 16h00, which included psychology, occupational



therapy, speech and language, biokinetics, physiotherapy and art groups. Each group consisted

of approximately 5 to 20 individuals with ABI.

6. DELINEATION OF THIS STUDY
Chapter 1 includes an introduction and background which outlines the rationale for the broader
study.

Chapter 2 includes published article one which is titled The relationship between stress and
suicidal ideation in family members caring for a patient with acquired brain injury (Schlebusch
& Walker, 2020). The correlation between stress and suicidal ideation was significant, with data
showing that suicidal ideation directly increased with increasing levels of stress. This article

addressed the objectives of aims i and iii as listed under AIMS.

Chapter 3 includes published article two which is titled The impact of stress on depression, ill
health and coping in family members caring for patients with acquired brain injury (Walker,
Schlebusch, & Gaede, 2020). This article reports on the impact of stress on levels of depression
and ill health as an indication of psychological coping. The majority of the research participants
experienced high levels of stress along with an inordinate negative physiological and mental
health impact indicating that they were not able to cope with the ongoing chronic stress of

caregiving. This article addressed the objectives of aims ii and iii as listed under AIMS.

Chapter 4 includes published article three which is titled Support for family members who are
caregivers to relatives with acquired brain injury (Walker, Schlebusch, & Gaede, 2021). Most
of the caregivers felt that it was predominantly the patients’ neuropsychological deficits that
caused them to experience profound stress. They reported that they did not feel adequately
prepared by healthcare professionals for the neuropsychological deficits caused by the ABI in
their relatives during the acute and sub-acute hospital treatment, and that this resulted in family
conflict once the patient started receiving home-based care. Education and support as provided
by Headway Gauteng were described as highly beneficial and enhanced their ability to cope
with and manage the patient. This article addressed the objectives of aims iv, v, vi and vii as
listed under AIMS.

Chapter 5 includes a synthesis of the articles key research findings, their practical applications

and the study limitations and recommendations for future research.



7. CONCLUSIONS

The various needs of caregivers of relatives with ABI are frequently not met and the
complexities of being both a caregiver and family member can contribute to a myriad of
problems and be profoundly stressful for them. The present study emphasizes the need to
optimize quality of life for patients with ABI and their caregiver family members, to assist them
to effectively adapt and cope after the patient has been discharged from hospital, thereby
ameliorating psychological distress in both the patient and the caregivers. It should become
standard procedure amongst healthcare professionals in South Africa to refer family members of
patients with ABI for appropriate education and psychological intervention in order to develop
their resilience and coping skills. Stress-symptom screening is a quick and effective method of
detecting any early onset of the symptoms brought on by chronic stress in these family members
and assists in identifying how an individual’s stress is manifesting, thus facilitating applicable

referrals for preventative treatment and interventions.



CHAPTER 2
INTRODUCTION

THE RELATIONSHIP BETWEEN STRESS AND SUICIDAL IDEATION AMONGST
FAMILY MEMBERS CARING FOR A PATIENT WITH ACQUIRED BRAIN INJURY.

This chapter introduces the first article and includes a scanned copy of the peer-reviewed
published journal article. The article addresses the objectives of aim (i) (to identify the presence,
effects and degree of stress in family members caring for a patient with ABI) and part of aim
(iii) (to identify levels of depression, hopelessness and/or suicidal ideation in the family

members caring for a patient with ABI) as listed in Chapter One under AIMS.

As part of an ongoing research project on suicidal behaviour, the aim of this article was to
investigate the relationship between stress and suicidal ideation in family members who care for
a patient with ABI. Three factors influenced the choice of the subject in article one. Firstly, the
marked levels of suicidal ideation identified in the research participants. Secondly, data revealed
that suicidal ideation and behaviour directly increased with increasing levels of stress. Thirdly,
the death by suicide of one of the family caregivers (briefly discussed in chapter five) which
highlighted the importance of assessing levels of suicidal ideation and behaviour in these
caregivers. The article also provides statistical evidence and information about the type and
severity of stress and the physical, psychological and behavioural symptoms of stress. The
article emphasizes that elevated levels of stress can cause the caregivers of patients with ABI to
develop suicidal ideation as they start feeling that they are not coping with the demands
associated with caregiving, which is often unrecognised by both the caregiver and the healthcare
professionals that they see for medical and psychological treatment. This is clinically relevant
and early identification of such problems and referral for appropriate help is recommended

along with the need to alert professional healthcare workers to this.
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ABSTRACT

The aim of thi= study was to mmvestgate the relationship between stress and smeidal 1deation 1n
fammily members who care for 2 patent with acquired bran mnjury (ABI). The zample conzisted of 80
familv carers who are members of Headway Gauteng (the brain mmury assomation) located in
Johannesburg, South Afnca. Most of the research parficipants were primary caregivers (72.5%) with
secondary caregivers makmg up a smaller percentage (27.5%). Secondary caregivers tend to perform
the role of assishing and supperting the prmary caregiver. Stress levels were measured, and a global
stress soore was obtamned for each research paricipant. Thiz global stress seore included individual
scores for phvsical, psvehological and behaviowral svmptoms of stress for each pareipant. Both global
and mndividual stress scores were comelated with answers to Cluestion mne of the Beck's depression
mventory. The comrelation between stress and swiendal 1deatton was sigmficant, with data showing that
swierdal 1deation directly mereased with increasmg levels of stress.

Keywords: stress, suicidal ideation, cavepivers, acquired brain mjury
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1. INTRODUCTION

Suicidal behaviour 1s a complex phenomenon that occurs in different forms and degrees
of severity that can range from somecne wishing to be dead to actually committing suicide. It
remains a significant health care concern in developed and developing countries and risk factors
are multifactorial, multidimensional and vaned. which can also include stress and certain
medical conditions [1-14]. The World Health Organization (WHO) [15] has reported that
globally nearly a million people commit suicide every vear (although this fisure may be higher
because of unrecorded data) and based on current trends this is likely to inerease to 1.53 million
by 2020 [16]. According to a recent WHO report [13] just under one-third of these are young
people, based on 2016 global age-standardized suicide rates.

In Souwth Africa snicide statistics are equally alarming although as elsewhere. figures
must be viewed with caution as many attempted and completed suvicides go unreported and/or
are not recorded due to variouns factors, including limitations with data collection [4, 6, 10, 11,
17-21]. As a result, suicide rates in South Africa may, as in the case of global figures, be higher
than generally mentioned in studies which have reported suicide rates ranging from 11 per 100,
000 to 25 per 100, 000 of the population [11]. According to some studies, this accounts for
about 9.5% of non-natural deaths in young pecple and 11% in adults and about 9.6% to 12% in
all age groups [9. 21]. One study estimated suicide rates within South Africa to be higher than
the international average, particularly in males aged 13-29 years [22].

Similarly. inordinate stress levels and suicidal ideation are of major concemn and both
chronic and acute stress have been found to be critical co-moerbid variables in snicidal behaviour
[4.8.14.23-25]. As part of the larger WHO multisite intervention study on supicidal behaviour
(SUPRE-MISS), a WHO community survey [26, 27] conducted over eight international sites
{including South Africa) found that suicide attempts. plans and ideation varied across sites, that
the ratios between attempts. plans, and thoughts of suicide differed widely and that medical
attention following a suicide attempt ranged between 22% and 28%.

The study concluded that the concept of the swicidal process as a progressive, smooth
evolution from thoughts to plans to suicide attempts needs further research because it appears
to be influenced by the cultural setting as well as the fact that the prevalence of undetected
suicide attempts is high in different cultures. Consequently, there is a need for an improved
health care awareness of how to identify and assist such people in a better understanding of the
strong cultural voderpinnings behind svicidal behaviowr [27]. Likewise, studies on suicidal
ideation in South Africa have produced diverse results, including in medical conditions and
community samples which have ranged from 4% in young primary school children to 24% or
higher in high school students and adolescents or higher in adults [4, 6, 21, 28-33]. One of the
sites of the WHO community SUPRE-MISS survey [26] was in the port city of Durban, situated
on the eastern seaboard of the couvntry in the province of KwaZulu-Natal where suicidal ideation
was found to be as high as 25.4%.

Worldwide one of the more common canses of death and disability is brain injury [34,
35]. In South Africa, injuries from road traffic accidents have been indicated to be double the
global number [22]. The consequent high incidence of travmatic brain injury (TBI) points to a
profound problem [36], prompting some [37] to refer to TBI as a hidden pandemic.
Furthermore, because there are limited facilities available to patients recovering from and living
with the long-term effects of acquired brain injury (ABI), caring for these patients often tends
to become the responsibility of the patients’ family members [37]. Also progress in healthcare
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and better resuscitation methods have resulted in a steadily growing population of people with
ABI being dependent on family members [38]. Moreover, there is an increasing number of
children and young adults surviving TBI with impaired brain function and resulting cognitive
deficits [39]. According to the National Institute for Occupational Health [40] m South Africa
approximately 89 000 new patients with TBI are reported per anmum. This figure does not
mclude those pecple living with non-traumatic ABI, and further ighlights the fact that ABI 15
a serious public health concern in South Africa.

There has been robust research into the psychological distress expenenced by pahents
with newrocogmitive disorders, TEI and ABI and their swieide nisk [1, 14, 39, 41-44], although
according to recent research post-raumatic stress disorder is still underestimated in these
patients [44]. Consistent with intemational findings. m South Africa the potential for depression
and suicide where there may be high-risk groups associated with specific medical conditions
has been well established such as, for example, in people diapnosed with amalgesic
nephropathy. uraemic encephalopathy, end-stage renal disease, HIV-AIDS, cancer and in those
who seek elective cosmetic surgery [4, 5, 7, 21, 28-30, 33, 45-51]. Nevertheless, there is alack
of South African research data in respect of suicide nisk in patients with ABI and their close
family members. Determinants of family members® psychosocial-related caregiver burden
regarding TBI have been extensively documented [39]. Comparatively. however, there 15 a
paucity of research on suicidal ideation in relation to such burden, particularly in South Africa.
Therefore, as part of an ongoing research project on suicidal behaviour, this study aimed to
mvestigate the prevalence of stress-related suicidal ideation in close family members who care
for patients with ABL

MATERIALS AND METHODS
1. Definitions of core concepts

For the purpose of this study, the following definitions apply. ABI is defined as
neurological damage that occurs after birth due to a fraumatic incident, such as a blow to the
head, fall, motor vehicle collision or sports-related injury; or a non-traumatic incident, such as
brain fumour, meningitis, encephalifis, oxygen depnvation (hypoxia) and stroke, while
aetiological considerations such as congenital disorders and degenerative diseases are excluded
[39,52]. It is important to note that the terms ABT and TBI are sometimes used interchangeably.
ABT 15 an umbrella term which incorporates both TBI and non-traumatic brain injury as part of
its definition. For the purpose of this stady, the term ABT is used.

Siress 15 defined as the outcome of an inferaction between a person and his or her
environment brought about by a stressor(s) that may include amy infernal condition such as
anxiefy or low mood, or external event or situation like a traumatic life event or ongomg daily
hassles, which are appraised and perceived to be threatening by the individual thereby resulh.ng
in demands being placed upon that individual's coping and adaptive processes and skills. When
the individual encountering a threat appraises and perceives it as being beyond his or her abality
to cope with, it may lead to a stress response that involves biological'physical, psychological
and behavioural reactions [33, 34].

Suicidal ideation is defined as a discreet and complex phenomenon including thoughts
about suicide but is not restricted to just thinking about comnutting swicide. It can also include
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a person writing or talking about swicide or having the mfention and desire to commit suicide
with or without making plans or attempting to do so [3, 4, 14].

Caregnerbm‘den 15 defined as multifaceted stressors caused by the caregiving expenence
and may mchude physical, psychological, social, and financial demands [53]. Individuals
expeniencing caregiver burden are at higher nisk for depression and reduced guality of life [35].

1. 1. Sample

The sample recruited (N = 80) consisted of close family members who care for a patient
with ABI and who are members of Headway Gauteng (the brain injury association) m
Johannesburg, South Africa. The recruitment was conducted from Jume 2018 to October 2019,
Each interview was extensive and took approximately two to three hours and mchided the
administration of the various assessments descnbed below under measures as part of a mixed
research design.

Of the sample, 72.5% were primary caregivers, that 15, the family members who are first
i line to provide care to the patient with ABL The secondary caregwers made up 27.5% and
mclude family members who assisted and supported the primary caregiver(s). The patients with
ABL that the family members care for, all attend Headway Gauteng where they were
neuropsychelogically screened after being refemred by healtheare practitioners. The age range
of the sample of caregivers at baseline was 13 to 75 years (X = 49.6). Of these 20 (25%) were
males and 60 (73%) females.

Ethical approval for the study was obtained from the Biomedical Research and Ethies
Committee. College of Health Sciences, University of KwaZulu-Natal, Durban, South Africa.
Participants were provided with an information sheet that explained the research study and their
nights clearly. This included the reassurances that their participation in the study was entirely
voluntary and confidential, and that the assessment procedures pertained specifically to their
mvolvement with canng for a relative with ABI Appropriate professional follow-up and
treatment, where necessary, were arranged by Headway Ganteng.

2. 3. Measures

There are vanous well-descmbed stress-related [36-38]. smicide msk assessment and
suicidal ideation measures [3, 4, 12, 14]. Some have been designed for general use and others
for people with specific medical conditions [39]. Short scales with clinical utility tend to be the
most usefil, as for example, used in the SUPRE-MISS community study [27].

In addifion to whilising a research-designed questonnaire to record socio-demographic
data, the study incorporated the use of the following two mdividually administered measures
that have been extensively used in research and clinical practice. The Stress Symptom Checkhist
(55CL) [33, 54, 60] was used to measure the research participants’ stress levels and symptoms
of stress. The S5CL 15 a reliable, valid and climeally useful dichotomous-scaled, 87-item
checklist of the general signs and symptoms of unhealthy stress. Reliability coefficients ranged
from 0.8 to 0.9 which are consistent with a sigmificant number of existng psychological
megsures [34]. Validity meluded content validity based on a discriminating item selection,
crterion and construct validity, as well as convergent and discnminant validity. Vahdity
coefficients range from 4 to 5 [34]. There are three main sub-scales into which the items are
categorised: physical symptoms (18 items), psychological symptoms (27 items); and
behavioural symptoms (42 items). The hughest total score is 87, with scoring categories being:
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low stress = B and below; muld stress = 9 to 15; moderate stress = 16 to 30; severe stress = 31
to 43; and profound stress = 46 and above [54]. In using the SSCL, reactions to stress are
measured by how often they occur, either weekly or at least monthly. A lugh score sigmfies a
lugh level of siress. Scores ligher than three on any sub-scale indicate symptoms of unhealthy
stress for that sub-scale (physical, psychological or behavioural). A total score of nine or hlghe:r
across all three sub-scales mdicates the onset of dysfunctional siress for that person. Thus, the
S5CL was additionally useful because it provided a total stress score, and it indicates whether
research participants expenenced primanly physical, psychelogical or behavioural reactions
and/or symptoms of stress.

Item 9 of the Beck Depression Inventory (BDI) [61] was used to measure swicidal
ideation. The BDI 15 a 21-item multiple-choice self-report inventory which measures the
severity of depression. Item @ of the BDI specifically addresses thoughts about swcide (ie.
suicidal ideation). Fesearch participants were asked to choose from 4 options from Item 9, viz.:
0 =1don’t have any thoughts of killing myself. 1 = I have thoughts of killing myself, but I
would not carry them out; 2 =1 would like to kill myself, or 3 = I would kill my self if [ had the
chance. For the purpese of this research study, a score of 1 to 3 denoted suicidal ideation.

1. 4. Data Analyses

Scores obtained on the S5CL were compared with those obtained on Item 9 of the BDI
in order to identify if there is a relationship between elevated stress and suicidality in the sample
studied The S5CL scores were mon nommally distmbuted, thus it was decided fo use
nonparamefric statistical tests (includmg the Emuskal-Wallis, Mann Whimey and Chi-Square
Tests with a sigmficance level of p = 03) and to report medians and interguartile ranges for
these variables. The dependent variable (Item 9 on the BDI) was treated as a categonical vanable

with 4 independent levels.

3. RESULTS

The results show that participants with higher levels of stress had correspondingly higher
levels of suicidal ideation. Table 1 displms a descniptive analysis of the total SSCL scores of
all the subjects. The majonty (77.5%; 62) suffered from moderate, severe or profound stress.
Table 2 shows the summary statistics of all the participants’ scores for the S5CL, as well as [tem
9 of the BDI In terms of sub- -category scores on the SSCL, most participants scored higher on
the behavioural than the physical and psychological sub-scales. This suggests a demal and/or
lack of acceptance of the impact of the physical and psychological siress-related symptoms on
them There was, in fact a profound psychological and physical impact on the research
participants as the followmg findings mdicate: 62.5%(30) of the sample had received a medical
and/or psychelogical diagnosis from a healthcare professional after becoming a caregiver. Of
this number, 30% (15} were diagnosed with a medical disorder and 36% (18) had been diagnosed
with a psychological problem and 34% (17) had been diagnosed with both a medical and
psychological condition. Of the total sample, 23 8% (19) reported expenencing intense feelings
of depression, anxiety and sress which they had not sought reatment for. §.3% (3) reported
having been diagnoesed with medical and psychological conditions before becoming a caregiver,
and all of these parficipants expressed that their health had worsened after becoming a caregiver.
DOt of the entire sample, only 7.3% (6) expressed having no psychological or medical concems.

-160-

13



World Scientific News 140 {2020} 136-171

These findings highlight the value of locking at the different sub-categomes of stress as
done by the SSCL, since mvestigating the physical, psychological and behavioural siress
symptoms, m addifion to a total stress score for each caregiver, provided a useful means of
1dentifying denial by them. A high score in any one of these sub-catezones combined with
lower scores i the others suggests that the patient may not be fully cognisant of the global
mpact of their stress and/or may not want to admt to not coping with their caregiver burden.

Table 1. Total stress scores of the S5CL.

Frequency Y Cumulative %2
Low 1 8.8 88
Mild 11 138 25
Moderate 25 313 538
Severe 14 175 13
Profound 23 28.7 100.0
Total 20 100.0
N=80

Table 2. Summary of the S5CL (total and sub-categonies) and Item 9 of the BDIL.

SSCL Scores E-DIQIEem
Total | Physiological | % | Psychological | % | Behawioural | % | Sweidality
Mean 329 X 426 103 383 143 352 3
StdDev. | 205 51 281 74 274 99 237 a1
N=30

There were very sigmficant differences across the 4 optons of BDI Item 9 for each of the
mdividual stress scores as well as the total stress score on the SSCL (Table 3). Multiple
companson tests were done to assess which of the 4 options of the BDI Item 9 were significantly
different from each other and it was found in each of the scores that only options 0 and 1. and
0 and 2 were significantly different from each other. The other options had too few participants
to be statistically significantly different from each other. However, 1t did show a clear linear
trend with the scores on the SSCL increasing as the BDI Item 9 option scores mereased, which
added further evidence of a positive association between increased stress levels as measured
and the BDI Item 9 options (i.e. for all 3 components of the stress response on the S5CL as well
as overall).
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Table 3. 55CL and BDI Item 9 Options Scores.

BDI Item 2 options
0 1 2 3 Total
Valid N 49 26 4 1 20
SSCL total scores
Median 21.0 378 64.5 720 298
Valid N 49 26 4 1 20
physical symptoms
Median 6.0 9.0 15.5 165 13
psychological Vahid N 49 26 4 1 30
AP Median 5.0 12.8 22 235 90
Valid N 49 26 4 1 20
behavioural symptoms
Median 8.0 15.5 26.8 320 11.8
Valid N 49 26 - 1 20
U
Median 19.0 369 63.7 762 280

The total stress scores were then cross tabulated with the BDI Ttem 9 opticns using the
categorical data rather than the raw scores (Table 4). Fesults show that 61.3% (49) of the
Tesearch participants indicated that they had no swicidal thoughts. However, 32.3% (26)
mdicated that they were expenencing suicidal thoughts. A further 3% (4) of the sample
mdicated that they would like to commit swiecide and 1.3% (1) said that they would commut
suicide if they got the chance. Of the 38.8% (31) of participants reporting suicidal ideationand
mtention, 23.8% (8) reported moderate stress, 29% (%) reported severe stress and 45.2% (14)
reported profound stress levels.

The same trend as the previous numerical data was found that is, as the SSCL scores
mcreased, so did the scores on Item 9 of the BDI Interestingly, if one compares these results
with those from Table 1, it can be seen that of the 31.3% (25) participants with mederate levels
of stress, 32% (8) expenienced swicidal ideation. Of the 17.5% (14) of the sample with severe
stress levels, 64.3% (9) experienced suicidal ideation. Of the 28.7% (23) of the sample with
profound stress levels, 39.1% (9) experienced suicidal ideation and 21.7% (3) also reported
suicidal mtent. In summary, our findings mdicated a positive relationship between high stress
levels and swcidal ideation as measured mn the sample smdied.
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Table 4. 55CL categoncal data and BDI Item 9 options cross-tabulation.

BDI Item 9 Options
] 1 2 3 Total
Low Count 7 0 . 0 0 . 7
Category %o | 100.0% 0.0% 0.0% 0.0% 100.0%
) Count 11 0 0 0 11
Mild . T
Category %o | 100.0% 0.0% 0.0% 0.0% 100.0%
ESSﬂL e Count 17 3 0 0 25
i il
TR Category% | 68.0% | 32.0% 0.0% 00% | 100.0%
Count 5 9 0 ] 14
Severs - -
Catezory %o 315.7% 64 3% 0.0% 0.0% 100.0%
Count 9 9 4 1 i
Profound : :
Category %o 39.1% 38.1% 17 4% 43% 100.0%
Count 49 26 4 1 80
Total - - —— - ,
Catezory %o 61.3% 32.5% 5.0% 1.3% 100.0%
e categarny
Eiow
(B id
Erdodinata
T
B [CIPmfaund
:
o
[
100 200 300
BDI Item 2 oprioms

Figure 1. Total S5CL and BDI Item 9 scores.
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The bar graph (Fig. 1) shows the results in visual format: 100% of the low and 100% of
the muld siress scorers on the SSCL fell in the BDI Item 9 option of 0 (1.e. no swmeidal 1deation).
As the BDI Item 9 nptinm increased, so did the seventy of the stress scores on the SSCL. On
the BDI Item 9 options 2 and 3 (i.e. swcidal ideation and intent) profound stress levels were
noted.

4. DISCUSSION

Both chronic and acute stress have been found to be comorbid aeticlogical considerations
mn sumicidal behaviour as well as in somatic disease/medical condiions [2-4, B, 14, 23-25_ 33].
Generally, less emphasis has been placed on the relationship between carers’ exposure to high
stress levels and subsequent swicidal ideation when locking after loved ones with medical
conditions. Our research has, in fact. focused on this aspect in respect of ABI and showed that
the higher the carer burden stress-related levels in the research participants, the more likely they
were at nsk for swcidal 1deation.

This research population is unique in the sense that both the patients with ABI and family
carers have access to psycho-social services as members of Headway Gauteng, Johannesburg
where the study was done. These services include the provision of counselling (telephonic and
face to face) and an appropriate referral system for psycliatnc and'or psychological treatment
and other support services where deemed necessary. They can also attend the Headway
Friendshap Cirele (HEC) which 15 an mformation and psychelogical support group for family
members carmg for a patient with ABIL The group has a social component and family members
can connect and form friendships with others going through similar challenges. ]'-IEII.} of the
families assist each other in coping with ongoing caregiving demands. Headwa} Gauteng also
offers weekly activity days for people with ABI. Patients with ABI can spend a few days per
week in an environment that 15 safe and provides a stmulating programme made up of vanous
group activities facilitated by highly trained therapists. This allows fanuly members to get
respite from their caregiving dubies. However, despite having access to such support, the results
of this study show that a significant number of family members canng for a patient with ABI
who fell into the moderate, severe, and profound stress categones expenenced sucidal ideation.
None of the participants who expressed low and mild levels of stress reported any swcidal
ideation. It 15 only when participants were found to have moderate, severe, or profound stress
that there were comesponding findings of suicidal ideation and/or intent. In this group,
caregivers who expressed overwhelming feelings of being frapped and who expenenced
prefound caregiver burden were more likely to have thoughts about suicide as a way out of their
situation. In addition, it was observed that many participants, both those who reported swicidal
ideation and those who did not, seemed to have a reduced concemn for their own health and
psycheological well-bemmg. Many of the family caregivers reported that they neglected these
aspects and that their prionty was the patient with ABL

The theoretical framework underpinning the present research was based, in part, on an
mtegrated biopsychosocial model as descmbed by Schlebusch [34, 62]. This appreach is
grounded m systems theory [63]. From this perspective human health 15 viewed holistically.
mvolving the interaction of biological, psychological and social factors. The stress-
vulnerability [25] and stress-diathesis | [64, 65] models were also drawn on. A vulnerability or
predisposition towards a specific disorder 15 referred to as a diathesis where hugh stress levels
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in a person who has a diathesis can be conducive to the disorder emerging [8]. We used this to
highlight the stress effects on mdividuals in our sample with specific vulnerabilities, that 15 the
family members who reported that they had experienced a sequence of traumatic events
collectively linked to their high stress scores in their roles as caregivers.

These traumatic events included: being informed that the relevant family member had
suffered a semous brain injury; fears that their relative may not survive andfor could have
permanent life-changing effects; difficulty in getting clear information about the relative’s
prognosis; unrealistic expectations of the potential chances of recovery of the patient with ABT;
realisation that the expected recovery may not occur and difficulty coming to terms with this;
demands made during the fime the patient with ABI 15 in a rehabilitation facility; adjusting to
another set of altered circumstances once the patient with ABI is home; doubting individual
carer coping resources; difficulty coping with the physical, psycheological. behavioural and
personality changes in the patient with ABI; and the carer ultimately having to face the reality
of the situation and deal with a personal sense of reduced social interaction and quality of Life.
The inordinate stress experienced by the family members results in the expression of individual
diatheses. as our findings indicate.

The consequences of compassion fatigue (sometimes also refermred to as bumout) in health
care professionals generally and those who are involved in providing postvention services
following smicidal behaviour are well described [66, 67]. This is less so in terms of stress-related
suicidal ideation as a result of carer burden in close family members who look after patients
with ABT where the potenfial toll that it can take on the respective family members can be
severe. Allostatic load (AL) is the accumulated physical wear and tear on an individual’s body
as he or she repeatedly attempts to adapt to acute and/or chronic stressors over time [68. 69].
Exposure to inordinate levels of ongoing stress can lead to marked AL, potentially resulting in
significant physiological and psychelogical complications.

The theoretical models that we utilized [25, 54, 62, 64, 63] were usefil in explaining how
this happened in the participants in ouwr study in terms of their suicidal ideation because they
offer practical, explanatory and predictive methods to detect stressrelated sweidal nsk. In
addition, since people are biologically unique and have had their own set of life experiences,
mdividuals who experience high stress levels tend to express different symptoms asalso found
m our study. Some may have a tendency towards physiclogical symptoms and others may
experience more psychological or behavioural ones, while others may experience a combination
of symptoms. In the present study population, although elevated stress was found over all three
SSCL sub-categonies and a combination of these, a high percentage reported more behavioural
stress-related symptoms compared to physical and psychological ones. To some extent, this is
similar to other findings that show that the caregiver burden asseciated with locking after TBI
patients mcludes social isclation becanse of low levels of socializing/social interaction
dissatisfaction and reduced quality of life, amongst others [39].

However, in our sample, it also indicated demial andfor a stuggle to effectively deal with and
recogmise the physical and psychelogical mamifestations of their high stress levels.

Finally, it has been pointed out by authorities [23] that in clinical settings, the adverse
sequelae of exposure to traumatic stress is frequently uwnrecognized or neglected when the
presenting symptomatology resulting in stress-related swicidology in the non-mdex patient 15
not detected. Suicide prevention programmes can be comprehensive and varied [2, 53,9, 14]. In
essence, though, it includes any self-injury prevention or health-promotion strategy that is
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generally, or specifically aimed at reducing the incidence and prevalence of suicidal behaviour
and/or ideation. This involves early recognition and assessment of smcidal nsk; immediate
response to such risk; resource referrals and follow- -up management and treatment strategies.
Hence, given our ﬁm:lmgs when considering various mediating mechanisms we also
recommend that, because of the seminal emotional residue following the consequences of
prolonged exposure to stress, family members who are caning for a patient with ABI should
undergo regular stress assessments and be referred for appropnate professional belp where
applicable. In addition, as part of holistic management and swcide prevention, freatment
strategies should incorporate increasing professional health care workers’ awareness and
knowledge of stress and swicidal ideation i close family members who care for patients with
ABL

The hinutations of this study mchude the fact that the sample size was small which limits the
generalizability of the findings. As a result, despite the study finding a sigmificant correlation
between elevated stress levels and suicidal ideation in close family members who care for
patients with ABI, the results cannot be axiomatically generalised Further research should be
umdertaken with a larger sample to identify a history of possible pr&mm'hld and other vanables.
These include which neuropsychological, physical and social changes in the patients with ABI
cause the family carers the most stress, whether there are gender and/or age-related differences
in them and if there is 1 comelation between the severity level of ABI and the caregivers’
suicidality.

5. CONCLUSIONS

There has been extensive research of caregiver burden in caregivers of patients with ABI
and the fact that they experience an mordinate amount of stress due to the ongoing demands
and siressors assoclated with being a caregiver. However, less research has paid attention to
stress-related swicidal ideation i close fanuly members who care for patients with ABL
Inordmate siress levels and sweidal 1deation are of sigmficant concem and both chronic and
acute stress have been found to be cntical co-morbid vanables in swicidal behaviour. As part of
an engeing research project on sweidal behaviour, this study investigated the prevalence of
siress-related suwicidal 1deation in clese family members who care for patients with ABL The
study showed that elevated levels of stress can canse these caregivers to develop swcidal
ideation as they start feeling that they are not coping with the demands associated with
caregiving, which 13 often wnrecogmsed. This 15 climeally relevant and early identification of
such problems and referral for appropriate help is recommended along with the need to alert
professional health care workers to this.
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CHAPTER 3
INTRODUCTION

THE IMPACT OF STRESS ON DEPRESSION, ILL HEALTH AND COPING IN
FAMILY MEMBERS CARING FOR PATIENTS WITH ACQUIRED BRAIN
INJURY.

This chapter introduces the second article along with a scanned copy of the peer-reviewed
published journal article. The article addresses the objectives of aim (i) (to identify the presence,
effects and degree of stress in family members caring for a patient with ABI); aim (ii) (to
identify the family members’ ability to cope with caring for the patient with ABI) and part of
aim (iii) (to identify levels of depression, hopelessness and/or suicidal ideation in the family

members caring for the patient with ABI) as listed under AIMS in Chapter One.

Acrticle two further expands on the findings reported in article one by describing the impact of
stress on levels of depression and ill health as an indication of psychological coping in these
family members caring for a patient with ABI. The results, both qualitative and quantitative,
show high levels of stress, depression and ill health amongst the family caregivers. In addition,
research participants had marked physical and psychological symptoms of stress which
indicated that they were not coping with the ensuing burden of being caregivers. Many of the
caregivers had received medical and/or psychological diagnoses after becoming caregivers
further indicating that they were not coping with the chronic stress associated with being a
caregiver. The article also describes how stress can result in the dysregulation of allostasis
which results in allostatic overload that may be responsible for the elevated number of
psychological and/or physiological diagnoses found in the research participants. The
importance of psychological screening for elevated stress and poor coping in these family
members is emphasised and it is recommended that medical and psychological healthcare
practitioners collaborate in order to ensure a holistic and inclusive approach towards treatment
procedures and interventions to improve coping skills and resilience in these family members

who care for patients with ABI.
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Croecdark

Background: This stody investipated the impact of stress on levels of depression and ill health
as anindication of psycholopical coping. The ressarch sarmple consisted of 80 farnily caregivers
[who are members of Headway Gauteng, located in Joharmesbare, South Africa) of patisnts
Methods: A mived method design of data collection was ufilised that inchided self-report
procedures (struchred quesiormaires and interviews) and post-interview content analyses.
In addition, two individually admindstered measures that have been widely used in clindcal
practice ard research were administered (2 stress spmptom dhecklist and the Back Depression
Errvenchory).

Eesnlfs: The majerity of the research parficipants experienced high levels of stress along with
an inordinate phy=ical and mental health impact indicating that they were not able to cope
with fhe ongoing chrorie shress of caresiving.

elevated shress and poor coping m family members caring for a patient with acquired braim
imjury m a resource-limited healtheare socdety. We recommend a collaborative efort betveeen
medical and psychological health practiboners in order to ensure a holisbic and inchasive
approach towards reatment procedures and interventions o improve coping skalls in famaily
members caring for a patient with acquired brain mmjury.

Eeywords: acquired brain irgury; stress; depression; ill health; carspiver urdsn; coping.

Introduction

A leading canse of disability, plobally and i South Africa, is brain injury and because of often-
liznited availabilty of rehabilitabion and support , these patients can become a family
member’s responsibility. 4 Both patents with acquired brain ojury [ABI) and the family
members who care for them can evperisnce very high levels of stress which can und eroodine their
psychological and plysiclogical well-being and thereby reduce the family members” ability to
cope with the demands assocated with bemg an effective caregiver. This is because chronic shress
can lead to serious physiclogical and psychological®™** health. complications and can reduce
psychological resilience and adapiation” Allostasis is the body's way of adaphing to the siress
respanse. Prolonged and unonemaped shress can dismapt this neurobiclogical process by producing
harmbul allostatic load or overdoad (ALY This AL can, owver time, result in the breakdown of
und ermiring mood, copnition, organ, neurcendocrine, automomie, imoame, metabolic and other
functions. ™ Because of mulbiple demands made on family members caring for a patient with
AT they may be partioularly susceptible to AL which may result in adverse psychophysiclogical
complications. For example. a study of individuals who have 2 geme variant movrclved in
modarating the neurobansmitier serotondn showed that thoee who experisnced several streccful
events had 3 markedly higher rick of developing major depression " Furthermore, siress and
the resultant AL has besn suzsected to be 2 significant contributor to the development of
cardiovascular diseasa”

The neuropsychological and other ramifications in patients with ABI often require the family
carspivers fo accommnodate within the family system 2 person displaying champes in personality,
behaviour and copnitive ability, amongst ofthers." This could farther increass their suposare to
severe shress as they attempt fo adapt to what has been referred to as the carepiver burden ®

qu:;-'.-'m.ij.-:u.m . Open Access
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Caregiver burden is a cause of sipnificant difficulty for
the family carer of a patient with ABL"'* The recultmt
depression, feelings of hopelesnes: and reduced quality of
life experienced by family caregivers hawve besn weell
dooumerbed TIRMEENE S pecent chody also found that mangy
of the family members who care for 2 patient with ABL and
who suffer from high levels of stress can have marked
suicidal ideation ™

Furthermare, research has identified a siprdficant correlation
bebrreen siress and reduced copmg S92 Aldcugh a
degres of stess in bfe iz mevitable and can be positive
[referred #o 35 eustress), prolonged nepative stress as
experienced by family members who cars for a patient with
AFBI cam reduce their shility to cope. which may negatively
impact on the well-being of the patent with ABL When
considering  the mfluence of chromic stress om the
psychological and plgsiclogical well-being in these farmily
memberz, it becomes evident that identthring ways of
amelioratme it effect is imperative in crder to halp them fo
copewith the carepiver demands in the long-teron. Theuse of
a theoretcal framework s elaborated om in more detzil m
the discussion section

Drespite these facts, there iz a paucity of research in Scuth
Adrica regarding the fmpact of stress on psychological and
physiological bealth and copire skills of family ouembers
caring for a patient with AB] Therefore, the objective of
thiz shudy was o rovestizate the impact of shess on levels
of depression, il health and coping amongst fEodly
mambers and to highlight the profoundly negative mpact
of strezz om the faouly carepivers’ health and their well-
being, o that when healthcare professionals ses these
families in their practices. they will be more likely to
enguire about the family caresivers svpenence of shress,
and treat and refer as pecessary. This study forms part of a2
larger mvestipation of caregiver burden or stress in family
ouemnbers who care for a patient with ABLY

Methodology

Definitions of core terminology

For the purpose of thiz study, the following defindbons
apply.

“Strecs’ i defined as 2 person’s psychological, behavioural
and phyziclogical recpomse to @ event or 2ot of cdromestances
that the mdividual interpretz as being beyond his or her
capacity o copewith, resulting in 2 sustained stress response
to their stressor(s). and which can be measared, amonest
others, through psycholosical scresrimg 2

* Acguired brain imjury’ is a blanbket term which ic defined as
mearolosical damagze that coours after birth either due to a
taumatic event such as anirgury fo the head or a fall, moter
vehicle collision or spork-related infury, or a non-raumatic
incident, such as a brain humour, meringitis, encephalitiz,
hyposda and cerelrovasoular accdent (CVA) S
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'Coping’ s defined == a conscious effort towards solwing
problems and managine difficult smobions in order o master
or mirdmise the fpact of unhealthy stress. This izvolres
and not maladaptive. Many different coping stratezies have
been identified Typically, pecple use a miviure of these
From a psychological perspective, emotiorcfocused and
problem-focused coping are, amonest ofhers, mportant
shatepies.™ For our purposes, we have concentrated om
problem-fooused coping skill=.

‘Depresion incorporates the ewpererce of feelme low,
copritive effects that profoundby undemmine the perzon'z
akility to cope with Life ™ This inchades Beck’s cognitive model
[utilized in this shudy as mentioned in the discussion sechon)
described the development of depression 2= comprising a
triad of three handamental components that inchide negabive
thought patterns about the self, envrironment and the hatare

'Caregiver burden” &= defined a= inorohring moalbple factors
and demands associated with being a caregiver, ;uch as
phy=ica] emeobional and soceeconcmic adverses mnplications =4

Study design

The research irvabved 2 cross—sechonal descripbve study of
family members who are caring for a patient with ABL
A mixed method design of dat colleckion wras used which
bo mueasure stress and depressiom. as well as selfreport
procedures (struchared guestonnaires and interviews).

Sample

The ressarch sample corsizted of 80 family caresivers who
are memibers of Headwray Gauteng, located in Johanmecbars,
South Africa Headway Gauteng is a registered non-prafit
orgarisabion that offers 2 variety of support programones to
adullz living with ABIL their families and caregivers. The
study sample consisted of primary carepivers (725%) wheo
are the foremeost family members providing care for the
pabents with moderate to severs ABL and secondary
caresivers (27.5%) who are the family members who assist
and support the primary carepivers. The pabents with ABI
that the Gmily members care for. all attend Headway
Gautenz where they were neuwrcpsychologically soeenad
The ape range at baseline of the sample of carepivers was
16 to 75 years (% = 20.6), with 75% (60) being fermales and 25%
(20} bemg males.

Data collection and analyses

The interviewes [conducted betwreen June 2018 and October
2019} with the family carepivers were m-depth and took
approsimately 2 hours to 3 hours each They consisted of
omie-or-onie discussion and inchiaded the research participant=
completing a questionnaire and two psychological messures
as discussed later in the article. The principal suthor




comdicted the interviews mdividually at the Hezdway Hyde
Park and Soweto branches in Johanmesiare. The resporees to
the queshormaires were both verbal and written. Extendive
niobes were made and collated  For the purpose of this study.
information pained from the following question was used as
part of the questonnaire where the stody participants were
asked to answer yes or no to the question: "Dio you believe
that your cument bealth stabas has been affected by your
:I':mcil].' member's ABI? Yes/o, P]LI:-E elabarate’. Each
participant pave further verbal and written mformation
about how their carepiver burden was undermiving their
well-being and reducing their ability to cope. The research
participarits were alzo asked to write down the medical and
psychological diapnoses that they have receved simce
becoming & caregiver.

A stress sympiom checklist (S3CLP " was used to measure
thee research participants” stress Levels. The S5CL is a reliable,
valid and clinically effectve dichotomous-scaled 87-item
checklist of the typical indicators and symptoms of negative
stress ¥ Rounded-off reliability cosfficients range from 08 to
0.9, and validity (correlation) coaffidents ranges from 0.5 to
067 Validity inchided content wvalidity based on a
discriminating itern selection, criterion and constact validity,
as well as corvergent and discrioimant validity. Ttems are
categorised into three main subscales: physical symptoms
(18 items), psychological symptoms (27 items) and
behavioural symptoms (42 items). The highest total score is
87, with scoring categories being: low stress = § and below.,
mild stress = Ok 15, modarats shres: = 16 to 50, severs shress =
31 to 45 and profound shress = 26 and above ¥ A total score of
nimee or higher across all hree subscales indicates the onset of
unhealthy stress for that research participant. The Beck
Diepression Inventery (BLI ¥ was wsed to measure levels of
depression. It is a 2l-item mwltplechoice self-report
irmvenibory which measures severity of depression. Individual
zcale items are scored om 3 4-pomt combimumm (0 = least
3 = most), with a okl score range of 0-63. We used
the standard cut-off scores (0-8 = minimal depression, 10-
15 = mild depression, 19-29 = moderate depression and 30—
63 = zevere depression).

The S5CL =cores were non-normally distibuted and, as a
result, norparametric statistical tests (inchading the Marm-—
Whitrey) were used with a sipnificance level of p = 0,05, Tata
were cateporised on several dimensions. Scores obimined on
the psycholegical and physiclopical subscales of the S5CL
were calculated separately and the total scores wers
compared with the total scores obtained from the BDA in
order to identify a relabionship between elevated shress and
depression that could have resulted in poor coping in the
zample shudied. As the forus was on the psychological and
phy=iclogical stress symptoms, the behavicural subscale of
the S5CL was ewcluded a= its relevance was previcusly
reported, and it reflected 2 sgnificant corralabion betwremn
high stress levels and behavioural shress symptoms and
suicidal ideation i the participants® nferview and
gquestiormaire Tecponses combined with the scores on the
S5CL and the BOI were analysed to defermine whether the
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participants were coping and implementing affectve copine
skills. Research parbicipants whose total S5CL shess scores
fell i the moderate bo severe catepories, topether with ther
BLiI scores that indicated mild to severe depression taken
with their self-reported phy=ical andfor psycholopical
diagnoses revealed that they woere not coping with their
their personal svperience of high stress and caregiver burden
which alzo indicated that they wers not coping.

Ethical consideration

Ethical approval for the study was obtined from the
Biomedical Fesearch and Ethics Commnitiee, Colleps of Health
Sciences, University of KwaZulu-{atl Crarban, Soath Africa.
Participants were provided with an information sheet which
explamed that their participation in the stady was entirely
volurtary and confidential In addibion, they understood that
the information provided amd the assessmemt procedures
completed pertamed spedfically to their personal experience
of caring for a relative with acquired brain irjury.

Results

Feculls are reflected 2= a2 praphical repressntation in
hiztograms of the psychological and physical symptome
recorded on the SHCL showing their non-nommal distribation
From, thiz, a siprificant psychalogical (Fipure 1) and physical
[Figure 2} health impact on the research participants can be
seen. The zcores on the poypcholopical subcatezory of the
55CL (Figure 1) were more elevated than the scores on the
physical subcatepory of the S5CL (Figure 2), although scores
and il health-related consequences.

Selfreport questionnaires and inberview data (based on
the qualitatiwe results) corroborated the findimps of the
psychological and physical stress sympiom scores on the
ESCL. Owerall, 62.5% (50) of the sample had received a
medical and/or psychological diapmosic after they became
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a caresiver. Chalitative arabrses of the parhdpants
questiormaire responses revealsd that they reported marked
variability in health effects. For example. some (15.75%) of
the parbicipankz developed only physical ill health and thers
was alzo variability i thiz, such ac hypertension, cancer,
siroke and aatoimrone conditiones. Cihers (22 532 developed
only psychological discrders, such as depression and amedety,
whereas 3 sipndficant percendaze (21.25%) developed both
physical and peychological disorders. The verkal and written
feadback from the recearch participants inchoded iveighbfol
information about how ey believed that caregiver chres
was impacting their health For example. 2 youne woman
caring for her sister said the followning:
“Since my sister's ABL [ hawe had to soek psychiaine treatment
for my stress disorder and | am now taking a handful of
medications everyday just to cope, but before her imjary, |
occasionally ook a keadache tablet and nothing else and this
sums up how my i has changed.” {Female, sister, caregiver)

Ahushand caring for his wife reported:
T have been ignoring my awn kealth since my wifie's ARl and
reoenily | was diagnosed with spmal ependymoma, whach [
believe 15 directly doe io the extreme strain of the past few years.”
{(Male, husband, caregiver)

A mother caring for her daughiter reported:
Tan’t cope withowt my medicadon for depression and amaety”
(Pemalie, caregiver) and “mince being the prmary caregrver my
peeviously comtrolled Fyperiensaon has now hecome unconirallable
despite aking the medicanion” (Female, mather, caregiver).

All the=a recearch participants reported that their health-
siress avsodated with being 2 carepiver of 2 patientwrith ABL
Additionally, total scores on the S5CL and BDI indicated
elevated levels of both stress and depression respectively.
Ac can be seen in Figure 3, 77.5% (6Z) of the research
participants’ scores fell in either the moderate severe or
profound stress catezories.

When comypared with the elsvated shress scores, 75% [60) of
the zample were also found to have sither ould, moderate
or severe depression as measured om the BOI (Figure 4),
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confirmine a posibdve Lok betwesn shess, depression and
poor coping sldlls i the cample studied.

Taking all of this nformation mbo consideration, the recsarch
participants were determuined bo be either copine or mot
coping. From the total sample, 67.5% (34) were found to be
not coping ard 3257 (26) wers foumd to be coping. bat thes=
participants also had areas of concem whith respect to their
health ricks and fabure veell-beimg.

Discussion

The results of thiz shady (both qualitative and quanbitzbre)
highlizhted the psychological and physiclogical ol on
family members caring for a patient with AEl and the
findings were idendifiad decpite the research parbicipants all
having substantzl support from well-trained therapizts at
Headway Gautenz Howewer, in ouwr esperience many
carezivers do not receive or have access to such sapport Om
a zocietal level, there are likehr mamy families svperisncing
sericus physiological and peychological negative health
effects ax a result of the oneoing shress of caring for a patient
with ABL This increases the risk of additional stain om
limited access to resources for pabents with ABI ecpecially
when having to deal with many related diverse problems
includirg prpchiatric disorders and the underesimation of
stress-related comdibions, such az postiraumatc shess
Jisorder Tam




The thecretical framewsork underpivoing this recsarch is
based, i part, om an indeprated biopsychosocial (EPS) muod=l
of health described by Schlebusch #4595 This model has at il
basiz the meneral systemns theory, ®which compributed bo the
refinement of the medical model of health and irorolved 2
movement away from a reductiondstic view of health to a
more holistic perspective ® The EPS model sniphasizes that
both health and il health involre an mbterackon betwsosen
biolopical, psychological and socizl factors as, for sampls
incorporated in the SSCLA955%% Thie approach has besn
particularly useful in appredatne the nepative imparct of
acute and chromic stress on phy=siclogical and psychological
well-being in this shady's participants. The high percentzzs
of psychological and physical stress-relabed mptoms, m
addition to the total stress seores associated with depression
and ill health az found im the ressarch particpants.
highlighted the sysbemic impact of stress on them

People's predispositons o the development of phorsical
and ar prpchological dizorders are understood to be highly
varizhle SS90 Jlon found in this shady. When coping
=hills are sdaphive and allostasiz cocurs, the mdividual under
styess chould be better placed bo mainkin good health
Hiowrewer, pathophoyziolosy can ocour when stress reduces
coping skills which may become maladaphive, causing
dizruphtions to the process of alloctasis and resulbing m AL®
This halped improve cur undersbmding of whyr this shudy's
parficipants reported high levels of il health Becauze of this,
the BFS model was further complemenbed by the utlisation of
the copritive modal in terrmes of the prycholopical npact of
shress 8 yohich describes mdividuals who are not coping with
sivess as beine unable to process or rationalise the shressors).
The affect iz distress alone with a feeling of beins umable to
cope, inflasnce or conitrol the shressor(s).® As part of thic, the
peychological stress responze bepins with the mdividual's
perosption and interpretation of their stressors). Many of this
shady's participanits, who had a diagrosis of depression and for
ill he=alth, reported fesling overwhelmed by and bapped m
their role as caresiver. This feeling of helpleconess was
described by many of the research parbicipamts during
imterviewrs. It has the potential to produce a markedly
dyshanctional psychological sate I a persom who was
who had mirimal signs of stress, depression or il health
befcre or after becoming a carepiver all deccribed findins
me=aning in the caregiver svperdence which halped therm to
develop more adapbive copimg skills. For example, 2 mother
caring for her daughter szid that her daushter’'s AEI had
“brought her back to her ac bafore the mpuny their relationship
had beer distant Ancther carer decoribed finding sreat joy in
Temizee: alhle bo coonfort amd allevizbe the suferne of her parner
with AFL In addibion, some of the family members who wers
coping balisved that their caresiver duties had a spiritaal
effective coping responses which acted 2 mibigabng or
inberrading faciors betvwsen strecsors and heir siress recporie.

I coping =ldlls remzin maladaptre, the risk for psycholopical
and phyziological health complicabions may increase
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sigrificanily as borme cut in the case of most of our research
participants. These findmes have implications for the family
members’ ability to cope over bme with the demands of
being 2 caresiver. There is a need for appropriate support
and education for people providing care bo patients with ABL
Family members would benefit from sducation resardins
their shress resporese and howr it can affect them Efectve
aszeszmnent and shress prevention require 2 comprehereive
approach in order to identify the event to which these factors
nezabively interact and place family members whe care for
patients with AF at higher rick for problematic health
cubcomes, Char Endings underscore the portance of
medical and mendal health profescionals working tog=ther in
crder to prevent and/ or manage the negative physical and
peycholosical health effects of mordinate stress in the saople
that we shadied and which may be applicable to other high-
risk family members caning for patients with debilitbbng
conditions. When considering the influsnce of chronic stress
on the prychological and physiological well-being in theze
family memnbers, it becones evident that identifying ways of
ameliorating its effect is imperative in order to help them o
cope with the mresiver demands in the long term. In this
regard, protective factors such az developing effective
copimg stratesias can help bo oobizate the regative affect of
inordinate chress and potenbally confribute b iDproved
resilience, adaptation and coping.

The imitabions of this shady inchade the fact that the research
participards were all drawm from 2 single copardsabion
Headway CGauteng, which operates i Joharmesburg, Hyde
Park and Soweto. The study particpants all have access to
psycholopical support services which implies that the findmes
may be different in a population of family carepivers who do
not have access to such support In addition, the shady
consisted of a =mall sample size (V= 30) and therefore the
findines carmot necessarily be generalized.

Conclusion

health and reduced coping slalls i family embers who care
for patients with AFI has, in the past. not been extensively
rezearched. especially in developing countries nchiding
Siouth Africa The high percentaps of stress, depression and
ill health amongst cur sample sugseck that they are mot
copimg as well 2= they could with their self-percejied barden
of being 2 family carepiver of 2 patient with ABT Given the
above, the conditional probability is high that if shesc
evperienced by these family members iz not adequatebr
managed, it may exacerbate any phyrsical and peychological
health complicatiore. This provides compelling svidence of
the value of psycholopical screeninge for elevabed strass and
poar coping in family members mring for 2 patient with ABL
In this regard, we recommmend a collaborative affort between
medical and psychological health prachifioners which coald
help to ensure 3 more holishic and inchisive approach o
breatment procedures and interventions to inprove coping
slills i these individuals.
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CHAPTER 4
INTRODUCTION

SUPPORT FOR FAMILY MEMBERS WHO ARE CAREGIVERS TO RELATIVES
WITH ACQUIRED BRAIN INJURY.

This chapter introduces and presents the third article along with a scanned copy of the peer-

reviewed published journal article.

The article establishes the severity of the stress levels and its causal relationship to suicidal
ideation in family members who care for patients with ABI. Thereafter, the article reports on
information gained from qualitative procedures that were designed to identify the caregivers’
opinions of what causes them profound stress and caregiver burden. The article quotes feedback
from some of the caregivers in order to provide a sense of their lived experience. In this regard,
the primary aims of this article are to indicate the following: whether the family caregivers felt
that the healthcare professionals adequately prepared them to deal with the potential
neuropsychological deficits in the patients with ABI during the acute and sub-acute treatment of
the patients (aim iv); which neuropsychological and physical deficits in the patients with ABI
are perceived by the family caregivers as causing them the most stress (aim v); and whether the
family caregivers feel that relevant psychosocial support and education with regard to ABI
helped them to better manage their stress (aim vi). Based on the current and related earlier
findings on caregiver burden, guidelines are recommended (in the discussion section of this
article) that can assist healthcare professionals to better manage the psychological distress
experienced by family members who care for a patient with ABI and to promote the
development of coping and resilience in these family members (aim vii). The article highlights
the role of healthcare professionals in terms of preparing the family members who care for
patients with ABI to develop their resilience and coping skills. This requires a shared
understanding between family members and healthcare professionals that could prevent an

exacerbation of the caregiver’s stress.

33



Jonrnal of Mind and Medical Sciences

1 grs Sl y pmLed .
— W E:I |’|.H" B
TEEN: 23P2-TET74

Support for family members who are caregivers to relatives with
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ABSTRACT

Ohbjectives. Family memban caring for a patient with acquired brin infary (ABI} are
coping with mordinate levels of siess partally dus to their lack of undantanding of the
oeuropsycholegical effects of acquired brain mjery in the patiant. The cbjective of this
rescarch is to show dhat as the caregivers” smess lovels incroass, there i 2n increase in
sutcidal ddeatien. This highlights the causal relatiomship betwess uzhealthy stress and
reducad psychological wall- bﬂm; n thewe caregivers. In additiom, qualitative mesearch
wvidence regarding the caregivers’ views of their madn sources of stess are presanted.
Methods. The participant: were a raadem sample of 80 fapsly carsgivers of patsats wit
sciuired 'h:'unmpu‘_r ont of whom 72.5%: (3E) are primary caregivers and 27_5% {27) are
secondary camgivers. A mixed methodology was wilized It comgprised cross-secticzal
descripthve and ph logical app has Cuanttstive data wars chtained from taro
stapdardized msavres: The Smuss Symptom Checkbst (S5CL) and itam 9 of the Beck
Depressicn lovenory. The qualimcive dara wese derived from self-repert procedurs: tha
were part of 2 stuctored guestiomnzire admimistersd mdividually during the imerdears.
Eesales. The Enukal-Wallis test with a stgmificance leval of p= 00 was used to compars
the stress and snicidal idsaticn scores, which evealed that mcresing levals of sess led
to imereaned suicidality. The amalysis of the qualitative data mevealed five thames which
ware ideztified nﬁmin.mﬂn of the caregivens’ profound stess. Mot carsgivers folt that
it was predezizazly the patient's eusepsychologioal deficin, such as smeticns andlor
maads, cognitive ability, behavior and parsomality, amcntive fonction, and social factor
that cansad them profonnd stess. Comclasions. Sepport 2nd education are meaded 1o halp
family caregiven uwndemtand the sewopsychological impact of acquized brin injury oo
the patient. Once camepivers have an improved mndernstanding and receive bebier sopport
from kwalthrare providers, thay should experiance less strass and ba battar prepamed o
provide the appropriate support to patients with aoguired bramm injary.
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Introduction

Family members who care for a reladve with acgoired
brain mjury (ABT) may experience chronic stress that conld
result in an increased risk to their well-being following
their prolonged responsibiliy as 2 caregiver [1-§]. Because
the forms is ofien on the patent with ABI such siess-
related problems im famuly caregivers may not be
dizgnosed and mested In a timely manner by healthcars
profeszionals involved m the mansgement of the panent
with ABI[4, 7].

Poychosocial well-beinz snd physical heslth can
impact each other sither positively or negagvely [5-10]. In
general, zome degres of swess is mmawvoidable as an
eszential part of life, may be positively hamessed (refarmed
to as eustress), and may promote improved coping and

resilience [10, 11]. However, chronic siress has 3 negatrve
impact on uman mental and physical health and reduces
coping skills when the stress respomse mvelves warious
neurg-physiological and psychological mechamizms 8 11-
13]. Althonzh the interrelationship betwesn these variablas
iz complex, swess-related health problems may arise af amy
stage in family members whio care for 8 relative with ABI

Motably, when the patient with ABT is discharged from
the hospital healthcare professionals tend to concenmate
on prepaning the family to care for the patient’s acovities
of daily Hving (ADL), such as bathing eating and mobility,
sometimes with lssz emphaszis on the accompanying
neuropsychological deficits that are nsually present in the
patient with ABI It is well-dooomented that the vaned
neropsychological deficits experienced by patents with
ABT can undermine their ability to fonction effectively in

Too cite thiz anticle: Tanat Walker, Loomes Schistmuch, Bemhard Gasde. Support fior family mesnbars who am caregiar te rlathes
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Family members who are oregivers so relarhoes witk hrake by

accordance with the daily demsmds of life These may
inclode changes andfor wicissimdes in psychological
social, cogmtive, and personalitybehavioral fmchoning
[1.2.14]. These impairments Can Canse pronoumced smass
and turden in family caregivers, as they repeatedly aftempt
and fail o adapt to or cope effectvely with the ensuing
patient demands [1,2.15-17). In many imstances, the
expected physical impairment in patients with ABI appears
1o be less distressiinl for family caregivers [16]. The World
Haalth Crzanizaton (WHO) refers to health as “a state of
complete physical ments]l snd social well-being and not
merely the sbsence of disease or infinmity™ [18]. In light of
this concepmalizaton, dmely assessment of the caregziver’s
physical mental, and social weall-being may halp to prevent
the development of seriows psychopathological and other
health-related complications in them. In the present study,
the biopsychosocial (BPS) model was ublized ac the
thepretical framework underlyineg our approach, as it
provides a holistic mesn: of describing and feating
patients in temms of phyysical, psycholegical, and social
variables [8 19-21].

Apart from estzblishing the severiny of the siress levals
and its relationship with the snicidal ideation in family
members who care for patents with ABL the pnmary aims
of thiz stady were to investigate the folloraing: whethear the
family caregivers of patents with ABI felt that the
healthcare professionals adequately prepared them to deal
with the potenfisl neuropsychological deficits during the
acnie and sub-acute Tesmment of the patents; which
neuropsychological and physical deSicits in the patents
with ABI wers perceived by the family caregivers as
cansing the most sress; and whether the family caregivers
felt that relevant psychosocial support and education with
regard 1o ABI helped them to better manage their siess.
Based on owr cwrent and related earlier finding: on
caregiver tnrden [4.7] that constiute part of a larger
project on this exposition, guidsline:s are recommended
that can assist healthears professionals to better manaze the
psycholozical distress expenenced by family members
who care for a relatve with ABI and to promote the
developmeant of resilience in these family members.

Materials and Methods

Srudy design

A randomn samipls of 80 family caregivers of patents
with ABI was enrplled in this shady between Jane 2018 and
Ocrobar 2019 They were recraited from the Hyde Park and
Soweto branches of 2 registered non-profit organization
known as Headway Gauteng, located in Johammesburg,
South Africa. Headway Geuteng provides various suppsort
progranumes to adalis living with ABL their family
members and caregivers. Fesearch paricipants were either
primary caregivers {72.5%) who are the family members

that deal with most of the responsibilities of caring for the
patient with ABI or secondary caregivers {27.5%), whosa
rale is to provide support to the primary caregivers. Their
baseline age range was 18 to 75 vears (X = 49.6), with 75%
(607 female and 23% (20) male participants.

Dt collection {done by the princpsl amthor A7)
involved a mived methodology that comprisad a cross-
secfional descroptve and phenomenclogical approach.
Juanatatve data were obtained by colladng the responses
to twno previously administered standardized measures (4,
7). The Smess Symptom Checklist (S5CL) [22,23] and
item % of the Beck Diepression Imventory (BDI) [24].
Cualitative data ware derived from zelf-report procedures
that formed part of a stucred questionmaire based on
individual interviews of approximately 2-3 hours duration
each and which formed the essence of the present stwdy's
specific foous.

Ethical consideraions

The smdy was granted ethical approval by the
Biomedical Fesearch and Ethics Comymittee, College of
Hesalth 5ciences, Undiversity of KwaZulu-Matal, Dhrban,
South Africs Fesearch parficipants received explanstions
regarding the study both verbally and n writing as part of
a smdy information doopment. This explanation oumlined
their rights and that parficipation was entrely vohmtary,
confidential and pertained to their expenience of caring for
a relative with ABI. Headwsy Gouteng organized
appropriste professional follow-ups and inferventions as

Digta analyses

Since the guenttadve remlis mcloded soess and
suwicidal ideation scores that were abnormally distrbated,
nonparametric statistcal tests were used. They inchaded the
Emskal-Walliz test with a significance level of U035
Percentiles were also reporied The 55CL provided a total
smess score and sub-scale scores of the physical
psychological and behavioral symptoms of siress, whareas
the BOA provided an indicstion of smicidality based on
respanses fo ifem 9 of the inventory. Expanding our earlier
research on this topic [4,7], the 55CL global and sub-
category scores ware comiparsd with scores on dtemn 9 of
the BDI to determine if there is a relationship between high
levels of swess and suicidaliny in the sample smdied Iiem
% on the BDI relating to snicids]l ideation which is the
dependent variable, was wsed as a categonical vanable with
4 discreet levals, as follows: 0 =1 den’t have any thoushts
of killing mryself: 1 =1 have thoughts of klling nryself ot
I would not carry them out; 2 =1 would like to kill nuyself
or 3 =1 would kill myyself if I had the chance A score of 1
to 3 indicated suicidal ideation

Some of the qualitadve data gathersd during the in-
depth imterviews required resesrch participanis to make
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written nofes chnng the interiew in response o the items
coverad in the guestionmaire. Thiz inchided investzating
the shudy participants” lived expeniences a3 caregivers and
the factors which they idenafied ss being conmibutory to
their high level of swess. Their wrmtten notes and the
information wanscribed by the interiewsr were analyzed
mnd common theme: were identified, highlighted amd
categorized. This process revesled five main themes which
are described in the Fesnlts secton

Results

Fiore 1 provides graphic representation of the sevenity
of the smess levels of the partcipants (M=E0) in wems of
their tofal smess scores comparsd to their BDI item 9
sooTes, which ndicated the presence of suicidal idestion
This shows a linear trend with BDT item 9 sc0res Increasing
a5 sress symptoms imcressed. reflectineg & positive
aszociation between the two sets of scores, 1e. IwTeasing
levels of siress led to increased swicidaliny.

Table 1 provides further support for the fndimgs
presented in Figure 1 and an explanation of the summsary
statistics of the participants’ (=80 scores an the S5CL
and the BDT item 9. The latter scores that ranged fom O to
3 were comnpared to the S5CL total and sub-category scores

{phy=ical, psycholomical snd behavioral soess-related
symptoms), indicating significant differences and that owver
one third (31; 38.8%) of the participants were so highly
sireszed that they falt smicidal.

ndepancant-Samples Kruska Walle Test
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Figure 1. The association between incTessing sfress
and BDT itern 9 scores

Table 1. Summeary statistics of S5CL catepories by BDI item 9 scores

BDT item 9
0.00 1.00 2.00 300 Total
Total S5CL scores
Valid H 44 4 4 1 20
Percentile 25 11.5 280 565 T2.0 16.5
Percentile 75 325 540 743 2.0 423
Physical sub-category
Percentile 25 2.0 6.0 108 L&.5 33
Percentile 75 20 125 16.8 14.5 113
Peychological sub-category
Percentile 25 25 85 203 235 40
Percentile 75 11.0 18.0 248 235 16.0
Behavigural sub-category
Percentile 25 5.5 11.0 243 32.0 7.0
Percentile 75 155 250 340 320 228

T
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The remls of the following question were capured in
Figure 1.

D your family member’s raaiment in the hospital,

did vou feel adequately prepared by the healthcare

rrafessionals for the changes i your family membar s

poychological  matus,  Dbehmdor,  cogmition,  and

parsonality? Circle Ter or No: Please elaborare.

This queston was desizned to ascertain whether during
the moute and sub-acure reamment of their relatne with
ARI, the family caresivers felt adequately prepared for the
potential newropsychological deficits in the padent with
ABI Thiz question pertain: fo the famuly camgivers’
experience before joining Headway Gauteng. A lack of
understanding and preparation for these deficits in the
patent was identified s an indicator of reduced coping snd
adaptation fo home-based care. Family carsgivers who did
not feel prepared described expensncing problems, such as
family conflicts once the patient had renmmed homs. They
alzo reported that their lack of understandmg amd
preparafion meant that they often did not respond
appropriztely to the patient’s behavior resulting in faelings
of guilt and shame on their behalf In additon not feeling
prepared for the neuwropsychological consequences of the
ABT in their relatives was identified as 3 siznificant inigal
conmibutor o their prolonged experience of mmhealty
siress.

Figure 2 mdicates that most research participants
(78.7%) did not feel prepared for the newropsychological
consaquences of ABT in their relatives. A much smaller
percentage (16.3%:) felt that the healthcare profeszionals
had prepared them for the potential changes o their
relative’s functoning 4 small pumber (5%) were not
present during the padent’s mesment in the hospital and
ware unable to give an opinion.

# a1 e faed

a8 sl 80 (el s
Figure 1. Preparation of family membsers

Figure 3 indicates the responses to the following
question:

Fhich changes i your family member with 48T cause

you mest stress? LEimg the mating scale provided,

Plenze raie the categories listed m the box below

accarding fo the hevel of stress each one causes.

Figure 3 shows the percenfaze of the research
participants who rated a partionlar peuropsycholomical
daficit in the patient with ART as causing them profoumnd
strecs, Most caregivers felt that deficits mvolving emotions
andier moods (83 3%), cognitive ability (78.8%), behavior
and persomality (75.0%), executive and orgamczatonal
ability (70.0%4), and social factors (65.0%) caused them
profound siress. Lass than 60% of the partcipants falt that
the patient’s deficits in speech and conummication
phyrsical fimction and movement, and sexmal behavior
cansed them stress. Comparsdvely, the results show that a
large percentage of the research pardcipant: were
experencng profound soess as a result of having to cope
with the neuropsychological deficits in their relative with
ABRL

Fignre 3: Symptoms of ARI (M=8i)

Hmgriona mnd or oxoods E3,F% _
Eoggirtiva olvility TH.B%. _
Bichir aoir & porcaziily w _
Eseodroe & orgeenatiorml sbsiley ﬂm _
Bpecch & soiisrinic kot m _
A i A 7y i e e AT o
Sevwitea o L A

O 1% il ] Hive L Bl ara o ] AL i (Bl

Yew mh

Figure }. Fesearch participants rate the impact of their relatives neuropsycholbogical deficits on their dress levels

Five main themes were idenfified in the research
parncipants’ written and verbal feedback in response to the
o questions posed above. The feadback which has been
adjusted fo0 maintzin  confidenfislify, reveals the
expenences of the research parficipants.

The research participants felt that the psychosocial
support and education regardineg brain mjury received at
Headway Ganteng had particularly assisted them to better
managze their stress and the effects of the AEI in their
Telative
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Theme 1: Lack of avsilsbility of the hesltheare
professionals during the aoate phase of the hospital
imeatment.

The caregreers felt that healthcare professionals ware
not readily available snd that there was a lack of clear
comnmmnication regarding the patent’s injury and well-
baing. This may be partly the reason that family members
draw inacourate conclusions sbout the patient's health and

Feodback 1: The doctors were gemerally umavailable.
When we did gt fo see them, there was a lack of clear
commamicaion. Lirtle fformation was available. and
the doctors seemed fo make sure ther rowwds fook
place when you were not there. The muorses aiso avodded
providing any explanation. We felf isolated and
mcredibly stressed all the fme.

Feodback 2 There was no ipfbrmaion about the

sovarily qf our daughter’s ABI ithere was [imited

assistames and feedback on the long-rerm raaiment
and prosmozis. We were fold fo axpect some chamges,

Bbur we mever thought thae she would be 1o ageressive

with axiramie moods. e were nanaer fold what fo axpect,

et thar che wonld be phosically  disabled.

Everything I know abeut brain fyury I gof from the

mtarnet, Headway Gateng and readmg books az the

maedical stgff treats you az §f vou were standing in fheir

Wiy

Theme 2: Lack of psycholozical referral, support and

follow-up.

The family carsgivers felt that they did not receive the
appropriste psychological support and follow-up after the
patents were discharged from the hospital. Moreover, they
described a lack of appropriate referrals to organizations
and'or healthcare professionsls. Mapmy of the family
caregivers mnmobced that some of the heslthoare
professionals they were refermed to did not seem to
understand the implications of brain injury on the patients’
peychological finctioning and how this may be Impacting
the family caregivers.

Feodback 1: It ook 36 months fo fnd out that my

Fushamd haz a trawmaiic brain ogiury and whar thiz

maans. Headway Gauteng is whare J am geifing

counseling and wunderstanding. We feel let down by the
doctors and the hospital. Wiy did no one agplam the
porential diffculties coused y ABI?

Feodback 2: We as a fimuly had no idea how fo cope

with the problem and we did not ow that an

orgmmization such as Headhwdy Gauieng @ven exizted.

Follovw-up from the hospoal was non-cosient. e are

all rmomaiized because wa feel that we have made so

memyy mistakes m ferms of our relafive's health and
care. We foel thar we have failed im. We were not

gihvem any read support. When we did end up i a sub-

acute rehabilitanion faciiy, they helped a lot with

ipformation and advice. JF made all the difference.

Theme 3: Lack of educstion mnd preparation for home-
baced care.

Family caregivers reported that they had not been
prepared for the home-baszed care of the patient. Many of
the rmesearch pardcipanis said that the healthcare
professionals provided some information on the patient’s
physical mobility, eating sand bathing. that s the activiges
of daily livine. However, minimal education and
preparation were provided to the family caregivers
reparding the patient’s mood personality and behavior
changes Figure 3 chows that a sigmificant number of the
family caregivers experienced the patients’ chanpe:s in
mood  personality smd behavior (neuropsychological
daficiis) as a profound source of sress.

Foadbadk 1: We were not mformed of the extent af the
iy ard how severely it would impact our Inves once
he wias back home FFe were gham some ifoemarion
about his pipesical disability. We were only told that e
would not funciion normally, and any improvarent
would onfy occur m the fieef 2 years. T feal that we
should kave beem Dpfrmed or educated abour the
severe impact of ABT on kiz personality and how to
handie this. They have never contacied me o provide
the family with rauma support. No one told me what o
axpect. The main prodiem was thar he was senr kome
exiremiely aEeressnve and ke physically abused both
meself and my dauekiers. If was axfremely aumanic @
he huad mod beem an ageressive parson before the brain
Feedback 2: Whan my wife waz dizcharzed from the
hosperal, we were rold thar she was stable and ready o
go home. e thought everyriung would be fine and thar
she would go back to work and Irve a mormal e e
disconered that she had ozt her memory and she would
rvar be able o work agaim. The whole ffomily withes
thurt we had been warned. We all went through a kot of
e amd difficulty before foome out what was going
on with her. The children were confied by her arratic
behmior. For a long fime, they were angry with herand
they did mor warxt fo Rave arpything fo do with their
moiher. T feel thar this could have been muoided i we
hed had a better understanding of the Brain fnjury.

Theme 4: Lack of edocation and information regarding
AR and irs varied effects in the padent such as exoeme
moods and ageTession.

Mamy of the family caregivers repored that they had
blammed snd resented the patient because they did not
undersitand thar the insppropriate behavior that they
wimessed was due to pewrological and other chammss
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cansed by brain injuy. They descobed feelineg very
confused and anery with the patient becase of the ABI-
related neuropsychological symptoms/deficits. Deficits,
ach as lpss of memory, amatic moods, ageression, lack of
organizational skills, amongst others, were interpreted by
the family caregivers s non-cpoperative and obstuctve
behavior by the patent Complications in  Samily
relationships due to the patient’s dfioulty with onpulse
conimol, self-awareness and insizht sarved as cardinal
sgurces of smess In family carepivers who described
aggressive and sometimes physically violent interactions
between themselves and the patient which they felt conld
have bean avoided if they had had a befier imderstanding
of the patient’s Hmitations doe to the bram mjuy. The
family caregivers reporied that they stared feeling
impatient, which remlted in an escaladon of the conflict
within the family constellation. Mist of the caregivers
reported that they gained sn understanding of brain mjury
and its effects at Hesdway Gauteng and that it helped them
view the pafients’ behsvior differently. As a result, they
weare sble o improve thelr coping skills and resilience and
manage the patient more effectively, thus lowering their
lewels of stress to 3 cernain degres.

Foedback 1: There was no indicarion that my huzbaond
might be dyfferent. He has lost bz fowastc sense af
Fumor, lozt his sharp intellect, lost his good sense gf
direction. T feel az if I were married fo someans &is4,
who iz now in wy Bushand s body.

Feedback 1. We ware nover ingformed abowur lils igjuey
and az a result, a lor af rime was wasted. He had Tved
wiih the igiury for a couple of vears bafore he could be
traarad. A Lot of healthcare professionals do not ow
abour bram mjury. Advocacy is needed around brain
Injury from Realithcare professionals. Also, counzelling
Jumily i ezsential. My hushand can nm and move
aroumnd just ar easily as he wwed fo, butt he has a lack gf
empitons, such ar love and Kindness. He iz mapanient,
heeds Mzt grafficaion and i ecesshely sejfish
and somenmes wery agemessive Ar the Headway
Frigndship Circle, I have met other wives with similar
apariences, wiich khas belped me a lor. I feel loss
along.

Theme 5: Lack of weaonent snd edncation regarding
the effects of soess on the psychological and physiolosical
health in the family caregivers.

The caregivers all stated that being able to register the
patient for the sroup suppori programme at Headway
{zrutengs provided them with relief from the many vaned
demands of being a caregiver The imporiance of this
Tespite for caregivers became more evident m that, those
families who bad access to private sub-aoute care reportad
that they expenenced less sioess and felt more prepared for
fuiure home-based care. However, the majority of the

patients with ABI were not able to sccess the sub-acute
rehabilitation  freamment. These famulies expenenced
noticeably hisher degrees of stress with poorer outcomss
for the patient with ABI

Foadback 1 Carimg for my wife since she had a bratn
ingury has been my priovity. It s a lonely job, bur I do
it willingly. Bgfore har myury., she had cared for me for
mayy yoars. Ungbetuonarely, T smoke and deimf more
tham I aver herve bgfome. It iz hawd not to be able fo have

1 proper comvarsaion with my wife. Laely, T have boen

Jeeling low. I have alse had a mini-sroke (trams

ischemic aiftack) and I have boen told that my heart iz

not ai good as i showld be. I have been neglocting my
health and I am now syffering the consegquences. I can
sew thet the siress of being my wile s primary carer has
gorten on fop of me. A Headway Gauteng, they have
axplmined that I need to stor faking care of myaelf foo

i I am going to start doing that T do wot wan? my

wife fo end wp alone My wife will be attending the

Eroup support programme two dlys per week. T am

looking forward fo the tima our.
Discussion

The results highlizht the severty of the impact of stress
on family members caring for a relstive with ABI, with
which iz consistent with cur earlier findings [4, 7). In this
regard, postvention deals with the aftermath in survivors of
swicidal idestion and'or behsvior, which should be
considered 3 form of preventing fimther psychological
complications in these family members [2526]. Of
additional interest is the imporiance of the themes that were
identified in the verbal and written feadback descnbed by
the family carsgivers as major conTibmiors to the siess that
they experienced All five themes can be summed up as
fomily members expressing their peed for caregiver
support and improved preperation and educatiom with
regard to their relative’s brain injury and the burden they
expenance doe fo being caregivers. Generally, there are at
least three important stages in the oestment of a patient
who has expenienced brain injury, that is, the acute phasza
(in-padent hospitalizadon), sub-scute phase (in-paden:
rehabilitation) and home-based care which may include
ouwt-padent rehabilitadon weamnent. The healthoars
professionals”  efforts to provide adequate support
preparation and education of the family caregivers during
these phases of the patient’s weaiment are essenfizl o
ensure more holistic management of both the family and
the patient.

Cmie of the predominant themes: in their feadback was
the expreszed nesd for clesrer commmmication from the
healthcare profeszionals involved during the in-patent
treatment phase. The aoate phase of the patient’s weamoment
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in the hospital may take days, weeks or moaths depending
on the severity of the patient’s brain injury and the reguired
tme for smy recovery. The family members spend an
extensive period visiong the patient in the hospital during
thiz phase. Addressing the family caregivers’ need for on-
E0ing support, preparaton snd educaton should start
during this inidal aoae phase of the patients” mestment
Family caregivers are more likely to develop effective
coping skills if they have some understandine of the
potential impact of the ABI on the patient both piysically
and peropsychologically. They reported that sometimes
they expensnced healthoare professionals a: vague in their
comnuanication, especially reparding the padent’s
progoasis. Explaiming the reasons why it mmight be difSoalt
to make 3 progonosis regarding the recovery from ABI
would benafit the family's understanding It is nseful w
advize the primary family caregiver to be accompanied by
mnother family member to enhance understanding and
remembering what the healtheare provider explains about
the ABI, since the primary caregiver iz often so
overwhelmed that he'she may not register and remember
accurately what they are told Each ABT is unique and can
result in different oubcomes and consequences and co-
morbid psycholegical disorders in padents [2,27.28]
Family members do not always understand this and the fact
that healthcare professionals may have fime constraints and
large patent loads. This does not always allow fior the tme
required to help them dunng 2 possible prolonged process
of nnderstanding the varied potents] affacts of ABI during
the acute phase Thiz may caunse family members o
become confused and anzry when they fail to obtain a clear
indication of an oufcome and'or progoosis for the patient.
An effective way to mitigate this dificulry is to provide the
family with brain mjury resources. Besources, such as
verpal mformation. written matenizl and infornmeative
onling and'er video material conld help them process the
new Information that they have to understand. As part of
the preparation of the family caregiver, the potentisl
neuropsycholomical effects could be dismuzsed with them
pwided by the type snd location of the ABT experienced by
the patent Psychologists, counsellors andior social
workers with fraining in copnifive neurgscience and'or
neuropsycholosy wonld be able to assict them

It 1= imporiant o note that during the sub-soute phase
of the in-patient rehabilitagon, the burden of caregiving is
often even more problematic in developing counmies [29].
“arious factors prevent many patents with ABT from
heming access to sub-acute rehabilitation, such as Snancial
consiraints and lack of private medical cover, amongst
others. In thess simstions, family caregivers ars requirad 1o
start home-based care imumediately after the patent is
discharged from the aoute stage of Testment. They may not
be sdequately prepared for this, since ABT and its effacts

on the pabenmt’s level of fmchonng are often
misundersiood by the family members and others [1,30].
Onir feadback from the family caregivers revealed that the
families who had immediate access to the sub-acute
rehabilitation of the patent had a better understanding of
the implications of ABEI They had also received mome
peychological support and information about ABT and asa
resnlt, they were far better prepared and equipped to cops
with the social cognifive sand psychological changes in the
patient. Several of these fanulies were alzo able to employ
A CaTegiver to support them in their caregiving role. The
families whe did not have access to sab-asoute rehabilitation
had less favorsble outcomes.

Hotably, the physical chanses in mobility were
reparted to be less disoessfinl by many participants. These
resmit: support research [14] indicating that it iz primarily
the neuropsychological sympioms of ABI that case the
caregivers’ elevated siess. According to the research
participanis” feedback, healthcare professionals were moe
fomsed om the patients’ physical well-being snd ADLs,
whereas the research pargcipants expressed the need for
more nformation and support about coping with the
neuropsychological deficits of ABI in their relative. These
findings highlizht that family caregivers may nesd mons
support and education with regard to the emotonal
cogmitive, behavioral, personalify, exsonfive functon and
spcial changes that may ooour in the petient because of the
ABL

The wansition fom the hospital or rehabilitaton
facility to home-based care is an exmemely pivotal period
and if problems ocowr which are not managed this may
remlt i the family caremivers being expecad fo even more
elevated siress and other sccompanying problems. In soms
instamces, the effects of braim injury that can result m
impairment have been referred to as the invizible or hidden
disability [31]. Some patents with brain injury sppear
outerardly the same  which can give the impression that the
patient hac made 3 complets recovery, especially whess
physical recovery i relatively rapid but cogmitive,
behavioral and personality functioning is reduced and less
dafinitive. Despite their poor insizht, low tolerance levals,
mood changes and the many hidden effects of bram injary,
thess patient: may be acked by family caregivers to
manage of to do things that they are not ready or able o
expcute. This discommection between the patent and the
family caregivers sppears to be a significant conmibutor to
the family conflict that we found. The opposite can also
oooar, whers family caregivers overcompensate for the
patients’ diffScultes and as a result, the patents may fail
to make any adequats progress. In both cases, the famdly
caregivers may unknowingly and unintentionally inhibit
the patient’s progress and imcrease their own swess levels.
We fumnd that family caregivers also experience a range of
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behavioral, psychological and physical effacts of siress for
extended periods before the onset of their own ill-heslth. It
has besn reporied elsewhers [32] that post-ARI changes in
personality functioning tend to have the main impact on the
quality of life in the patient affecting the family members.
In onar study, 0t was only once family caregivers also startad
to atend support and education groups a3t Headway
auteng that they realized how the patdent’s paychological
cognitive, personality and behavioral problems were dus o
the effects of the ABL This was achieved by the provision
of carer educadonal programmes. group, family, couple
and individual counselling. Unfornmately, very offen this
only happens yvears after the patent has been discharged
from the hospitzsl and family carers have Bved with other
increasing personal problems such as sirains on finsmces,
socizl relationships, letsure pursuits, work-relsied and
independence iszmes that can contmibute o potential
and friends.

Pesearch support: the idea that appropriate siress
interventipns, sach 83 mindfulness-based  siress
mansgement snd cognitive behsvioral therspy smongsst
others, can mprove the negative health effects of chrondc
smess [9.33,34]) According to owr fSndings, heslthcare
professionals can help to foster resilience, which for the
purposa of this stady was defined as the shility to adapt,
cope snd maintzin health when confronted with caregiver
sres:. In this regard, copnizance should be taken that
resilience is a complicated constuct which can be
influenced by mmldple factors, within the indbaidusl’s
personal and cultaral coofext [35-37]. Generally, peopls
who have hizgh levels of selfmastery, self-esteem and
social support tend to have improved physical amd
psychological bhealth [38]. Therefors, assisting Samily
members to develop more effective coping mechsnisms
can substantially ease the caregiver’s burden/stress [1,39].
This could firther resnlt in better lonz-term health for bath
the caregivers and the padents with AR

The healthcare professiomals imrolved could benedt
family caregivers by explonng their long-term needs and
implementing & method to identify the early signs and
symptoms of stwess, This conld be done by mcluding, Mo
carefin]l history faking, smy premorbid fectors sach as
personal and secial croomstances and copine stvle It is
alzo recommended to adopt 8 quick and simple method of
asseszing caTemivers’ negative soess with i nsks of
artendant mental snd physical health complicatons. In this
regard, it could be wortmwhile to request family members
to fill in a3 swess symiptom checklist that is easily scored
This conld be emailed to the family or completed in the
waiting area before their consultadon The results counld
provide an immedizte indication of whers problems may
be poowming so that the family carsgivers who need it can
be refemred for appropriate reatment Such inferventons

could prevent possible smess-related ill-health i the long-
term and sssist caregivers with coping skills and promiots
resilience in them

Srudy [imitarions

The generalizability of the research results is imited by
the small sample sizs (19=50) and the fact that the ressarch
participants weare all selected from a single orzanizaton,
Hezdway Gouteng. Addidonally, all the research
participants received and contimed to have access to
peychological and educational support services. The results
could vary in a sample of family caregivers who do not
Teceive such support.

Conclusions

The vanous needs of caregivers of relatives with ABI
are frequently not met and the complexities of being baoth
A caregiver and family member can confmbute to 8 myTiad
of problems and be very simessful for them. The role of
healthcare professionals n tenms of prepaning the family
members who care for a pattent with ABI to develop their
resilisnce and coping skills is extremely important. This
Teqguires 3 shared understanding betwesn family members
and healthcare professiomals that could prevent am
exacerbation of the caregiver’s siress. The holisdc
meatment of these parlents requiTes screening for these
effects and providing  appropmate  preventafive
interventions. Swess-symptom screening is 3 guick and
effective method of detecting amy early onset of the
symptores brought on by chronic stres: in famdlies whe
care for ABI patients amd assists in idenfifying how an
individual’s soess is monifesing, tms faclitatng
applicable referrals for prevenfative iTesiment and
interventons.
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CHAPTER S
SYNTHESIS

5.1 INTRODUCTION
This chapter includes a synthesis and summary of the three published articles’ key findings and
the practical applications thereof. Additionally, it outlines the study limitations and recommends

further research.

5.2 SYNTHESIS
5.2.1. SYNTHESIS OF ARTICLES

Article one forms the foundation for article two and three which further expand on the findings
discussed in the first article. Article one addresses the relationship between stress and suicidal
ideation in the research participants. The correlation between stress and suicidal ideation was
significant, with data showing that suicidal ideation increased with increasing levels of stress.
Acrticle one also describes how most of the participants scored higher on the behavioural than
the physical and psychological sub-categories of the SSCL. This suggests a denial and/or lack of
acceptance of the impact of their physical and psychological stress-related symptoms. The
marked number of medical and psychological diagnoses reported by the research participants
after they became caregivers to the patients with ABI was further evidence of the pronounced

effect of caregiver stress on their psychological and physical well-being.

Acrticle two amplifies article one’s findings by reporting on the impact of stress on levels of
depression and ill health as an indication of psychological coping. It provides an explanation for
the high percentage of physical and psychological diagnoses reported by the research
participants after becoming caregivers, providing evidence that they were not coping given their
inordinate stress and depression levels. These findings provide compelling evidence of the value
of psychological screening for elevated stress and poor coping in family members caring for a
patient with ABI.

Acrticle three elaborates on article one’s findings with the focus being the qualitative research
information gained from the analyses of the questionnaire and self-report procedures. This
revealed five themes, listed in the key findings, which were identified as major triggers of the
caregivers’ profound stress. They reported that they were not adequately prepared by healthcare
professionals during the patients’ treatment in hospital for the neuropsychological sequelae in

the patient with ABI and that the lack of preparation resulted in family conflict and the
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problems found by the present research. The article emphasises the role of the healthcare
professionals in assisting these caregivers to cope and provides guidelines and recommendations

as part of the discussion.

5.2.2. KEY FINDINGS
The key findings discussed in all three articles are listed here using bar graphs and pie charts for

clarification.

5.2.2.1. Stress Levels
Most of the research participants (77.5%: 62) suffered from moderate, severe or profound stress
(Figure 1). Only 22.6% (18) fell into the low to mild stress categories. This finding showed that
the research participants were experiencing extreme stress effects and symptoms due to their

caregiver responsibilities.

35%

31.3%

30%

28.7%

25%

20%
17.5%

15% 13.8%

8.8%

10%
L '
LOwW

MILD MODERATE SEVERE PROFOUND

0%

Figure 1: Results of the SSCL.

5.2.2.2. The Relationship Between Stress and Suicidal Ideation
Participants with higher levels of stress had correspondingly higher levels of suicidal ideation.
Data showed that 100% of the low and mild stress scorers on the SSCL fell in the BDI Item 9
option of 0 (no suicidal ideation). As the BDI Item 9 options increased, so did the severity of the
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stress scores on the SSCL. On the BDI Item 9 options 2 and 3 (suicidal ideation and intent)
profound stress levels were noted. The conclusion is that profound stress increases risk for

suicidal ideation and behaviour in family members caring for a patient with ABI.

100.0% category
B Low

E mild

B voderate
E severe
80.0% OPrafound

60.0%

Percent

400%

200%

0%

1.00 200 3.00
BDIQ.9

Figure 2. Total SSCL and BDI Item 9 scores.

5.2.2.3. Evidence of Denial
In terms of sub-category scores on the SSCL, most participants scored higher on the behavioural
than the physical and psychological sub-scales as shown in Figure 3. This suggests a denial
and/or lack of acceptance of the impact of the physical and psychological stress-related
symptoms on them. These findings highlight the value of looking at the different sub-categories
of stress as measured by the SSCL and not only a total stress score for each caregiver. A high
score in any one of the sub-categories combined with lower scores in the others suggests that
the patient may not be fully cognisant of the differential impact of their stress and/or may not

want to admit to not coping with their caregiver burden.
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Comparison of SSCL Categories of Symptoms

Mgan 2 4 6 8 10 12 14 16

Figure 3: Presentation of mean scores for SSCL sub-categories.

5.2.2.4. Physical and Psychological Diagnoses
A profound psychological and physical impact on the research participants was identified as the
following findings indicate: 62.5% (50) of the sample had received a medical and/or
psychological diagnosis from a healthcare professional after becoming a caregiver. Of this
number, 30% (15) were diagnosed with a medical disorder and 36% (18) had been diagnosed
with a psychological problem, and 34% (17) had been diagnosed with both a medical and
psychological condition. Of the total sample, 23.8% (19) reported experiencing intense feelings
of depression, anxiety and stress which they had not sought treatment for. Only 6.3% (5)
reported having been diagnosed with medical and/or psychological conditions before becoming
a caregiver, and all these participants reported that their health had worsened after becoming a
caregiver. Out of the entire sample, only 7.5% (6) expressed having no psychological or medical

concerns before or after becoming a caregiver.
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Medical and Psychological Diagnoses

25.00% 23.80%
22.50%
21.25%
20.00% 18.75%
15.00%
10.00%
7.50%
6.30%
0.00%
Medical and No diagnoses Medical Both medical & Psychological Feel depressed
psychological before or after diagnoses psychological diagnoses and unwell but
diagnoses diagnoses have not sought
before out treatment
becoming a
caregiver

Figure 4: Medical and psychological diagnoses received after becoming a caregiver.

5.2.2.5 Depression
The research participants were found to have markedly high levels of depression. Results from

the BDI are presented in figure 5 which indicates the percentage of research participants who
had minimal depression (25.1%), mild depression (20%), moderate depression (36.3%), and
severe depression (18.8%). A total percentage of 75.1% of the research participants had mild to

severe depression.

36.3%
40% /
35%
25.1%
30% /
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Figure 5: Results from the BDI.
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5.2.2.6 Psychological Coping
Scores on the SSCL, BDI and qualitative information were analysed, and each research
participant was assessed to be either coping or not coping with their caregiver stress. Overall,
67.5% (54) were not coping and 32.5% (26) were coping but these participants had areas of

concern in respect of their future well-being.

Coping or Not

= Not coping = Coping

Figure 6: Coping or not coping with caregiver stress.

5.2.2.7 The Families Hospital Experience
The research participants were asked if they felt prepared for the neuropsychological sequelae in
the patients with ABI during the acute stage of hospital treatment. The results (figure 7) showed
that 78.8% did not feel that they were adequately prepared for the changes in the patient. And
only 16.3% did feel that they were adequately prepared and were able to anticipate the patient’s
changed behaviour and 5% of the sample said they were not present during the acute phase of
treatment.
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Did Healthcare Professionals Prepare the
Family?

= Did not feel prepared = Felt prepared Not present

Figure 7: Preparation of family members (percentage of caregivers who felt adequately

prepared for the neuropsychological deficits in the patient)

5.2.2.8 Neuropsychological Deficits
Figure 8 indicates the percentage of the research participants who rated a particular
neuropsychological or physical symptom in the patient with ABI as causing them profound
stress. Most caregivers felt that deficits involving emotions and/or moods (83.3%), cognitive
ability (78.8%), behaviour and personality (75.0%)., executive and organizational ability
(70.0%), and social factors (65.0%) caused them profound stress. Less than 60% of the
participants felt that the patient’s deficits in speech and communication, physical function and
movement, and sexual behaviour caused them stress. The results show that a large percentage of
the research participants were experiencing profound stress because of having to cope with the

neuropsychological deficits in their relative with ABI.
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Symptoms of ABI

Emotions and/or moods 83.8%

Cognitive ability 78.8%

Behaviour & personality 75.0%

Executive & organisational ability 70.0%

Social factors 65.0%

Speech & communication 57.5%

Physical function & movement 52.5%

Sexual behaviour 18.8%
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Figure 8: Neuropsychological deficits rated by caregivers as the cause of profound stress.

5.2.2.9 Qualitative Report - Five Themes
The analyses of the qualitative data revealed five themes which were identified as major triggers

of the caregivers’ profound stress.

Theme 1: Lack of availability of the healthcare professionals during the acute phase of the
hospital treatment.

Theme 2: Lack of psychological referral, support and follow-up.

Theme 3: Lack of education and preparation for homebased care.

Theme 4: Lack of education and information regarding ABI and its varied effects in the patient,
such as extreme moods and aggression, that is the neuropsychological deficits.

Theme 5: Lack of treatment and education regarding the effects of stress on the psychological

and physiological health in the family caregivers.

5.3 PRACTICAL APPLICATIONS
The findings of the present study should alert healthcare professionals to the very high levels of

stress experienced by caregivers of patients with ABI and the resulting increased risk for
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suicidal ideation/behaviour, depression and ill health. This awareness should result in more
holistic and effective psychological and medical treatment of these patients. Healthcare
professionals who read the published articles will be better informed and more able to ask
relevant questions and identify potential health problems allowing for a preventative approach
to the treatment of these caregivers. The study’s findings highlight the need for support,
education and preparation of these caregivers regarding the neuropsychological sequelae in the

patient which should significantly reduce family conflict and caregiver stress.

Stress-symptom screening is recommended for caregivers of patients with ABI to detect any
early onset of unhealthy stress. This is an effective, quick and practical means of identifying
behavioural, psychological and physiological risks in them and, thereby, facilitates applicable
referrals for preventative treatment and interventions. In this regard a collaborative effort
between medical and psychological healthcare practitioners is recommended to ensure a holistic
and inclusive approach towards treatment procedures and interventions to improve coping skills

and resilience in these family members.

The research findings emphasise that extremely high levels of stress in caregivers significantly
increases risk for suicide and ill health. During the data collection phase of this study one of the
research participants, who scored extremely high on both the SSCL and the BDI question 9, did
choose to die by suicide. This death could have been avoided and it highlights the danger of
denial in caregivers and their families, and the importance of identifying risk for suicide in

family caregivers by healthcare professionals.

5.4 STUDY LIMITATIONS AND RECOMMENDATIONS

The limitations of this study include the fact that the sample size was small (N=80) and all the
research participants were drawn from a single organisation, Headway Gauteng (Hyde Park and
Soweto branches), which limits the generalizability of the findings. Further research is
recommended which should be undertaken with a larger sample to identify a history of possible
pre-morbid and other risk variables. These include which neuropsychological, physical and
social changes in the patients with ABI cause the family carers the most stress, whether there
are gender and/or age-related differences in them and if there is a correlation between the
severity level of ABI and the caregivers’ suicidality. The study participants all had access to
psychological support services and education which implies that the findings may be different in
a population of family caregivers who do not have access to such support. Although all the

research participants in this study were caregivers for a minimum of 12 months, it would be
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useful to establish what difference the time period of being a caregiver would make in terms of

their coping skills and stress levels.

5.5 CONCLUSIONS

Inordinate stress levels amongst caregivers of relatives with ABI are of significant concern and
both chronic and acute stress have been found to be critical co-morbid variables in suicidal
behaviour and ill health. The present research showed that elevated levels of stress can cause
caregivers of patients with ABI to develop suicidal ideation, depression and ill health as they
start feeling that they are not coping with the demands associated with caregiving. This is
clinically relevant and early identification of such problems and referral for appropriate help is
recommended along with the need to alert healthcare professionals to this. Given the above, the
conditional probability is high that if stress experienced by these family members is not
adequately treated, it may exacerbate physical and psychological stress-related diatheses. Hence
the value of stress-symptom screening cannot be overemphasized, along with support and
education regarding the potential neuropsychological deficits in the patients with ABI, and the
effects of the caregivers’ unmanaged stress on their physical and psychological well-being so

that they are better able to manage their stress and cope as a caregiver.
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ANNEXURE TWO

NEUROPSYCHOLOGICAL-RELATED QUESTIONNAIRE
RESEARCHER: MRS JANET WALKER (JANN)

Type of injury sustained by the person with acquired brain injury (ABI):

Cause of the ABI:

Date of the ABI:

Do you attend the Headway Friendship Circle? Circle yes or no below:
Yes / No

Or have you attended HFC in the past? Circle yes or no below:
Yes/No

Does your family member with ABI attend the Headway activity programme or has s/he
attended in the past?

Yes / No

If yes, how often and for how long? (for e.g., once a week for 2 years)

Where is your family member with ABI living? Place a V tick next to the relevant option below:
Assisted care facility
Living at home
Living independently
Elsewhere

If your family member with ABI is living elsewhere, please specify:
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7. Which changes in your family member with ABI cause you the most stress? Using the rating
scale provided, please rate the categories listed in the box below according to the level of
stress each cause:

Rating scale — my stress

levels are:

1 - Mild

2 — Moderate
3 —Severe

4 — Not applicable

Changes in family member with ABI Rating

Emotions and/or mood
(for e.g., depression, anxiety, anger, etc)

Sexual behaviour
(for e.g., inappropriate sexual behaviour, increased/decreased sex drive, etc)

Cognitive or intellectual ability
(for e.g., memory, comprehension, etc)

Physical functionality and movement
(for e.g., use of a wheelchair, loss of movement, etc)

Speech & communication
(for e.g., loss of speech, lack of clarity or comprehension in speech, etc)

Behaviour/personality changes
(for e.g., impulsivity, lack of spontaneity, aggressiveness, irritability, selfishness,
etc)

Executive skills or general organisational skills
(for e.g., timekeeping, organisation, planning, etc)

Social factors
(for e.g., inappropriate social behaviour)

Please specify and provide further information where applicable:

8. During your family member’s treatment in hospital, did you feel adequately prepared by
medical staff and/or healthcare professionals for the changes in your family member’s
psychological status, behaviour, cognition and personality? Circle yes or no below:

Yes / No

Please elaborate:
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9.

10.

11.

12.

13.

Since your family member’s ABI, have you been diagnosed with a medical or psychological
health concern or condition? Circle yes or no below:

Yes / No

Please elaborate:

Which healthcare professionals, if any, have you consulted for assistance with your personal
difficulties and health concerns since your family member sustained an ABI. Please indicate
with a tick v below:

Medical doctor
Psychiatrist
Psychologist
Counsellor
Physiotherapist
Other (please specify)

Are you currently taking medication for a psychological and/or psychiatric condition, such as
depression, anxiety or any other psychological concern? Circle yes or no below:

Yes / No

If yes, please elaborate:

If you have been diagnosed with a psychological and/or psychiatric condition, please indicate if
your diagnosis occurred before or after your family member sustained an ABI by ticking v the
appropriate box below:

Before your family member’s ABI
After your family member’s ABI

Do you believe that your current well-being and health status has been affected by your family
member’s ABI? Circle yes or no below:

Yes / No

If yes, please elaborate:
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ANNEXURE THREE

BECK’S DEPRESSION INVENTORY

Instructions: This questionnaire consists of 21 groups of statements. Please read each group of
statements carefully, and then pick out the one statement in each group that best describes the
way you have been feeling during the past two weeks, including today. Circle the number
beside the statement you have picked. If several statements in the group seem to apply equally
well, circle the highest number for that group. Be sure that you do no choose more than one
statement for any group, including Item 16 (Changes in Sleeping Pattern) or Item 18 (Changes

in Appetite).
1. SADNESS
0 Idonot feel sad.
1 | feel sad much of the time.
2 | am sad all the time.
3 | am so sad or unhappy that | can’t stand it.
2. PESSIMISM
0 | am not discouraged about my future.
1 | feel more discouraged about my future than | used to be.
2 | do not expect things to work out for me.
3 | feel my future is hopeless and will only get worse.
3. PAST FAILURE
0 | do not feel like a failure.
1 | have failed more than | should have.
2 As | look back, | see a lot of failures.
3 | feel | am a total failure as a person.
4. LOSS OF PLEASURE
0 | get as much pleasure as | ever did from the things | enjoy.
1 | don’t enjoy things as much as | used to.
2 | get very little pleasure from the things | used to enjoy.
3 | can’t get any pleasure from the things | used to enjoy.
5. GUILTY FEELINGS

0 | don’t feel particularly guilty.

1 | feel guilty over many things | have done or should have done.
2 | feel quite guilty most of the time.

3 | feel guilty all of the time.

PUNISHMENT FEELINGS

0 | don’t feel | am being punished.

1 | feel | may be punished.

2 | expect to be punished.

3 | feel | am being punished.
SELF-DISLIKE

0 | feel the same about myself as ever.
1 | feel | may be punished.

2 | am disappointed in myself.
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10.

11.

12.

13.

14.

15.

16.

3 | dislike myself.
SELF-CRITICALNESS

0 | don’t criticize or blame myself more than usual.
1 | am more critical of myself than | used to be.
2 | criticize myself for all of my faults.

3 | blame myself for everything bad that happens.
SUICIDAL THOUGHTS OR WISHES
0 Idon’t have any thoughts of killing myself.

1 | have thoughts of killing myself, but | would not carry them out.
2 | would like to kill myself.

3 | would kill myself if | had the chance.

CRYING

0 | don’t cry any more than | used to.

1 | cry more than | used to.

2 | cry over every little thing.

3 | feel like crying, but | can’t.

AGITATION

0 | am no more restless or wound up than usual.

1 | feel more restless or wound up than usual.

2 | am so restless or agitated that it’s hard to stay still.

3 | am so restless or agitated that | have to keep moving or doing
something.

LOSS OF INTEREST

0 | have not lost interest in other people or activities.

1 | am less interested in other people or things than before.

2 | have lost most of my interest in other people or things.

3 It’s hard to get interested in anything.

INDECISIVENESS

0 | make decisions about as well as ever.

1 | find it more difficult to make decision than usual.

2 | have much greater difficulty in making decision than | used to.
3 | have trouble making any decisions.

WORTHLESSNESS

0 | do not feel that | am worthless.

1 | don’t consider myself as worthwhile and useful as | used to.
2 | feel more worthless as compared to other people.

3 | feel utterly worthless.

LOSS OF ENERGY

0 | have as much energy as ever.

1 | have less energy than | used to have.

2 | don’t have enough energy to do very much.

3 | don’t have enough energy to do anything.

CHANGES IN SLEEPING PATTERN

0 | have not experienced any change in my sleeping pattern.
la |sleep somewhat more than usual.
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1b Isleep somewhat less than usual.

2a Isleep alot more than usual.

2b |sleep a lot less than usual.

3a | sleep most of the day.

3b | wake up 1-2 hours early and can’t get back to sleep.
17. IRRITABILITY

0 | am no more irritable than usual.
1 | am more irritable than usual.
2 | am much more irritable than usual.
3 | am irritable all the time.
18. CHANGES IN APPETITE
0 | have not experienced any change in my appetite.

la My appetite is somewhat less than usual.
1b My appetite is somewhat greater than usual.
2a MY appetite is much less than before.
2b My appetite is much greater than usual.
3a | have no appetite at all.
3b Icrave food all the time.
19. CONCENTRATION DIFFICULTY

0 | can concentrate as well as ever.

1 | can’t concentrate as well as usual.

2 It’s hard to keep my mind on anything for very long.

3 | find | can’t concentrate on anything.
20. TIREDNESS OR FATIGUE

0 | am no more tired or fatigued than usual.

1 | get more tired or fatigued more easily than usual.

2 | am too tired or fatigued to do a lot of the things | used to do.

3 | am too tired or fatigued to do most of the things | used to do.
21. LOSS OF INTEREST IN SEX

0 | have not noticed any recent changes in my interest in sex.

1 | am less interested in sex than | used to be.

2 I am much less interested in sex now.

3 | have lost interest in sex completely.

SCORING

0to9: MINIMAL DEPRESSION
10 to 16: MILD DEPRESSION

17 to 29: MODERATE DEPRESSION
30 to 63: SEVERE DEPRESSION
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ANNEXURE FOUR
BECK’S HOPELESS SCALE

Read the following statements about you and your feelings today. Make a cross in the TRUE

block if the statement indicates how you felt in the past week (including today), and a cross in
the FALSE block if you did not feel like that in the past week.

true

false

I look forward to the future and feel enthusiastic about it.

I may as well give up because I cannot improve my condition.

If things go badly, | feel better in the knowledge that things will not

always be bad

I can’t think what my life will be like in ten years times.

| have enough time to achieve that which | really want to achieve.

I think that I will be successful in the future in those things that are

important to me.

My future looks dark.

| expect to get more good things out of life than the average person.

Everything is going wrong with me and there is no reason to have
faith in the future.

10.

My past has prepared me well for the future.

11.

My future looks strewn with unhappiness rather than happiness.

12.

I do not expect to get those things that | want so badly.

13.

If I look into the future, I hope that | will be happier than I am now.

14.

Things are just not going to happen as | would like them to.

15.

| believe in the future.

16.

I never get what | want, therefore it is stupid to expect anything.

17.

It is unlikely that things will be really better in the future.

18.

The future looks vague and uncertain.

19.

I look forward to better rather than worse times.

20.

It is not worthwhile looking forward to something, seeing that it

probably will not happen to me.
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ANNEXURE FIVE

THE STRESS SYMPTOM CHECKLIST
Make a tick V if you experience the symptoms often (at least once a week or more), and an X

if you experience it sometimes (less than weekly, but at least monthly).

Do you experience:

PHYSICAL REACTIONS
- UNUSUAL - HIGH BLOOD PRESSURE UNEXPLAINED
TIREDNESS NAUSEA
- APATHY/LACK OF - SEXUAL PROBLEMS FREQUENT
ENTHUSIASM INDIGESTION
- BREATHLESSNESS - UNEXPLAINED ERRATIC BOWEL
FOR NO REASON HEADACHES\PAIN FUNCTION
- FEELINGS THAT - FEELING FAINT OR EXCESSIVE
YOUR APPEARANCE UNUSUALLY WEAK FOR PERSPIRATION
HAS ALTERED FOR NO REASON FOR NO REASON
THE WORSE
- DIFFICULTY IN - MUSCLE TENSION DIZZY SPELLS
RELAXING FOR NO REASON
- DISTURBING - FEELING PHYSICALLY FEELING TIGHT-
DREAMS OR UNWELL CHESTED FOR NO
NIGHTMARES REASON
PSYCHOLOGICAL REACTIONS
- FEELINGS OF - FEELINGS OF DISLIKING FEELINGS THAT
HELPLESSNESS YOURSELF YOU ARE A
FAILURE
- FEELINGS OF - BEING AFRAID OF FEELING YOU
DEPRESSION DISEASE CAN'T COPE
- FEELINGS THAT NO - AN INCREASE IN FEELINGS THAT
ONE UNDERSTANDS COMPLAINTS ABOUT OTHER PEOPLE
YOU WHAT HAPPENS TO YOU DISLIKE YOU
- FEELINGS OF - LOW SELF-ESTEEM/LOW FEELINGS OF
GENERAL OPINION OF YOURSELF CONFUSION
ANXIOUSNESS
- PHOBIAS - FEELINGS OF BEING FEELINGS OF
(IRRATIONAL FEARS) GOSSIPED ABOUT CONCERN MAINLY
FOR YOURSELF
- AWKWARD - BEING OVER SELF- FEELINGS OF
FEELINGS WHEN CRITICAL FREQUENT
CLOSE TO OTHERS CRITICISM
- FEELINGS THAT YOU - FEELINGS THAT NO ONE FEELINGS THAT
HAVE FAILED IN WANTS TO WORK WITH YOU HAVE BEEN
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YOUR ROLE AS A YOU NEGLECTED OR
PARENT, SPOUSE, LET DOWN
CHILD EMPLOYEE,
EMPLOYER
PANICKY FEELINGS FEELING TENSE AND FEELINGS OF
KEYED-UP LONELINESS AND
NO ONE TO TALK
TO
BEING UPSET BY PERSISTENT GUILT A LACK OF SELF-
DISEASE IN OTHERS CONFIDENCE
BEHAVIOURAL REACTIONS
MEMORY LOSS/ DIFFICULTY IN MAKING DISINTEREST IN
FORGETFULNESS UP YOUR MIND OTHER PEOPLE
POOR LONG-TERM DIFFICULTY IN SUPPRESSED OR
PLANNING SHOWING/EXPRESSING UNEXPRESSED
YOUR TRUE FEELINGS ANGER
POOR WORRYING FEARFULNESS
CONCENTRATION
INCONSISTENCY SOCIAL WITHDRAWAL POOR DECISION
MAKING
INABILITY TO MEET MAKING UNNECESSARY UNCO-OPERATIVE
DEADLINES MISTAKES RELATIONSHIPS
POOR TIME THE NEED TO FEELING
MANAGEMENT REGULARLY WORK DISGRUNTLED/
LATE MOODY/
IRRITABLE
PROCRASTINATION POOR WORK QUALITY EMOTIONAL
OUTBURSTS
THE NEED TO DIFFICULTY IN GREATER USE OF
CONSTANTLY TAKE COMPLETING ONE TASK ALCOHOL,
WORK HOME BEFORE RUSHING ONTO CAFFEINE,
THE NEXT NICOTINE,
MEDICINES TO
COPE
POOR PROBLEM- THE NEED TO CANCEL FIDGETING/
SOLVING SKILLS LEAVE RESTLESSNESS
ACCIDENT- NAILBITING UNPREDICT-
PRONENESS ABILITY
LOW INTEREST IN AN EXCESSIVE ALOSSOF
WORK APPETITE APPETITE
ADROPIN ENGAGING IN THE NEED TO CRY
PERSONAL FREQUENT CRITICISM FOR NO REASON
STANDARDS OF OTHERS
INCREASED FRANTIC BURSTS OF TICS/NERVOUS
AGGRESSIVENESS ENERGY HABITS
LACK OF INTEREST LITTLE SENSE OF SLEEP
IN LIFE HUMOUR DISTURBANCES
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Rate the PRESENT INTENSITY of your stress somewhere along the scale below.
Choose any number between lowest intensity (1) to highest intensity (10). Circle
only one number along the scale below:

No The most intense
stress stress imaginable

12 3 456 7 8 9 10

SCORING

0to8: LOW STRESS

9to 15: MILD STRESS

16 to 30: MODERATE STRESS

31 to 45: SEVERE STRESS

46 and above: PROFOUND STRESS
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ANNEXURE SIX
STUDY INFORMATION SHEET

Study title: Stress, depression and suicidal ideation amongst family members of patients
with acquired brain injury (ABI).

Principal investigator: Janet (Jann) Walker
Cell phone number: 076 264 0044

Email address: jann@counselling-trauma.co.za

Greetings Headway Members,

This is an appeal to all the Headway members involved in caring for a relative with ABI. Please
volunteer to become a part of this study. To help you understand what this research study is
about here is some background information about myself and the study. As a registered
counsellor 1 am involved in education and support of people living with ABI and their family
members. As part of this work, | facilitate the Headway Friendship Circle (HFC) which is a
group designed to provide emotional support and information to assist families. HFC also
provides an outlet for people living with ABI so that they feel less isolated in coping with the
struggles that come with ABI. In addition to this work | provide general education, life skills

and psychological counselling to patients at my private practice in Rosebank, Johannesburg.

Consistently | have seen that the family members caring for a relative with ABI go through
substantial pain and suffering. Very often this results in both physiological and psychological
health effects. This research study is designed to identify levels of stress, depression,
hopelessness and suicidal behaviours in family members caring for a relative with ABI. The
primary purpose is to gain data and statistics that will assist in creating greater awareness of the
psychological burden experienced by family members. With this information I will be able to
draw up guidelines for medical and healthcare professionals so that greater emphasis is placed

on providing family members with appropriate support.

At HFC family members often say that in the early days of their relative’s illness or injury no-
one explained that there could be ongoing personality and general functionality changes in their
relative with ABI. Healthcare professionals do try to do this, however there is so much focus on

the patient that very often the healthcare professional does not stop to assess and, thereby,
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ensure that the family members are understanding what is happening to their relative’s brain and
potentially to their brain function. The education and support of the family members needs to
begin in the hospital, and it should be undertaken in a systematic and sensitive manner by
counsellors and/or psychologists with specialized training. This study intends to highlight this

need.

If you choose to participate in this study, you will be required to take a battery of tests, which
you will do under my guidance and supervision. This will take approximately 60 minutes and
the interview can be done in a group setting.

This study has been ethically reviewed and approved by the UKZN Biomedical Research Ethics
Committee (approval number: BE221/18).

YOUR PARTICIPATION IS VOLUNTARY

Your participation is entirely voluntary. You can refuse to answer any questions that you find
too embarrassing or personal. Please note that you are free to decline to participate or withdraw
at any time from the study without suffering any disadvantage or prejudice.

CONFIDENTIALITY

The information that you share with me is confidential and you will be identified in the research
by a computer-generated number. No person will be able to link your name with this computer-
generated number. However, those of you who are comfortable with providing contact details
may do so. The informed consent and test forms will be locked away in a secure cupboard that
will be accessible to myself only. Please note that all the information that you provide will be
treated with complete confidentiality. At an appropriate time after the study has been completed
all the test forms will be shredded and disposed of by myself. Once you understand the study
and agree to participate, you will be asked to sign a consent form. You should not agree to take
part unless you are completely happy with the study and have understood the information given

to you.

RISKS AND DISCOMFORTS

Sometimes filling out psychological tests such as these can cause distress, if you find that this is
the case, please let me know and appropriate counselling will be made available to you. In
addition, if you are embarrassed, worried or made to feel anxious by some of the questions,

please remember that you can refuse to answer any questions that you wish to.
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BENEFITS

The results of this study will be used to provide information and guidelines for medical and
healthcare professionals who are involved in the care of patients with ABI and their family
members. This will contribute to more appropriate counselling and education being made
available to family members, so that they are better prepared and more able to cope with the
challenges in caring for and supporting a person with ABI. The results of this study will also be

published in scientific journals to achieve wider dissemination of the relevant data.

COST OF THE STUDY
There is no cost to you to take part in the study.

COMPENSATION
Neither you, nor the researcher (Jann), will receive any financial compensation for doing or

taking part in this study.

CONSENT

You are required to sign a consent form if you agree to participate in this study.

LANGUAGE

Participants are required to be able to read and write in English.

QUESTIONS
In the event of any questions, problems or concerns you may contact me on my cell: 076 264

0044. Or you can contact the UKZN Biomedical Research Ethics Committee at:

BIOMEDICAL RESEARCH ETHICS ADMINISTRATION
Research Office, Westville Campus

Govan Mbeki Building

University of KwaZulu-Natal

Private Bag X 54001, Durban, 4000

KwaZulu-Natal, SOUTH AFRICA

Tel: 27 31 2602486 - Fax: 27 31 2604609

Email: BREC@ukzn.ac.za

73



ANNEXURE SEVEN
INFORMED CONSENT FORM
I have been informed about the study entitled:

stress, depression and suicidal ideation amongst family members of patients with acquired
brain injury (ABI), by Jann Walker.

I have read the study information form and | understand the purpose and procedures of the
study.

I have been given an opportunity to ask questions about the study and have had answers to my
satisfaction.

| declare that my participation in this study is entirely voluntary and that | may withdraw at any
time without affecting any of the benefits that | am usually entitled to.

I have been informed about available counselling if any harm or distress occurs to me as a result
of study-related questions.

If | have any further questions or concerns related to the study, | understand that | may contact
the researcher (Jann Walker) on her cell phone 076 264 0044.

If 1 have any questions or concerns about my rights as a study participant, or if I am concerned
about an aspect of the study or the researcher then | may contact:

BIOMEDICAL RESEARCH ETHICS ADMINISTRATION
Research Office, Westville Campus

Govan Mbeki Building

University of KwaZulu-Natal

Private Bag X 54001, Durban, 4000

KwaZulu-Natal, SOUTH AFRICA

Tel: 27 31 2602486 - Fax: 27 31 2604609

Email: BREC@ukzn.ac.za

I understand what my involvement in the study means and | voluntarily agree to participate by
completing the study tests and questionnaire.

Signature of participant Date
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