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ABSTRACT
End-Stage Renal Disease (ESRD) has been on the rise and is a major public health
concern. It affects both family caregivers and their patients adversely. The near-death
nature of ESRD coupled with its impact on quality of life has compelled family caregivers
to provide needed care from as basic as personal hygiene to complex care like wound care
both in and out of health facilities. The level of participation of these family caregivers,
however, is undefined and their experiences in their caregiving role are not properly
understood. This among other challenges has confused the role played. Given this, the
study sought to explore the experiences of family caregivers of patients with ESRD using

the Caregiver Health Model. This study employed an exploratory descriptive qualitative

design situated wit ing technique aided in

the recruitment of al. Data was collected
using a semi-struct model. The interviews

were audio-record iews, code, and group

the themes. Thema aregiver health model

while ensuring the eck. Family Caregiver
experiences were T regivers’ needs, tasks,
competencies, belig ed. According to study
findings, Family ca ch they believed could

be bearable with ing the constructs
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CHAPTER ONE

INTRODUCTION
This chapter gives a primer on the background of the study. It also touches on the problem
statement, objectives, research questions for this study, the purpose of the study, and the

significance of the study to nursing practice, policy makers, and research.

1.1 Background

ESRD is a chronic, progressive and irreversible kidney disease, where the kidneys
can no longer function on their own. Persons with ESRD must receive dialysis or kidney
transplantation to survive for more than a few weeks (WHO, 2017). Patients may
experience a wide range variet:

ms as kidney failure progresses. These include

fatigue, drowsiness dry skin, itchy skin,

headache, weight | 019). The chronic and
progressive develo significant threat that
contributes to a reduced quali and premature morta 0ang, Green & Bonner,
2018; Ji-Cheng et e_(e ] hat ease and standards of
medical care whic 7 : signs of the disease
progression and ea le renal transplant has
made it a life-threa appin, 2020).

According ta ot al. (2 he qglc d prevalence of CKD is

13.4%, and p@ith end-stag

million and 721r_millim<§&aﬁems in devi _— ies who might benefit from
—1_ WIEGR| PROCEDAMUS T—

Medicare, in less developed countries such as Ghana, patients, and family caregivers bear
the huge burden of care without government support (Kusi et al., 2020; Kekrebesi, 2021;
Oyegbile & Brysiewiez, 2017). Further failure to enroll the treatment of ESRD onto the

National Health Insurance scheme has left families to bear all the cost of care. This has
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resulted in increased care dependency with an estimated 349 million people being care-
dependent worldwide (WHO, 2017). The situation is further exacerbated because of the
numerous hospitalizations, increased healthcare costs, and numerous metabolic changes
among others have led to this state of affairs, namely, care dependency.

In sub-Saharan Africa and Latin America, the burden of ESRD is progressing at a
faster rate with an estimated number of people receiving renal replacement therapy to be 2
to 5 million (WHO, 2017); and projected to reach 5-10 million by 2030 (Stanifer et al
2014).

Care dependency is a hallmark in the management of ESRD with family caregivers

standing in as advocates for the patients, especially in Ghana. The rapid increase of ESRD

has rendered it a g : ted 13.3% prevalence

of ESRD has been crease in ESRD cases
augments an incr d and in some cases
deplorable healthc untry. Apart from that,
due to financial ¢ vers in the healthcare
system, health per: dized care to patients
(Adjei et al. 2018; J environment in most
hospitals rarely has ions. This often makes

it mandatory for th and informal care for

patients with ES;%, at
Jamali, & Man 14). Consequently, famin?I' “suffer the burden

associated with these heéﬁgﬁiiéﬂéﬁ:my%iver Burden (Dondorp, Iyer,

& Schultz, 2016).

lom, Abdollahzade,

While in wealthy nations such as the United States and the United Kingdom,

family carers may get social assistance in the form of a caregiver's allowance, emotional,
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informational, and psychological support, this is not the case in developing countries.
(Hudson and Aranda, 2013; US Department of Health and Human Services, 2012), it is
often not the case in developing countries like Ghana. It is a stated fact that, despite
caregivers being saddled with providing the majority of patients with physical, emotional,
financial, and social care needs throughout the continuum of care be it in hospitals or at
home, they rarely receive remuneration (Collins & Swartz, 2011). The family becomes
apprehensive about the future when they come to terms with the chronic nature and an
ending caregiving role of ESRD of their loved ones. This can result in a significant
disturbance in the family structure and function.

Family caregivers often experience emotional instability, despair, and never-

ending grief as th 7 t, Wouters, Schols &

Janssen, 2015). Sp ther carers, since long-
term caregiving ¢ Poza, 2015). Chronic
diseases can lead ring family members
unable to operate a

There see ily caregiving from
developed countrie er, this cannot be said
of developing cou aucity of studies on the
experiences of fam gnificant role they play

in the manageme egivers” with their

experiences rare The study, therefore, sough’tI ( the experiences of

family careg iv&sf prov1d|Jr=‘dI Ia%ﬁ)ﬁtﬁmgékg”%e ’

using Caregiver Health Model as the organizing framework.

reater Accra metropolis;
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1.2 Problem Statement

The researcher’s interest in this study emerged from her experience and encounters
with family caregivers during her line of work as a nurse at the emergency
unit.Caregivers, of renal patients especially, sometimes ended up being hospitalized during
hospital visits while some confessed to going as far taking their patients medication

mostly pain Killers to relieve pain and discomforts without seeing a doctor.

This along with reviewed statistics which indicated that ESRD has been on the
increase among young people lately. The ages of these patients usually fall between
twenty (20) and fifty (50) years in sub-Saharan African countries (Adjei et al., 2018).

According to current studies prevalence of CKD in Ghana is 13.3 percent (Adjei et al.,

2018). Because mo t of CKD to end-stage

renal disease (ESR stem in most LMICs.
Patients with ESR is. When a person is
diagnosed with a fatal il at the ao 1 al A aregivers are frequently
called upon to pro 13). As a result of this
development, fami ESRD in maintaining
and improving the n “hidden caregivers”
whose burdens are experiences of family

caregivers of patient age re he cue that the area has

not been give@ged attentio

describe the experiences of ily caregivers of pati
— Ri PROCED -

Accra.
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1.3 Objectives of Study

1. Describe the needs of family caregivers of patients living with end-stage renal disease in
Accra

2. Assess caregivers’ tasks and competencies in taking care of patients living with end-
stage renal disease in Accra.

3. Investigate the beliefs and attitudes of family caregivers of patients living with end-
stage renal Disease in Accra

4. Explore health behaviors of family caregivers of patients living with end-stage renal

disease in Accra.

1.4 Research Questions

The follow e study.

1. What are the n em and their relatives
living with end-stai
2. How does the comy er roles in taking care of
patients living wit
3. What role do in their caregiving
responsibilities?
4. What are some ¢ tients living with end-

stage renal disease i

|
esult of their caregiving

! — e 7 ——T 5
Family Caregi eryfd)fﬁsﬁﬂi FIH@!EEW%
roles. The burden of caregivers has serious implications on both the caregiver and the care
recipient. Experiences related to needs, task performance, health behaviors, and beliefs

and attitudes have an important connection to the general well-being of caregivers and the
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care they render to their sick relatives. Given this, as | have already intimated this study
seeks to give an insight into the essence of family caregiving for patients living with
ESRD. The study will serve as an evidence-based report which will elucidate the
experiences and needs of family caregivers of patients with end-stage renal disease. This
will among other things help in strategizing and adapting interventions to help enhance the
skills and address the needs of family caregivers. The findings and recommendations of
this study will shape the family caregiving sector and recognize it as an integral part of
healthcare services in developing countries so to speak. In addition to that, the study will
add up to the existing body of knowledge in the field of nursing and healthcare. Finally,

the findings of the study will help in improving nursing practice and communication

concerning ensurin ents with ESRD.

1.6 Delimitation o

The study fi rden, and anxieties of
family caregivers. e the roles that social
conventions and cu ily caregiving duties.

In this reg hether the task and

was undertaken in t

for the collect@?_ta because

and lived expenenceﬁ%&g—f;om the_bagmﬁict
Ri PROGC

re exist hospitals in the

region that have some of the facilities that-are'needed to treat patlents with ESRD. Also, it

is one of the regions populated with many indigenes from the other regions.
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1.7 Limitation of the Study

It is most of the data gathered are anecdotal records. Given that, it will be out of
place to place all our trust in the findings of this study. This suggests that the validity and
reliability of the could somewhat be tentative. Be that as it may, | have reason to believe
that if similar studies could be carried out in other regional capitals and districts and the
findings of these various studies thereof could be compared with this very study. This may
give us a fair idea and enough grounds to generalize the outcomes of the studies. Thus, it
can be argued that this study could serve as a point of reference for future studies so to

speak.

1.8 Operational Definition of Terms

Family: A person

ing who provides care
at home and assis ‘ i with end-stage renal

disease.

Care Dependent: a sclf-care deficit on

account of a chroni

Health Care I@W&rs: A fo d'person

servicestothepublicﬁ P PE—
=1 INTEGR/ PROCEDAMUS

Health Care Team: Healthcare p-rofessién_ziis‘fran different disciplines who come

vides health care

together to contribute to patient care and treatment through the use of their combined

expertise.
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Experiences: A subjective interpretation of an encounter faced by the family caregiver of

an ESRD patient which has left a lasting impression on their perception of life and role.

Patients Living With ESRD: A person who is on dialysis and needs support in attending

to basic care needs and formal treatment.

2.1 Introduction

This chapt d (or) the theoretical

framework of the odel (CGHM), and a

review of relevant

2.2 Conceptual F
The concep 0 adduce evidence and
answers to the resee hosocial model. These

models Were@ [0 i including the
Biopsychosocial mo 7 iopsychosocial-Spiritual mo t eCG;HM.

The B;(;I)s—yghosog% %ﬁl)_%@_ﬁﬁ Qg%f%% -

generally reflects the complex connections between the biopsychosocial (biological,

ed by George. L Engel. It

psychological, and social) factors and illness and how healthcare services are delivered.

Unlike the traditional biomedical models which focus on pathophysiology and biological
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approaches to identifying the causes, spread, and cure of disease, the biopsychosocial
approach places emphasis on the importance of understanding disease and health in the
fullest of the world. This understanding is borne out in a socio-cultural milieu. Scholars
have claimed that cultural values play a vital role in understanding, preventing, and
curtailing the production and spread of diseases in our current world (Benatar & Brock,
2011, pp. 1- 10). What the above posits is that there seems to be a positive correlation,
inverse correlation, or both between social conditions and the production, spread, control,
and prevention of diseases (McMillen 2016). Again, the WHO defines health as follows ‘a
state of complete physical, mental and social wellbeing and not merely the absence of

disease or infirmity (WHO 1980). This definition invariably ties in with the claim that

health is not entir 7 ther justifies why the

researcher opted to I model components.

The Biops s advocated by Siddal

(Siddal et al 2015). hich focused primarily

on the importance s receiving end-of-life

care. This framew: in experience may be

influenced by bi | variables in their

surroundings. Aga d used as a guide for

this study. The abo CGHM, which entails

constructs that ¢ their effects on

caregivers, the o re more focused on biologicitI : .
The CGHM was JJ{’OEE@BJ\FEHMEM%%G 6. It came up as the most

advantageous of all the other models and was adopted for this study.
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2.2.1 Theoretical Framework

The theoretical position of this study is premised on the banal fact that caregivers’
needs, tasks, competency, beliefs and attitudes, and health behaviors in an environment
shape the overall experiences of the caregiver either positively or negatively. Because of
this, a holistic approach was employed in exploring caregivers’ experiences using the

CGHM as a tool to measure these experiences.

Figure 2.1: C@e: Healt
Source: Weierbach anﬁzom) S —

~—1_INTEGRI PROCEDAMUS.

The CGHM was designed for use among caregivers of elderly patients. It is a

model conceived as a health holistic phenomenon with four determinants (s) that borders

on the health status of an individual. Be that as it may, in this study we intend to focus on

the experiences of the family caregiver. The CGHM was developed after a review of

10
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caregiver health literature which mainly focused on the care provided by caregivers in the
U.S. The US healthcare system has a system that is predominantly centered on the health
care needs of the individual secondary prevention, not on primary and tertiary care or the
needs of the family caregiver.

Previous findings of the CGHM indicated higher levels of caregiving have been
found to impact caregivers’ mental health, physical health, and health-risk behaviors
(Weierbach & Yan, 2016; Tingey, Lum, Morean, Franklin., & Bentley, 2020). The model
highlights the interaction of the four factors in determining the overall experiences of the
caregiver. Thus, it is arguably accurate to adopt this model in gathering data that is

pertinent to the objectives of this study. In addition to that, beliefs and social conventions

influence the actio iversally held that the

individual is born into largely becomes
their family. As su erstand the notion that
in matters, the inte , the communal needs
and good supersede d an expected practice
that coerces many attend to the needs of
others first before amily caregivers have
been taken for gra ocial conventions have
played a moral role aning family caregivers
(Gyekye, 2003).

measure all face amely, how needs, skills, an

socially, physigalTy, and 6%39%%#3@?&@5-

11
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2.3 Literature Review

It is common knowledge that the role of family caregivers in the lives of patients
with chronic diseases transcends all cultural boundaries and this phenomenon is as old as
the history of sentient beings like humans.

However, the setting of this study is Ghana, in particular Greater Accra, the capital
city of Ghana to be precise. It has been established that the burden of family caregivers has
increased immensely due to many factors as it has already been intimated in the
introduction. As a result, policymakers, scholars, industry players, and medical
practitioners will seem to agree that the burden of these caregivers is primarily due to

financial constraints and the prowess of the caregivers. While this reading is accurate, it

appears the socio- family caregivers into

various degrees 0 tudy seeks to use the
CGHM with the a ces of the caregivers
while aiming to menon among family
caregivers in the G

In effect, t ews mentioned in this
work and to note the burden on family
caregivers, and its im is to explore how
caregiver challenge e | A 2 parest minimum if not
overcome. Instea S, € /ie ant literature in this

regard. The revi

questions set for the study’?srgfamo%HEGEDﬁuHUE

iterature was organized and

2.3.1 Family Caregiver Needs
The literature shows that caregiving to all patients cannot be downplayed in

healthcare services in this globalized world. It constitutes an integral part of healthcare

12
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service. A study has shown that patients who receive quality and professional care
invariably get some improved and a positive psychological disposition while they strive to
recuperate. Caregiving is said to have some impacts on the stress level of caregivers.

This stress level is hinged largely on the burden of caregiving. Some caregivers
have a low positive experience in their caregiving roles because they were often some
psychological issues such as including depression and anxiety. A study involving informal
caregivers who care for patients with chronic diseases and are often burdened shows
mostly health behaviors such as depression, identity loss, and role captivity. While family
caregivers whose needs have been moderately met in their caregiving roles experience less

burden. This second group of caregivers rarely will experience depression, identity loss,

and role captivity hole range of studies

that dwelled on qu th interviews to elicit
responses from ca ds and experiences of

family caregivers. end relatives with old

relatives with the ¢ -up emotional stress,

inadequate finance seem some level of
confidence and ly caregivers. These
experiences and S bond they have as
caregivers. Aside fr 2y are paying for all the
good deeds the ca ives them some level

of satlsfactlon soual support they

receive from the larger comgﬁl@ﬂ‘ﬂ? mw& smile and have fun while
their tedious duties as caregivers. What is demured with Gray et al. (2016) is their claim
that if caregivers are made to conceive suffering as an inevitable phenomenon that will in

itself enable caregivers to endure and cope with burden and stress. This burden of a

13



University BPEHSHA R PR PERAGYS At Ftage Renal Disease

caregiver is a social responsibility. Thus, making them understand that caring for someone
you love brings pains and frustration is neither here nor there.

If the pains can be a shared responsibility, then there seems to be a way out of the
pains and burden that these caregivers are often plunged into or subjected to (Gray, Hahn,
Thapsuwan & Thongcharoenchupong, 2016; Peacock et al. 2014; Netto, Jenny & Philip,
2009). Also, according to Roth, Dilworth-Anderson, Huang, Gross, and Gitlin (2015),
African Americans exude and exhibit positive attitudes in their caregiving duties than
Hispanic native Americans. They further established female caregivers outnumber male
caregivers. It can be surmised that women are often burdened with the responsibilities of

caring for their loved ones who are bedridden with chronic diseases. This itself seems to

corroborate the cla n the burden of family
caregivers. As suc isti i nomenon.
In addition azlom, Abdollahzade,

Jamali and Manso S receive nursing care

from unskilled and act that most patients

who are living wit nt and burdened with
family caregivers t e, the level of care that
ought to be given RD) is often not met.
Financial constrai ountries have made it
impossible for pati it being bedridden

with chronic dIS S no option but to

render formal and in or#far%qémmﬁ‘%%. “his |mpI|es that family

caregivers who care for patients with ESRD have the burden of meetings their own needs,

and the health needs of their patients (Oyegbile & Brysiewicz, 2017).

14
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Nkuranyabahizi et al (2021) conducted a descriptive qualitative study to learn more
about family carers' experiences and needs. They also discover that caregivers of patients
with End-Stage Renal Disease (ESRD) in Rwanda face spiritual and personal challenges,
as suggested by previous research (e.g. Gray, Hahn, Thapsuwan & Thongcharoenchupong,
2016; Peacock et al. 2009; Netto, Jenny & Philip, 2009). Disease trajectory also exposed
caregivers to inevitable care roles that further increased and intensified their caregiving
tasks and responsibilities. This invariably leads to a need for social and professional
support. Again, an explorative cross-sectional study on caregivers’ perspectives revealed
that people with end-stage renal disease who are on dialysis have many needs. These

needs include the inability to cope with the health system navigation, palliative care

perceptions, caregi gement.

The study of the caregiver role
makes them restles

In furthera atic review conducted

by Hoang, Green, t the perspectives and

experiences of fa for adults down with
ESRD showed that er established that the
burden of informa high coupled with its

associated problem:s

routines. Additio;;lly, .
caregiver burden g@_ [ i SIS therapy or have
renal transplants It was""('jT;%'«"zEd Eﬁﬂ@ﬁe&%"&”p%ﬂents Who are undergoing

hemodialysis treatment have a greater burden. They often have a higher level of anxiety,

of life, and poor sleep

5 undertaken to compare the

depression, and poor sleep which adversely affect their lives (Avsar et al., 2015).
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A pilot study conducted by Grapsa et al. (2014) to describe the characteristics of
caregivers of patients with chronic diseases, assess their perceived burden, and investigate
factors influencing this burden showed that the caregivers were extremely worried about

their patients’ problems.

2.3.2 Caregivers’ Task and Competencies

A caregiver’s responsibility isn’t just to perform presumed activities of daily living
but rather a task that needs a variety of competency and adequate resources depending on
what is to be done. Performing tasks, as simple as it sounds may trigger a succession of
anxiety, confusion, depression, and burnout syndrome among others when there’s a

knowledge deficit in preparedness toward task performance especially so when it involves

the life of another llenges. In the case of

ESRD, its sympto daily as complications
are inevitable. Ch ss since they are not
professionals nor s squarely when they
arise.

As a nurse was observed that the
majority of readmis 0 a lack of confidence
in their skills in ta en financial constraints

were a deciding factt i , f many family caregivers

opted for prof@gare ove

caregivers that thls dm'-was mostly_born out.of-a-
TEGR| PROCEDA

skills and competency which spells—a—big—gap in the relatlonshlp between health

k of confidence in their

professionals and family caregivers.
According to Faronbi, Faronbi, Ayamolowo and Olaogun (2019), the experience of

caregivers of older people in Nigeria posit that family members are key to providing care
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to the aged. This is because their tasks comprise addressing daily routine problems,
changing position, helping with movement, bathing, and grooming and feeding. Thus, the
absence of these caregivers implies that these victims could perform social functions that
they had performed when they were in good health. Similarly, a study by Kusi et al.
(2020) which sought to explore and describe the caregiver’s motivations and experiences
among family caregivers of patients living with advanced breast cancer using showed that
the patient was supported daily. In supporting these patients, caregivers were tasked with
symptom management by monitoring activities such as home-based wound care, drug
administration, and pain management. Another explorative study conducted by Sousa et al

(2021) measure the dynamics of caregiving with references to situations faced by family

caregivers at a gi wledged having more

caregiving tasks w e meaningful to them.
They outlined add an increased habit of
disinfection, and ¢ ked to accompany the
patient to healthca one with the help of
ambulances.
Another qu 019) sought to identify
relevant skills neec e findings from their

study showed that i s the skills needed, this

is often reflected E the care :
"
things that se!f- a icacy in performing caregivjI )

providing famirl-yrcaregidgrﬁﬁﬁéﬂmmgﬁvi

level and give some satisfaction in their jobs will help reduce the stress level of both the

ved among other

Id only be realized

boost their co mpetency

care recipient and family caregivers. This implies that the health and well-being of both

caregivers and care recipients will be immensely improved. While at this, it also

17



University BPEHSHA R PR PERAGYS At Ftage Renal Disease

presupposes that less competent caregivers who exhibit limited knowledge and skills
needed to attend to the health needs of patients with ESRD have adverse effects on the
caregiver and care recipients’ health. Also, a literature review of studies with 40% or more
samples of African American patients with ESRD concluded that support from their
family (informal caregivers) is critical in their survival. The study suggests that survival
among ESRD patients is determined by the quality of support from the family. Given that,
it can be surmised that the absence of family support for patients with ESRD has
amounted to the recent increase mortality rate of people with ESRD (Holder, 1997). It
appears that the skills and competence of family caregivers are very key to maintaining

their health and improving the health of their care recipient relatives.

2.4 Belief, Attitud

Attitude is elief system is formed
based on occurren tive. These beliefs are
memorized and be r attitudes and way of
life

Kusi, Boa ‘ g ' egin with, conducted a
as observed that socio-
cultural values infl other words, it is has

become an accepted entionally obligated to

care for and su the
the role becay%’ the elder of the daughters L [
patients. Thus,r-@nventiéﬁﬁﬁﬁﬁ!arpmgmy IS,

informal caregivers (family caregivers) believe it is a cultural norm to look after their sick

d to have assumed

or mothers of the

‘In Ghana, for instance,

relatives. Some assertions by participants that attest to the foregoing as cited in Kusi et al

(2020) are as follow: “Oh! She is my wife. . . if I don’t take care of her, who will? It is just
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my social obligation as a husband to take care of her” and “She is my mother, my family. .
. It is my socio-cultural responsibility to take care of her. . . That is the reason | am the one
taking care of her.” It can thus be inferred that beliefs and cultural values play a pivotal
role in influencing or motivating people to accept family caregiving responsibilities. Also,
in the same study, it was observed that caregiving was conceived as a means of
reciprocity. That is, as repayment of a good deed gotten from the patient.

Moreover, a study by Faronbi, Faronbi, Ayamolowo, and Olaogun (2019) revealed
that some family caregivers denied the immense burden that comes with caring for their
sick family members. Data in their study suggested that caregivers often do not

acknowledge or realize it immediately. However, as the sickness of their relative steadily

deteriorates and pr ork.

Eventually, cial life are adversely
affected. This phen

Williams et loring the experiences

associated with bu in six male caregivers

of persons with enc er experience emerged
which posits that RD recipients and are
emotionally gratifie 0od about their roles as
caregivers with one om just being “able to
help them.” This -and less burdened

if they are com onducted by Byers,

et al (2011) crz-;lr'égive’rs‘%rﬁa%ﬂﬂwamgwn%wms an(-zl-:promote healthy

behaviors. It emerged that healthy nutrition, exercise, and modifying stress were

g care of thelr sick relatives;I [

discovered as a way of promoting good health. Similarly, a study by Oliveira et al (2019)

revealed factors that help to promote a healthy lifestyle among family caregivers comprise
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physical activity and balanced dieting. It was established that these behaviors adhered to
help to reduce caregivers’ depression and burden. It was further revealed that
psychological preparedness and adherence to self-care was necessary recipe for health
promotion. Therefore, health promotion was not solely ensured by physical activity and a
balanced diet. The implication is that inadequate psychological and social support can

impede the achievement of optimum health promotion.

2.5 Summary and conclusion were drawn from the literature review
From the studies discussed above, it is evident that caregivers of sick relatives with
chronic diseases are large females. These caregivers often experience many a challenge in

the course of discharging their duties. The literature shows that there have been several

studies conducted

are recipients however
very little has bee us, the experiences of
the caregivers of E time. Thus, this study
will be the first to address stly attempts to explore
caregivers’ experie ents in the capital of
Ghana, Greater Ac s offer support to their
patients and to so care. However, more
studies should be 0 provide support for

informal caregivers

of financial co@;'

— ﬂ INTEGRI P HEGEBEEUE-

help reduce the burden

20



University BPEHSHA R PR PERAGYS At Ftage Renal Disease

CHAPTER THREE

METHODOLOGY
3.0 Introduction
Methodology embodies the steps and approach within which the study will be
conducted. It comprises of the research design, the research setting, the procedures, and
methods for data collection. This chapter defines the research population, the sample size
and the data collection and analysis. It further details the research rigor and ethical

considerations.

3.1 Study Design

Following he subjective and lived

experiences of fa esign situated within a

constructivist parac plements that reality is
determined by an 012) . The qualitative
descriptive design ¢ ion of rich data by using
various sources achieve a deeper
understanding of a ollected in its natural
setting in the abse tative design helps in
understanding the cerning their thought

processes through acqu guantitative study (Sutton

and Austin 20@—

This design alsq allo\Wsaresearcher to provide,insights into-what, why, and how of
the research procedure. A qualitative déscriptive design allows researchers to
contextualize how the participants perceived their activities, environment, and role within

the context of the study while providing a picture of what naturally occurred (Hunter,

McCallum, & Howes 2019)
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This gives a better understanding of the need for the research. This research was
carried out amongst family caregivers of patients with ESRD in the Accra metropolis. It
was expected that this design would elicit in-depth information about the lived experiences
of family caregivers and bring up issues that quantitative research methods could adduce

adequately.

3.2 Study Setting

This study was carried out in the Accra Metropolis in the Greater Accra region.
Accra is also the capital of the Republic of Ghana on the Atlantic coast of West Africa. It
covers an area of 225.67 km2 (87.13 sq mi) with an estimated urban population of 4.2

million as of 2020. It is organized into 12 local government districts, 11 municipal

districts, and the trict within the capital

to be granted city in Ghana inhabited by
about 4 million pe litan area in Africa. It
is a multi-religious

Recruitmen ind kidney clinic. The
Trust Hospital w. th facility to provide
healthcare to SSNI er upgraded into a full-
fledged hospital to s later incorporated in
November 2010 as 3 %11 0 y with three Hospitals-
The Trust Ho _
Hospital and SIX (6) ﬁe Clinics,_It_serves.as-a-r - ite f-or “most clinics and

EGRI PROCEDAMUS

hospitals due to its well-managed specialist-clinic system. The kidney clinic is one of the

most patronized specialist clinics in the hospital which takes place twice a week on
Wednesdays and Saturdays. The fully functional dialysis unit works 6 times a week and

on an emergency basis. The facility provides a wide range of renal procedures in an
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organized and sterile environment. Patients are booked and seen on appointment for both
inpatient and outpatients which ensures shorter waiting time and reduction in crowding
hence maintaining patient privacy and comfort. This study setting was ideal for gathering
rich data since all calibers of patients come for their kidney services in this facility due to

convenience and the good services provided. .
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Figure 3.1: Map t
3.3 Research @?n , B

The research @n for the study consisted. caregivers aged 25 and
e S , .

above who live with and accompany-pflau%%e idney Crnlc and dialysis unit at The
Trust Hospital regularly.Starting age of 25 was preferred because it striked a balance to
alleviate inexperience and with increased chances of rich life experiences which will have

an impact on caregiver perspective.
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3.3.1 Inclusion Criteria
These are characteristics that qualified participants to partake in a study. For this
study the inclusion criteria were;
1. Family caregivers who lived with patients with ESRD.
2. Participants who were 25 years - above and attended kidney clinic or dialysis
sessions with the patient.
3. A participant with a caring experience of 6months and more. This was to ascertain
that the family caregiver had a wealth of experience and information for data
needed for the study.

4. Participants that were willing to sign a consent form for the study

3.3.2 Exclusion C

Recruitmen 0 g. Purposive sampling
refers to selecting ch aims and who have
knowledge and ex oyle, McCabe, Keogh,
Brady& McCann 2020 ity of the population on

- .
Iered (Palinkas et

al., 2015). The-use- ﬂﬁ? E@ﬂ?@ﬁﬁﬁ—@a— appt igte because the study is

specifically focused on the family caregivers’ who are in direct and constant contact with

sampling and

patients with ESRD at The Trust hospital.
The sample size will depend on the richness of the information provided by

participants until the point where no new ideas or information is gained. Even though

24



University BPEHSHA R PR PERAGYS At Ftage Renal Disease

saturation will determine the actual sample size, a targeted sample size of 15 participants

will be ideal.

3.5 Instrument for Data Collection

A semi-structured interview was developed and used for the collection of data. The
interview guide (Appendix C) was in two parts. The first part focused on demographic
data of participants, which comprised age, sex, the highest level of education, employment
status, and religion. The first part of the interview guide was intended to help establish
rapport with the research participants to get rich and appropriate data for the subsequent
sections of the interview guide. The second part section B consisted of open-ended

questions with probes that were used to explore the experiences of family caregivers of

These @5 e € ring the interview and
gave more diverse vieﬁﬁgﬁgﬁtﬁ%ﬁiﬁﬁiq iow-hes the advantage of
obtaining detailed information Which-is fuller and- riche; from the subjects (Polit & Beck,
2010).

According to Khan, (2012), the interview method is used to collect data from

participants through face-face interaction and can record the participants’ responses which
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can later be cross-checked for clarity. With the use of a semi-structured interview,
participants will be able to express themselves without any inhibition while allowing the

researcher to use probes

3.6 Data Collection Procedures

Data collection is a major component of a research process. The method or the
instrument is chosen based on the nature of the problem (Ellis & Levy 2009). The primary
data in this study was collected through individual face-to-face interviews.

First of all, a proposal and an introductory letter from the School of Nursing were
presented to the Noguchi memorial institute for ethical clearance. Permission was sought

from The Trust Hospital with attached copies of the ethical approval letter from the

Ethical Review B y support letters from

the School of Nur was also sought from
The Trust hospital pproval was given by
Noguchi Memorial onducted two practice
interviews with tw back from supervisors
enriched interview

The particig information about the

trial, the purpose fa azards, and a signature

page. After receiving

in a language @Li

Participants were gi\ﬁé chance.to_ask_any..questio
TEGRI PROCEDAMUS

Participants were advised that their decision-to partmpate in the study was entirely

ything explained to them

-

permission form.

they had | about the study.

voluntary, and that they may withdraw at any moment throughout the inquiry without
affecting their treatment regimen or how health care workers treated them. They were,

however, assured anonymity and secrecy in exchange for the information they provided.
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Participants were given random pseudo names based on their time of recruitment.
A semi-structured interview guide was used to direct the recorded interviews conducted
for data collection. Interviews involved face-to-face conversations with social distance
observed as well as all other current COVID-19 protocols. Permission to record was
sought from the participants with the assurance of total privacy and confidentiality. Voice
recorders were used to record all interviews for transcription and analysis. Participants
were also given the needed space without interruption to elaborate on their total
experiences. The interviews were conducted in Twi and English depending on the
participant’s preferred language. Participants’ body language and all non-verbal

communication during interviews were documented in a field notebook. The field note

was used to recor participants narrated

their experiences used to elicit in-depth
information from t en 40-and 60 minutes

Interviews were t ed signs of emotional

distress. The servi e to participants at no

cost to them in the view but there was no
All intervie ¢ : \ ich helped to identify

new information g

the line of questiog’ gl

3.7 Data Manqgermerﬁ'i‘EGﬁ# H@Eﬁ},ﬁ:ﬁ_ 7

Research data management concerns-the-organization of data, from its entry into

saturation, and improve

the research cycle through to the dissemination and archiving of valuable results. It aims to
ensure reliable verification of results and permits new and innovative research built on

existing information (Whyte & Tedds, 2011). Research data management is important
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because data is a valuable resource whose production requires time and money (Kllapi,
Sitaridi, Tsangaris & loannidis 2011). Pseudo names for each participant were created and
chosen randomly. Recordings and transcriptions were saved with assigned pseudo names.
Compiled data was stored on a computer and backed up on external hard drives by the
researcher. The computers and drives were protected with a password available only to the
researchers. Aliases were given to participants and demographic data was kept separated
from the interviewed data. Data was stored alongside audio recordings and remained so

until 5 years.

3.8 Data Analysis

Data collection and analysis were done concurrently to observe the principle of

inductive reasonin c Analysis technique.

Thematic analysis roach that is mainly
described as “a m tterns (themes) within
data” (Braun & C qualitative descriptive
method that provi many other forms of
qualitative analysis d useful research tool
that provides a rich 3raun & Clarke, 2006).
According to Vais es a purely qualitative
account of the data - etaile 1t analysis which allows

the researcher | ze data qua

the choice to use ther@%n Esz_m gatherlng—the-rleuhu eded for this study. The
Ri PROCEDA h =

steps below originally coined by Braun-and-Clarkes 2006 were followed right from
acquiring data through to data analysis and reporting.
Familiarising with Data Transcription was the highlight of this step and helped the

researcher immerse in the information acquired through interviews. Transcribing data

28



University BPEREHA Y FATGS5ERASHS AL FYgftage Renal Disease

converts qualitative data and information given during interviews into a text-based format
which makes analysis of data easy and shareable. It also made patterns easy to find and
highlight trends. The recorded interviews were transcribed verbatim. All interviews
conducted in the twi language were translated and transcribed into English by the
researcher and a translator to avoid data distortion
e Generating Initial Codes

After transcription and identification of patterns, codes were generated from the
transcripts based on the conceptual framework through repeated reading and reasoning.
The codes were made up of words and phrases. All data relevant to identified codes were

collated systematically as well as all other interesting features.

e Searching

The gener subthemes were also
put under potentia bthemes and potential
themes are in lin amework guiding the

research.

INTEGRI PROCEDAMUS.
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e Reviewing Themes
Potential themes were reviewed by recounting codes and subthemes. Themes that

did not have adequate data to support them collapsed.

o Defining and Naming Themes
Themes were named using the chosen framework as a guide. Themes were named
taking into consideration the construct of the framework while using ongoing analysis to
refine the specifics and clear definition of each theme as well as the overall narrative

backing each theme

e Producing the Report

This was nalysis. Guided by the

framework, a viv narratives given by

participants, was ncerning set research
questions and co 0 strike contrast and

affirmatives in the

3.9 Ethical Issues

The funda ant's rights, safety, and
dignity, hence the 's Institutional Review
Board (IRB) was ¢ : , su was approached for
permission wit i C hool of Nursing,
as well as a copy of t al approval and thg refﬁircj, [ : : ome: days before data
collection, thejzjc-)fal, objégg\zgﬁﬁkémggdangers‘@ere described to
participants in simple language as well as the language of choice, which was between Twi

and English. This allowed them time to think about whether or not they wanted to take

part. After everything had been described to them in the language they best understood,
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individuals who readily accepted to participate in the study were handed consent papers to
sign or thumbprint. After the inclusion criteria were used to recruit individuals, this was
the result. Answers were given to all questions bothering participants concerning the
study. Participants were advised that their participation in the trial was entirely voluntary,
and they were allowed to withdraw at any point during the study with no consequences to
themselves, their treatment regimen, or the health employee's behavior toward them. They
were guaranteed anonymity and confidentiality of the information provided. They were

labeled P1-P15 based on when they were recruited.

3.10 Rigour / Trustworthiness

The extent to which the researcher strives for excellence with adherence to ethics,

detail, and accura ibility, dependability,

confirmability, tra iteria for establishing
trustworthiness in 1989) and this was
employed in this be established by the
following; prolong journal writing, peer
review, and audit t igor can be difficult to
determine in qualit reflect the truthfulness
of the phenomeno dge that others benefit

from. The researche g C 3 In (1985) to ensure the

trustwoﬂhines@itudy.
| Ciﬂ R il

Credibifity: dN'FEMFiﬁ)ﬁfﬁ*ijﬂﬂvﬁﬁf lating to the findings of

the study and the representation of tﬁese (Topbing, 200:6). The researcher with the use of

semi-structured interviewing techniques, audio recordings of the interviews, and verbatim

quotes ensured increased accuracy of the descriptions of participants"

perspectives’’(Streubert & Carpenter, 2007). Credibility was achieved with the realness of
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the data in the study and this was ensured by prolonged engagement with the family
caregivers in the research setting. Purposeful recruitment of family caregivers of ESRD
patients who met the inclusion criteria, establishing rapport through the demographic data,

and developing a relationship with the caregivers improved credibility.

Dependability: This is concerned with the stability of data over time. This means
that the study findings can be replicated with similar participants in a similar context by
other researchers. The researcher used an audit trail to ascertain the dependability of the
study. This involved tracking and recording decisions that may influence the study so that
data examination can be done by an external individual (Streubert & Carpenter, 2007). All
recordings made in the study along with all other information put were under lock and

key.

Confirmab rmation submitted by

the participants. ; the findings were

representative of t \fter transcription and

analysis, participa formation and affirm
ownership of replie ere interviewed again

in their different ims made during the

interview.
Transf ility: qualitative study
I
can be useful to smﬁups or situations (Parahoo, 20 all times during this

study, attentior;-vaas striémrp%hgﬂgﬁ%m&elﬁlc?%—procedu-;es while ensuring

accuracy and consistency during the research process. The researcher ensured detailed
descriptions of the research design used, research methodology, and hence study findings

to enable other researchers to transfer the conclusions of the study to fit into a similar
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context. Accurate records of all interactions with participants were kept to achieve

transferability.
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CHAPTER FOUR
FINDINGS

4.0 Introduction

This chapter presents the findings of data generated from the participants who met
the inclusion criteria of this study. With the guidance of the 2016 Caregiver Health Model
(CGHM) by Florence M.Weierbach and Cao Y, sub-themes were grouped under the major
themes after data analysis using the thematic analysis. The 4 major themes that developed
were; Caregiver needs experiences, Task Performance experiences, Belief and attitudinal
experiences, Health promotion experiences, and an emerging theme which was Alternate

care experiences. Detailed accounts of the background of participants were captured along

with incognito ver

4.1 Background o
The study
females. The ages
In terms of kans of various tribal
inclinations such as were Ewes and 4 were
Ga/ Adanbge. Al an one language. Six
(6)could speak at I¢ English and twi which
was the language us i icpendix articipant’s strength and
preference.4 nts coulc
English Whlle the rem nl i guage and English.
Education-wise, aII of the participants had obtained some form of formal
education. 7 participants were form-4 graduates, 6 were university graduates, while 2 were

attended but were unable to graduate from secondary school. Also, 9 out of 15 participants

were unemployed and were solely taking care of their sick relatives. 5 were gainfully

34



University BPEREHA Y FATGS5ERASHS AL FYgftage Renal Disease

employed while 1 worked on a contract basis. Eight of the participants were married, 2
were widowed, 2 were single and 2 were divorced and 1 was separated. 5 participants had
grown-up children, 8 had children ranging between the ages of 4years and 17years while 2

had no children at all. This can be seen in the table below:
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Table 4.1: Description of Study Population

Experiences of Family Care

University of Ghana http://ug

givers of Patients with End Stage Renal Disease
du.gh

Space.ug.e

PSEUDO AGE SEX ETHNICITY LANGUAGE EDUCATIONAL MARITAL RELIGION OCCUPATION
NAME SPOKEN BACKGROUND STATUS
1.CICI 52 F GA 5 FORM 4 WD CH UE
GRAD
2. Fll 31 M AKAN 2 DEGREE MD CH EMPLOYED
GRAD
3.NEENE 51 F EWE 5 FORM 4 D CH UE
GRAD
4. MIMI 50 F AKAN 4 FROM 4 D CH EMPLOYED
GRAD
5.MONA 35 F AKAN 4 DEGREE GRAD SP CH UE
6.ARIANA 48 F AKAN 2 D CH UE
D
7. NIMO 40 M ADANGBE 2 ON MD CH SE
8.EMMA 52 M AKAN 5 MD CH UE
9.BOI 48 M GA 5 MD CH UE
10.FAFA 33 F EWE 4 MD CH SE
11.SIMI 39 F AKAN 2 WD CH UE
12.KEMI 37 F AKAN 5 S CH UE
13.MODA 54 F AKAN 2 MD CH UE
14.RALF 41 M GA 5 MD CH MARKETING
OFFICER
15.TIMI 32 M AKAN 4 MD CH UE
KEY
WD — Widowed, SP - Separ .
S -Single, MD- Mar@ ristian .

SE —Self-employed

UE - Unemplo

~—) INTEGRI PROGEDAMUS.
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4.2 Organisation of Themes and Subthemes

Following the data analysis, the concepts that emerged were classified into themes
and sub-themes to reflect the experiences of caregivers of persons with ESRD. Employing
thematic analysis, four major themes and fifteen sub-themes emerged in conformity with
the research objectives for this study.

The analysis revealed themes that described their experience of giving care to
relatives as Caregiver needs experiences, Task Performance experiences, Belief and
attitudinal experiences, Health promotion experiences, and an emerging theme which was
Alternate care experiences. The main themes and sub-themes can be found in the table

below (Table 4.2):

Table 4.2: Theme

THEMES

Experiences with

respect my views”
of Privacy

Task Performance orm certain tasks

Beliefs and Attituc

Health Promotion e e at the detriment of
in health and

ints  preventing
quality care

ALTERNATIVE Cﬁp f
(EMERGING THE )HTEGHIFHGGEDW& care”

———Diet Therapy

4.3 Experiences with Caregiver Needs
Participants described their care experience from a day-to-day perspective. All

participants narrated their daily activities and the challenges they faced but still had to
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make sure they are giving the best of care to their relatives. They all talked about helping
their sick relatives with simple activities like walking, bathing and maintaining their
hygiene. The majority of the participants also talked about rendering care alone with very
little to no help from other relatives. It was obvious that some were much more
dependent than others. The needs of family caregivers birthed 3 sub-themes, which were
an unending physical burden, financial burden and support and disconnection from others
which further birthed three sub-sub themes namely social isolation, “don’t respect my

views” and inversion of privacy.

4.3.1 Physical Support

Participants described the intense physical burden they experience in rendering

care to their relati tives can be tiresome

and unending. Thi xplained that an extra
helping hand wou they felt from lifting,
feeding and helpin i i . nted:

“It’s not ea

see she'’s fa
time to time

e and her size you can
erson to help me from

“Even thou
simple as it
you have to

g care of her is not as
> there’s no one to help

4.3.2 Obligation to C

Most @m‘pts fee [
responsibility that oneﬂ hiﬂ‘?‘ﬁ.{{fﬁ*’ for a fami
. =GR PROCEDA

society expects you to reciprocate care to persons who took care of you when you needed

it. The participant felt it was their duty to take on the care role hence any physical

discomfort such as tiredness and fatigue was not an excuse to neglect those
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responsibilities. They felt happy knowing they can fully take care of their patient without
anybody’s help. Some expressed this as follows:

“She’s my big sister and she is sick, so whether am tired or not I still have to help
her when she needs something” (Moda)

“As for my mother, no matter how tired I am even if I have crawl on the floor, 1
prefer to take care of her because I owe it to her and no one will take care of her
like me. i don’t even want them to.” (Fii)

According to the participants, even when they feel strained and stressed in taking care of
their sick relatives, they didn’t want to be seen complaining. Below is how it was
expressed:

“Even when am tired, I don’t want her to see it because I don’t want it t0 look like
am complaining or don’t want to help. So I will just keep quiet and do what I have

to do” (TIMI)
“This one t him to know you are
tired. He t there’s no one else

around to help so ... ... {
Despite how tirin e, participants thinks
providing care to | relatives in need. This

highlights caregive terms of need.

4.3.2 Financial S
ESRD is financially

ers were saddled with.

“My m sions every week
and it alf my salary as a
seamstress. It’§la - ask family members for
help which T don’t t MEDFI - =

“We were given a payment plan by the dialysis unit. Even with that we still have
arrears to pay. All my brothers help with the payment from time to time but still
it’s not easy. I cannot even save money for anything. All my money goes into
paying dialysis and other medication.”(RALF)
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Some participants lamented on how they sometimes default their dialysis sessions due to
lack of funds. Two participants recount:

“One time for almost two weeks, we couldn’t go for the dialysis. Things got really
bad and we came on admission. The cost of dialysis is too much to bear. It is one

of my main worries. There’s no help coming in too so it’s just overwhelming
sometimes” (NEENE)

“Everything is about money, dialysis, medication, the diet....... everything. If you
don’t make sure these things are available then the condition gets worse. Always
thinking of ways to make money to support. Money doesn’t come easy
ooo!”(MODA)
This highlights the financial burden that relatives experience in caring for persons with
end-stage renal disease. It further highlights the need for financial support to assist

caregivers meet their financial obligations.

4.3.3 Disconnectio

Societal su participant explained
that was not the ey feel isolated from
society and explai rather increased their
burden instead of I social isolation, “don’t

respect my views”

4.3.3.1 Social Isola

Participants

restrictions on their

activities that@j_fe meaningful.
relationship V\iith_cherﬂ dm?gﬂrﬁrgﬁi@éﬁw

“I haven 't attended any function for the past 2:years. Am always at home because |
don’t want to be too far away from her” (MONA)

had this to say:

“I can say I haven’t gone for any program in a very long time. I have gotten used
to staying at home with him most of the time. | even feel funny when | have to step
out of the house” (EME)
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Another participant said:

“If we are not in the hospital we are at home. I was calculating last time and |
realized, wow! It is been a long time since | went out” (ARIANA)

Participants think the vulnerability of persons with ESRD makes it difficult to attend
social functions. This is how a participant recounted it:
“I don’t usually attend functions unless it is a walking distance. If there’s an

emergency I have to be around. So really, I don’t even remember when | last went
to a program. ” (FAFA)

Despite caregiving being intense and burdensome, some family members think your
absence in social functions is intentional. They frown or complain on seeing you.

According to them, even when they attend the social function and decide to leave early,

they are met with u

“Sometime
the family
wish I coula

and you can’t attend,
t is not the case. I also

“You know 0 come and help with
cooking and other - program her “wahala™! Instead of
wasting my ome at all. I will stay
home with

blain about the other
LALPH)

“I don't
functions yc

From the narratio due to the intense and

time-consuming nat

4.3.3.2 “Don @m

Participgnts eﬁdlsappmntmem_m_menway ' tendegjfamily treat their
EGR| PROCEDAMUS

views. They felt some family members disregarded their views or decisions due to the

financial assistance that they provide. They expressed:

“Family members sometimes refuse to help because they know you are in need and
want you to take what they say. When you refuse certain decisions then you are on
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your own. 1 feel they don’t respect my decisions because they help with the bills
sometimes so as much as I can I don’t ask for help.”(NENE)

“Our family head once told me if I want to make my own decisions then I shouldn’t
call them for help. All because I refused the herbal treatment they were suggesting
formy dad” (TIMI)

Participant also talked about being treated poorly by family because of financial
assistance.

“Familiarity they say breeds contempt. When you ask people for help especially
when it is financial they start acting funny toward you. Sometimes they don’t even
pick your calls because they think you will ask for money. They want to talk to you

anyhow because they are your helpers. I just pray to God to help me endure”
(KEMI)

Some participant also felt people from their social circles didn’t respect them because they

were unemployed. Il give them recognition

for the efforts they

2d me to. Nobody was
sins act like they are

, it because she my aunt
and | care abou . S ac ough to take care of her.

It’s not abo ts!”(CICI)
“People co ke a house boy. When
they needec | they were busy. One

other uncle
uncle and i
my uncle al

am taking care of my
2r taken anything from
I work from home and
my uncle sp what. | wish my family
members hat 1t s , sleeping in hospital
chairs while and all'tha: if il > they not doing it. They
don’t even appre ]

4.3.3.3 Invasm%irr
Part|C|pant expresseg%aﬁcﬁ mﬂ&%%ﬂ\%ey Part|C|pants recounted

unpleasant occasions where family members and neighbors interfered in decision-making

even when it was not welcome. Some had this to say:
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“Just because | asked for some help sometimes, people feel like they can interfere.
Some family members even want to decide which hospital to attend. These are
some of the reasons why | avoid getting help from them” (BOI)

“As much as I can I don’t encourage family members to get close to us. They ask
too many questions. They even use visiting my father as an excuse to interrogate
me trying to know my job status and even my salary. They don’t know where to
draw the line. All this because of the little help they will give” (FI1)

“Sometimes I don’t know who our friends are. Africans don’t understand what the
concept of privacy is. Some things are private | wish my family and friends will
understand that .It does not matter if they give support or not.”(MONA)

Participants also made the insinuation that some family members refused to lend any form

of help because they were not allowed to interfere in decision-making and private issues.
A participant explained:

“We haven't gotten _any help from our family members because I refused to give

‘ request for AIDS test.

ok though because we
yone.( NEENE)

have peace

4.4 Task Performe

Family caree e of task they perform
ranging from wou al care, checking vital
sign and continuo came up which were

Inadequate educatic iety.

4.4.1 Inability to p

According to'p

treatment has @m situation . are"tnable to per
sick relatives - They Elqnﬁﬁlﬁcﬁvﬁ@%ﬁﬁﬁat

professionals on the management of their sick reiatives, They emphasized on how they

dge on the condition and

in tasks for their

,education from health

wished doctors and nurses will be much more willing and prompt in teaching them some

tasks. Some recounted as follows:
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“Apart from teaching us how to give my sister medication they don’t say anything
else” (SIMI)

“They only taught us how to give the medications but | learnt from another
patient’s relative that there are ways to lift her and change the diaper so you don’t
get tired easily” (CICI)

“I learnt literally everything on my own. How to monitor her vitals and even the
some of the foods she can’t eat, | learnt it on my own”(EME)

“I think they should teach us petty petty things when we are discharged from the
hospital, like how to turn them without hurting your back, because it’s hard
figuring everything out on your own.” (TIMI)

Though, the participants admitted having inadequate knowledge, they have no choice than
to perform tasks on their sick relatives. They elaborated that because they haven’t been

formally trained they sometimes doubt themselves and their skills in performing the

needed task. Some

“I usually t doing it the best way
but it’s be

“The care trying to do my best”
(FAFA)

Some participants ation on the internet to
inform their care i

ow to turn them and
). So am able to some

“I usually
things to la
things with

The above narratio ducation on the disease

process and sl@i

demonstrates the neeWalth professionals to provide
i TEGR| PFIEI-GEDAHHE

giving care to their sick relatives. -

f care. It further

te education for relatives

4.4.2 Anxiety in Performing Tasks
All participants admitted feeling anxious when performing tasks on their sick
relatives. According to them, the tendency for patients with ESRD to easily get infection
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or condition getting worse makes them scared when performing a task such as personal
hygiene needs that involved getting in contact with catheter site and medication
administration. They expressed:

“Am always afraid when am bathing her, the nurse told me kidney patients easily
get infection from the catheter so I have to be extra careful” (CICI)

“He had a serious infection on two occasions. We thought he was going to die so
am always scared when he’s at home because I try my best but he still gets sick
sometimes” (FII)

Another one had this to say:

“I always pray to God so I don’t make any mistake thats can worsen his sickness
especially when am giving him his medication. Side effect can happen at any time
you know” (BOI)

4.5 Beliefs and Attitude

Beliefs an n. A person’s belief

influences their The four subthemes
identified in supp tality, acceptance and

spirituality.

4.5.1 Sense of Hor

Most parti regivers and patients
convince them tha d that hope kept them
encouraged to con i : aIr si ording to them, stories

from other patient wh i ¢ till alive gave hope that

things could Q@Below is how
“One time I zﬁt @ lad m _st
so am sure my mother will LIARIANA) =

“Not everyone has the opportunity to even afford dialysis. So we are hopeful things
can get better” (SIMI)

,(iygm‘s'. She looked fine
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Furthermore, some participants were insistent that some situations were better than other
and that it was important to be hopeful despite the odds.
“How can you be alive and say there’s no hope? Even people who can are stuck in

bed are saying they have hope how much more me .as for me I know anything can

happen at any time so whether is for good or bad I will be hopeful until the end”
(cicn

Few expressed that they had no choice but to be hopeful. They further explained that they
had no say in the end but being hopeful was what kept them strong. She opined:

“There’s very little I can do my dear sister. All I can do is pray and be hopeful for
things to get better.”(KEMI)

4.5.2 Positive Mentality

Participants_opined._having.a positive_mindset is_an_ attribute that enable them to

continue their care d numerous occasions

when keeping a pt point. They recounted
that:

today will be a better

Why wor » my best and tell myself

Some participants se of the lack of self-

pity people expect le thought they should

U

i Kfand on dialysis. They keep t
taking life.one aWFWHE:EDME |
“The days I decide to step out for a fbﬁctibn, I;e;ple won't stop reminding me that
I have a sick husband at home who needs attention. | quickly tell them this is not

the place for such discussions and move on with my day. i don’t waste my time
with their negativity “(FAFA)

ul when my only
e am strong. | believe in

—
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Again, participants acknowledged that keeping a positive mentality allowed them to think
differently about everything even when things are not going their way. Some had these to
say:

“Anytime we ended up on admission due to complications. | just tell myself, at long

last some expert care so | can rest a little even though it’s quite stressful being on
admission sometimes, (laughs) hahahah!”(NEENE)

“One day I got home and found my husband very week, I took him to the hospital
and it happened that he had an infection. As a tired as | was and even rest | was
soo happy | decided to take him to the hospital otherwise the story I will be telling
you now would have been different” (MONA)

This seem to suggest the important role positive mentality helps caregivers to cope with

the stress of taking care of their sick relatives.

4.5.3 Acceptance

All partici and were ready to do

their best to beat t of grieving. People go

through denial, a acceptance. Grieving

persons go throug s change and protect

themselves while t Aptured:

“I understa needs to be done and

tell myself

stage and that the best
end of the day | cannot

“We were
that can be
control it. |

Participant re@jhe stress the !
disease. They'narlatemsmd the news- oW & y:sought second opinions in
N ECR PROCEDAMUS”

hopes that the diagnosis was false. '

) terms with the

“When we were first told, I flat out rejected the diagnosis and took my husband to
Nyaho hospital for a second opinion. I just couldn’t believe my healthy husband
could have end stage kidney disease. Not even early oooo! End stage. Aaaaah! It
was not easy for me then but now am ok!”(MONA)
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Some participant explained how long it took them to accept the truth and adjust their life
style to be able to care for their relative. They recounted:
“My dear, as a mother it took me over a year to accept the reality.”(KEMI)
“I struggled a lot to accept that my son at his age kidney disease, for over six
months i denied it and didn’t want him to continue with the dialysis. Every day I

asked what | have done wrong to deserve this!! | accepted later to stay strong for
my son” (NENE)

“ First when they told us we said no to dialysis even after seeking second opinion
but about 4month down the line I realized am doing him more harm than good. |
accepted my situation and let him go for the dialysis and am glad I did.”(MIMI)

4.5.4 Spirituality
Participants claim divine empowerment from God enabled them to endure the

burden associated with caring for thei ir_sick relatives..According. to them, God is their

source of strength nection to something

bigger than one’s s meaning of life and a

person’s worth and

“Without e these problems i am
facing. " (M
“Through i he strength to face my

problems sg here.”(ARIANA)

The reference stre but to emotional and
mental strength.
“Due to God'’s 1ow. At first things used to

worry ickly bu olf 1 ] rand I become ok”
(MOD . - f

Participants a&‘men]io%rmhiﬂﬁmﬁaﬂw_ﬁm h their God. They were
impressed how much praying has drawn them closer to God and given them needed

results.

“All I have to do is bow my head and pray to God and I know he will answer. If
you believe great things happen.”(CICI)
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“Like I said before, I pray to God for calmness. Whenever | pray things get better
no matter how i am feeling.”

A participant insinuated they believed God only heard them through prayer and that
without prayer things only got worse. She elaborated that she had no choice but pray
because God won’t help her deal with her problems if she didn’t pray. According to her
these problems embodied her caregiving role which was the main concern presently. She
said:

“I pray a lot to God because I know if I don’t pray bad things will happen. At least
if I pray I know am doing my best so God can do the rest. ”(EMMA)

Some participants also narrated some spiritual encounters that encouraged them to keep

believing they are loved by God. They narrated:

“One time usband Sed 3 2 dialysis as soon as
possible bu ldn't'g ot. We 1it for 4 hours to see if
we can get praye od for f minutes we got a slot
because one of the patients ended up doing 1hour. That ow much God loves me
.1 know this e.”(

“My mother was on_dadm ‘ a - very bad condition. Even the doctors were
trying to ps at night and told God

to help me | other. Within a week,
we were dif prayer and God has
done a lot f EMI)

Some participants rent situation because

they felt God had a to make God ‘happy’

“Sometimes I'a ' done to deserve this? I go
church my elp others will God allow
this to us. But in a give thanks.t nes there is life
there z.s hope. I can say”(TIMI)

“Sometlmes | feeﬂgog%ﬁﬁbHMEwﬁ*%nes | thlnk he hears me but

in all things | hold steadfast because trte Christians go through trials and I hope |
will overcome mine”’(CICI)

The above accounts emphasize the significant role faith plays in caregivers' motive and

motivation to begin, and to then continue, in the caregiving role.
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4.6 Health Promotion
This is access to information that assists individuals to make informed choices and
have control of their health. Three subthemes that emerged were lack of education, Health

awareness and financial restraints.

4.6.1 Providing care at the detriment of self-health

Participants expressed that the provision of care to their sick relatives is done at the
detriment of their health and comfort. According to them, the intense nature of the
caregiving role often makes them to ignore their own health challenges. They expressed

this as follows:

“So one time, I casually asked the doctor after he took care of mama that oh I have
stiffness in , : All he said was let us
concentrate

I usually have a lot of
y my feet go numb. All

“When we ¢
body pains

the nurses

caregiving role.

quse there is no one to
ing.”(MONA)

two years now .i buy
ree time”(MODA)

“I used to ¢

Some participants we

take time in e@jhmgs to the

“A doctor_walked ﬂ V;—? WETe. 0N and.told me to go home
and let someone els %m rﬁ\ﬁg y he Just-sald why you also want to
get sick. it made me very upset. instead of him explaining to me why | should go he
is telling me I will get sick” (SIMI)

f health professionals to
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Participants also expressed displeasure when health professional gave the impression that
certain things are difficult to understand.
“I complained to a doctor about my headache and asked for a possible cause of
the recurrent headache. He just said it happens and that | should get some

paracetamol. i asked for better explanation and he told me the explanation is
difficult so later. Ahhh! (BOI)

A participant revealed that he preferred to buy over the counter drugs because they wish to
avoid being ‘snubbed’ at the hospital when they asked questions.

“I don’t know why I should pay consultation fee when all they do is buy this, pay
this! They will not even explain your labs to you when you ask”(NENE)

This implies that the total involvement of family caregivers in caregiving contribute in

making them ignore_their_health. Also, health professionals_fail to provide adequate

education to influe

4.6.2 Increase awa

Some of th e of the caregiver role
had greatly enlig giver role had rather
encouraged them t want to fall sick too.
Below is how expre

health because i now
asn’t taking my health

“Ever since
understand
serious. " (F

“Before I usea

since got

care.” - -

“My d.ear Vi nm % 7 the heulth programs on
TV . | also constantly.re ﬁfo@ ) gﬁﬁ% retESpeuaIIy and | must say |

wish [ had started earlier. ”(M iMl)

S from the pharmacy. But
spital for better

Again, other comments also indicated caregiver roles had helped in making drastic health

changes that had improved health and stamina.
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“l had to change my diet because of my husband so he doesn’t feel left out when
am eating something that looks tasty and he has to eat something dry. But it is the
best decision | have ever made because changing my diet has greatly improved
health.”(FAFA)

“I have stopped taking so many things because | realized they are not good for me.
I drink more water and take more vegetables and fruits. My own blood pressures
are way better than they used be even my doctor mentions its stable now when | go
for checkup.”(RALF)

Furthermore, a participant explained that she used the least opportunity she gets to also
educate others on the importance of eating healthy and frequent checkup so others can also
benefit from it.
“I have benefited from enlightening myself on good health and living. So any time
| get the opportunity I try to educate others too. Especially when am waiting for my

husband to finish dialysis | jUSt talk to some of the other relatives and they
appreciate i

Participants seem in healthy lifestyle to

prevent disease an awareness as an added

important part of t

4.6.3 Financial co

One of the
challenge was fina ity to patronize good
quality healthcare t 0 access health care as
much as they could &

ing to the hospital
‘things you don’t

“Becau;eftheres S0 mu%ﬁﬁ!a%ﬁ@'%grﬁ?es ! forgor my checkup The actual

problem is sometimes by the time I don't feel well there’s no money so you just get
some paracetamol from the pharmacy. When its serious then | can go to the
hospital.”(NEENE)
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Other participant also explained how they preferred to keep money until they fell sick
before going to the hospital to prevent wastage.

“I usually want to keep the little money I save for a rainy day. What if | spend

everything on my checkup and then later my mother needs to buy some
medication.so 1’d rather keep the money until I fall ill then I will go.”(MIMI1666)

4.7 Alternate Care Experinces (Emerging Theme)
Through vigorous questioning and probing alternate care experiences emerged. It

had subthemes as herbal care, homeopathic treatment and diet therapy.

4.7.1 Herbal Care
Participants discussed their experiences with alternate care mentioning the bad

choices they had cording to them, their

choice to use herba atives to worsen. They

narrated:
“We were herbal medication. It
worsened s but after the herbal
medication the cona ition became worse 1as rea vained me because it didn’t
have to get

Some participants members when they

refused to resort to

“I had to i,
herbalist. |

ly from taking him to a
don’t talk to me but am

happy [ did and is doing better and
they can see | to_me _buts ok!  Herbal
medic

“One I went o to get something came.b my brothers had carried

c). 1
my mother awg Iﬁfmp@ﬁ[;e?mmhﬁ they-went and brought her
they.aon

back. It is been almost-1-year-now ‘teven call to check on my mother or
send any support. They just left all the burden for me to carry but I know I will be
fine.”(ARIANA)
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4.7.2 Homeopathic Care

Participants further narrated the negative effect of adopting homeopathic medicine.
They claim the use of this alternative almost made them loose their love ones or worsen
the state of their condition. They had this to say:

“We went in to try homeopathic medicine. We spent soo much money without any

results. The condition got worse and the frequency of dialysis had to increase.
After this incidence I just decided to stick to what works for us.”(MIMI)

“Right from the beginning when my cousins suggested homeopathic medicine. |
said no but later I said it won’t hurt to try. We almost lost my dad prematurely
because of herbal medication. I shouldn’t have allowed them to give him those
medications” (TIMI)

Some participants also claim homeopathic treatment was a total waste of time and money

on their account. Tww

“We wasted ' > atmen 0 avail. We decided to
come for t ) S ed. Afte )isessi lysis my father could
speak and s ) ' : y ”(EME)

“Homeopat s a better option until
things got ¢ \ r dialysis. | think they
just wasted ou ‘ ‘ eek that treatment. They just
wasted our 7 (MONA)

This seems to sug erbal or homeopathic

medicine were goo

Majority of pa ounNt 0SiLi! ary changes contributed

ity of their care

giving roles. 'I.'he;Lrec QWTEGHTFFI@EE;;L‘:JE‘_ L

“At first my husband was so weak. We had to carry him out of bed, bath him and
all that. We were introduced to a type of diet by another dialysis patient who no
longer needs dialysis. We started the diet which was mostly raw fruits and
vegetables. My husband has improved considerably. He can now drive and go to
work and hospital. His dialysis session has even reduced to twice a week. Even the
kidney doctor was very impressed with his improvement. No swelling of the
feet.”(FAFA)
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“I did a lot of research when my sister got sick. i found out that her diet could be
useful in healing her so | changed her diet to salads, fruits with little
carbohydrates. She has gotten way better than when we started. She usually
couldn’t walk around but now she can walk to the wash room and do small small
things. I don’t need to do as much for her as before” (MIMI)

The narration highlights the important role dietary modification plays in the management

of patients with end-stage renal disease.

4.8 Chapter Summary

The above findings are based on data generated from accounts given by
participants who give the care to end-stage kidney patients. The findings conveyed the
perspectives of the family caregivers, the many challenges they encountered in caregiving,

and how expansively.these challenges.can.be resolved.io find selutions to diminish the

negative effects o contribute to current

information and ad yday experiences. The
Caregiver Health this research. Needs,
tasks, beliefs and atii ient's surroundings are the
constructs that ma at emerged from the
narratives were ful hemes and subthemes
fell within the co health neglect which

collapsed because erging theme alternate

care was added dur Up during narration from

participants. @,

- mmnﬁﬁﬁf;@ 5
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CHAPTER FIVE
DISCUSSION OF FINDINGS

5.1 Introduction

The findings of the investigation on available literature are discussed in this
chapter. The study's major goal was to learn more about and characterize the experiences
of family caregivers in Accra who were caring for patients with end-stage renal illness.
The goal of this study was to learn more about the experiences of family carers of ESRD
patients. The conceptual framework served as a guide. Five key topics emerged from a
thematic analysis. These included needs and experiences, beliefs and attitudes, health

promotion experiences, task performance experiences, and a developing topic, alternative

care experiences. viding quality health

services to patient ctor has not seen the
needed attention a er the years. In recent

times, emphasis h is has drawn attention

to the important rc livery in all countries

(Kekrebesi, 2021). patients is to generally
give supportive, s alleviating pains and
discomfort. This is ESRD management is
also aimed at red the individual through

multidimensional aken up by family
I

caregivers both tionalized care and home carg !

INTEGR| p FI@GEEJ_M_"MEL- ’

5.2 Experiences with Caregivers" Needs -
In this study, caregiving for patients with ESRD could be intense and burdensome,
thus resulting in unending physical burden and stress. The study revealed that assisting

patients with daily activities such as lifting patients, bed baths and other hygiene needs,
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feeding, changing position in bed periodically, and sometimes even monitoring patients’
condition to give feedback to nurses when the condition of their patient changed often
result in physical stress. Consistent with this study, other studies found that caring for sick
patients can exert immense stress on relatives (Khosravan, et al., 2014; Faronbi et al.,
2019). This implies that caregivers may develop physical or psychological consequences
of particularly intense caregiving roles. There is therefore the need to support caregivers in
the performance of their roles.

Furthermore, the continuous care provision disconnected caregivers from engaging
in social activities resulting in social isolation. This may result in negative psychological

consequences. Similarly, other studies observed that the caregiving role often disconnects

relatives from soci s (Hudson & Aranda,

2013; Zhang, 201 n of adequate social
support services t ising the caregiver’s
health and wellbei

at family caregivers of
ESRD patients reg cial sur , A 3 en though participants
mention other neec due to the high cost of
dialysis and medic reduced their overall

burden by half. Th

an important inte;ﬁntl slated with caring for persons
I
with ESRD (Avsar et al. 15; Adjei, Stronks, & Adu, ¢_‘5 . This seems to breed

situations Wherré Eareglvér’.'c,'l Igm‘aﬂﬂwawﬂi decisri(;] making resulting

in interference, invasion of privacy, and lack of social respect.

at financial support was

The study further revealed that participants feel obliged to provide care to family

members in need despite how burdensome providing such could be. All participants
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showed no regrets in taking up their caregiving role which they categorized as a duty they
felt fulfillment in reciprocating. This is in line with studies conducted in Nigeria and
Ghana, where relatives feel it was a moral obligation to care for their sick relatives (Kusi
et al., 2020; Oyegbile & Brysiewiez, 2017; Vincent-Onabajo, Ali, & Hamzat, 2013). This
highlights the integral role family caregivers play in beginning and continuing care for
persons with ESRD. There is therefore the need to recognize and empower them to give

adequate care to their sick relatives.

5.3 Task Performance Experience
Participants reported that they were not having adequate knowledge of the disease

process and the basic skills to perform certain roles. Caregiving involves a lot of tasks that

need to be perform givers find themselves

performing these nical know-how thus
expressing general rformance. Areas with
the most concerns . Similarly, Faronbi et
al (2019), establish ers involved assessing
the medical need:s asic needs, providing
companionship, ho transfer, and mobility,
and transportation. Stance ; ssing was part of their
task. This also reso st S3 A ich identified caregivers

helping their p@i

dialysis centers, symmnagement mobility,.dressing, an preparing an appropriate
NTEGRI PHGGEDAHU'

renal diet to be some of the tasks performed:—This indicates the magnitude of family

caregiver importance in nursing care thus the need to enhance their capability to manage

the caregiving tasks.
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Participants were displeased with the education given in the hospital concerning
patient care. According to the participants, the dilemma they face anytime there was an
emergency was largely symptom management like rigor and hypoglycemia which is quite
common in ESRD patients. Symptom management was observed as an important and
most feared task performed by the family caregiver. Family caregivers acknowledged the
importance of performing a task well and how important it was to prolong the life of their
patient. This finding seems to support earlier studies in time past (Holder 1997) which
indicated that family caregivers craved for better understanding of their caregiving duties
through education from the formal healthcare team. Participants in the study indicated

their lack of confidence in their competency was a result of scanty knowledge concerning

their care role. Th e form of intentional

education for emer y and wholesome care
to their patients an articipants’ education
on what was expe le. This finding agrees
with a study condu

Also, in thi ienced some levels of
anxiety due to tas 0 low confidence and
inadequate knowle anxious in performing

certain caregiving t

medicine adminis;gtion an ;
"
These findings c tent with research by Moss | 1

observed that caregiver dﬁl&?ﬁﬁhﬂ Hﬁﬁﬁﬂﬁbhﬂ%ﬁd’exist at :high levels. Their

research findings concluded that rendering professional help by providing caregivers with

luded wound dressing,

pse and. respiratory distress.

). These scholars

education and resources was a sure way to allay the anxiety of caregivers. It appears

through training, caregivers’ confidence and competence could be boosted when
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performing their duties. Professional help employing education and effective
communication could be an effective tool in improving caregiver confidence and
alleviating anxiety which has a direct effect on caregiver competence and positive task

performance outcomes.

5.4 Beliefs and Attitudes

Beliefs are assumptions or opinions that a person embraces and regards as true
about any concept or person based on their past experiences. Beliefs may be regarded as
signals that give purpose, meaning, and direction to our existence or lives. A belief usually
shapes a person’s attitude in the way a person feels or reacts to an occurrence or a matter

at hand. A lot of times, attitudes and beliefs may form personal barriers that may cause a

negative or positi itudinal changes were

noted. The data rds caregiving roles.
According to the ositive mentality and
maintaining a sens otivator in improving
their caregiving ro aregivers kept an open
mind concerning t ey progressed through
self-assurance. Mo pt of unhappiness as
draining and depre helped them give out

their best in caring ients. This fin 1 the findings of a study

conducted by @erman 0 & 2016). , another study found that

self-reassurance self-compassion ..which-

""pmlioﬁ TEGRI PHQGEDAIME

psychological functioning. This among other-things includes greater purpose in life, low

a ouated- with  positive

perceived stress, and high life satisfaction (Neely, Schallert, Mohammed, Roberts, &

Chen, 2009). The foregoing findings are consistent with the findings of this study.
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Several studies have come out with important findings on spirituality as an
important aspect of caregiving and this current study was no exception. The spiritual
aspect of caregiving is a pillar if caregiving is looked at more holistically and
comprehensively with the widely accepted view that man is made up of mind, body, and
spirit (Dedeli & Kaptan, 2013; Holt & McClure, 2006; Taylor et al., 2013). All
participants sought God’s counsel for direction and enlightenment in facing caregiver
challenges. This belief in a higher power empowered them to find meaning in their
existence on earth. Religious beliefs and practices were a core pillar in the lives of
participants who believed that without the presence of God in their lives their current

situation could have been worse. Participants explained that they were placed in their

caregiving role f ole as satisfying and

rewarding (Tarlow eir positive attitude to
caregiving was em as with them always
and this gave the ed their general well-
being as well as t s a study on positive

feelings of caregive

5.5 Health Promo
Health pro f one’s health. Health-
promoting and self-

maintain goo@ing, and ; ess or simply to

promote good healthﬁ\lHS, ok ives and births positive
|

to improve their health,

outcomes when persons are equipped-with-a-supportive efivironment and personal skills to
aid in the achievement of optimum through building healthy public policies. Participants
in this study were fully aware of what constituted living and being healthy. However, there

were challenges in accessing healthcare. This ranges from dissatisfaction with the
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information provided by healthcare professionals to a lack of education from health
facilities. Findings from this study revealed a presumed unwillingness on the part of
healthcare providers in providing in-depth information concerning their health and that of

their patients as well. This finding undergirds the findings of Bahrami, M. et al (2014).

Again, findings from this current study disclosed that caregivers despite their many
challenges made time to have health checks because they understood their importance.
Participants in this current study admitted that their interest in living healthier was
rekindled by the current condition of their patients. According to their narration check-ups
although not too frequent, dietary and lifestyle changes were their way of staying healthy.

Contrary to these findings, studies report that caregivers do not give importance to their

health which was al., 2019; Oyegbile &

Brysiewiez, 2017; seems to suggest that
caregivers are incr ain good health as the

cost and dynamics

5.6 Alternate Care

Alternative edical and healthcare
systems, practices, ] part of conventional
medicine (Barnes chiropractic, dietary
supplements, and natur is Ia@ely influenced by

. 1
social, cultura n Ghana, AM are

| PE— |
mostly referred-to-as dwﬁwlﬁgmmm MOH: In the year 2000,

a traditional medicine act (Act 575) was publicized to help control and regulate the
practice of traditional medicine. A study by Agyei-Baffour et al (2017) investigated
integrating herbal medicine into mainstream healthcare in Ghana. They observed that

clients’ acceptability, perceptions, and disclosure of use were somewhat higher. This
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finding was consistent with findings from this current study which had only one out of the
15 participants who did not resort to herbal care as a complementary remedy. Also, their
study proved that herbal medicine users did not disclose the use of herbal medicine to their

allopathic care providers, this also ties in with the findings of this study.

5.7 Chapter Summary

Family caregivers provide emotional support and comprehensive care to other
family members who cannot function independently. The problems identified in this study
were inextricably connected. ESRD causes kidney dysfunction which results in adverse
health problems and outcomes causing ESRD patients to rely heavily on help from family

caregivers. The unending burden associated with providing care for sick relatives could be

intense and burde sical or psychological

consequences. Als s identified, which, if
overlooked, might ty of life and social
interactions.

Family care ivers need specialized
knowledge and ski ave seen above boosts
the confidence of ¢ ence to discharge their
duties. Caregiver p e healthcare outcomes
which are the ultima nstitution. However, the

evidence add thls study

hence lack the relevaﬁ knowledge, and competence t0. d hargejheir duties. Also,
TEGR| PROCEDAMUS I'—

family caregivers are often saddled with the responS|b|I|f|es of professional nurses whereas

the irony is that they were not trained, nor do they receive training on the jobs. This

development caused anxiety and self-doubt in family caregivers. Thus, it is somewhat

obvious that intentional education and training for family caregivers is a sine qua non that
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should the attention of all stakeholders and practitioners in the healthcare service. Also,
financial constraints were a major problem for family caregivers. Lack of funds impeded
the level of care provided to a patient concerning dialysis, special diet, and medications.
This exacerbated the suffering and the burden brought to bear on family caregivers.
Furthermore, a gap in family caregivers’ satisfaction was built mainly on
knowledge deficit on account of inconsistency and misinformation from healthcare
providers. Reluctance to divulge information on disease conditions, current treatment, and
other matters of importance affected care outcomes negatively and prevented them from
making informed choices. All in all, family caregivers exhibited a considerable amount of

resilience in performing their caregiving roles. The subject of stress was regarded as a

normal phenomen on, financial support,

acceptance, and de najor this current study.

INTEGRI PROCEDAMUS.
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CHAPTER SIX
SUMMARY
This chapter embodies a complete summary of the entire study. It also describes
and sheds light on implications for nursing practice, policy, and avenues of future
research. Limitations of the study, recommendations, and finally the conclusion of this

study will be captured.

6.1 Summary
The perspectives of family caregivers of patients with ESRD residing in the Accra
Metropolis were investigated using a qualitative method and an exploratory-descriptive

design. The renal clinic and dialysis department of The Trust Hospital in Osu were used to

recruit participants were contacted after

receiving a thorou ey preferred. For this
study, a total of fi ants' permission, one-
on-one audiotaped e transcribed verbatim
and analyzed using ded by The CareGiver
Health Model by F mes emerged from the
narratives of part the themes being an
emerging theme. T aeds i ie de experiences, Health
promotion experien A erging theme which was
Alternate care nces Ine

subthemes emerged Wﬂ::%? orted.the major themes:— 5 )
Ri PROCEDAMUS .
Most of the findings from this-eurrent-study were consistent with other kinds of
literature. Firstly, three subthemes and 3 sub-subtheme emerged to support the first major

theme. These were physical support, Financial Support, Disconnection from others, and

sub-sub themes of Social isolation, “Don’t respect my views”, Invasion of Privacy.
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Participants identified needing physical support when it came to performing certain tasks
specifically ones that involved a lot of physical strength which they end up having to do
the alone plurality of the time because there’s no one to help or assist. The study also
showed one of the limiting needs of caregivers was financial support. Participants
expressed concern about the cost of care associated with end-stage renal disease.
According to participant’s majority of their problems stemmed from financial burdens and
inadequate financial support. The study found that although participants craved social
support they were ready to live in isolation to preserve their privacy. Participants
acknowledged that having people around to help financially and give emotional support

was ideal but later realized all support they got from family and sometimes even friends

came with conditi family members who

supported them fin spect for them or their
privacy which the m social functions and
gatherings. They b | independence due to
costs associated wi

Secondly, f tasks performed by
caregivers. Caregi led tasks like wound
dressing to lower-§ both during hospital
admission and at he 0 perform certain tasks
and Anxiety in even though they

were able to exe level of intentional

education in preparlng them IMﬂﬁWEQ&H%%mergenmes would go a long
way to prevent unwarranted anxiety. Competency, according to all participants was not a
great strength concerning technicalities and skills they don’t possess. However,

performing certain tasks over time gives them a false sense of competency which collapses
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when faced with emergencies beyond their knowledge. Professional help and adequate
education on the scope of their caregiving role was a major request to help boost their
confidence in task performance while allowing them to give the requisite care to their
patients. The subject of overburdening and stress was refuted in this study based on
narration from a participant who maintained their stress levels were not overwhelming due
to their positive approach to caregiving.

Thirdly, Participants found meaning and purpose in life through keeping faith in
God. Spirituality, according to participants helped them to develop a positive mentality
towards caregiving which gave them a sense of hope to put in their best. Participants

acknowledged that their spirituality allowed them to persevere no matter the circumstance

faced, through acc il that it was the will of
up to a broader way of
thinking with new d the knowledge that

whatever the prog ts also believed their

roles as caregivers n of God's work hence
they felt fulfilled i

Fourthly, P education. Their main
issues were in line 2 information under the

guise that it was

furnished them W%’ shalle
"
participants ack it at soliciting Information cor ir health or that of

their patlents was most ﬁ&%ﬂdﬂmm%sslonals Their curiosity to

know more only solicited negative attitudes from some healthcare professionals most of

g to participants only

| when the need arose. All

the time. Caregivers elaborated that despite challenges encountered in their caregiving

role, they made time for a check-up and made changes to their diet to keep them healthy.
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The habit of intentional exercise however was not inculcated into their healthy way of
living because participants in this study viewed their caregiving role as a form of exercise
on its own. Financial restraints were also a challenge according to a participant which
hindered their true intention to live a healthy life. Participants, however, did agree that
when it came to who deserved health care first in times of financial crisis they always put
their patients first and resorted to over-the-counter medications until such a time that they
can afford to go for checkups. Despite all these setbacks participants acknowledged the
importance of frequent check-ups and the consequences of self-medication.

Last but not the least, Alternative care was an emerging theme. Participants kept

bringing up the concept of alternative treatment like homeopathy, and herbal and diet

therapy. Participa nds to seek herbal or
ient’s condition. Most
participants had a ir patients as well as

themselves but r when the condition

worsened. Diet the med concept in which

all participants ind on, according to some
participants, imprc )me participants even
mentioned that theli essions due to the diet

therapy. The conce I more popular among

younger patients g h youn

6.2 Implication |j JHETL EGIiFFIﬁGEa";‘I:J'E- ,

The study identified useful-implications such as nursing education, nursing

practice and policy-making. The study also offers an opportunity for future investigations.
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6.2.1 Implication for nursing education

Nurses form the majority of healthcare providers and are in constant interaction
with patients and their caregivers hence adequate knowledge on the expectations and
needs of family caregivers will be of great benefit to the caregivers and their patients as
well as other family members. Caregivers play an important role in the care of patients
both in and out of the hospital hence their general wellbeing must be as important as that
of the patient to the healthcare team and most especially the nurse. Caregiving presents
with challenges to both caregiver and receiver and must be handled with sensitivity.
Education on holistic care involving caregiver wellbeing must be reinforced in

curriculums in nurses training as well as frequent workshops to serve as professional

development on th ers and their patients.

Psychology in trai rses in the process of
anticipating and te ly caregivers and their

patients hereby rm benefits. These

recommendations & health team members

such as doctors, bic staffs to improve their

communication anc elp appropriately.

6.2.2 Implication f

ESRD manag holistic and coordinated

management. @n indi

caregiver understaanwﬁf their__roles, _ improve-=
———1_INTEGR| PROCEDAMU

miscommunications. Family-centered care-ensures the health and well-being of patients
and their families through a respectful partnership by honoring the cultures, beliefs,
strengths and expertise from both sides. Health care workers must desist from acts that are

perceived as disrespectful and demeaning. Caregivers must be treated with empathy and
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respect to validate the importance of their contribution to the formal healthcare team. Also
nurses should provide hands-on training for caregivers and give detailed discharge

education to prevent anxiety and knowledge deficit.

6.2.3 Implications for policy

Policymakers must put in efforts to enroll ESRD treatment on the national health
insurance scheme and provide subsidized dialysis cost for ESRD patients to reduce the
financial burden of caregivers as well as the patients themselves since cost associated with
hospitalization and dialysis impedes effective management. The findings of this study
revealed high cost related to accessing kidney care which is mostly a privatized business

in the health care sector. Hence, efforts by the government to increase government-funded

dialysis units and ed with care thereby

reducing the finan jor problem identified

in this current stud

6.2.4 Implication
Considering useful areas of future
research emanated:
Alternative ¢ r exploration to whole
fully understand the 2atment with respect to
homeopathy, herbal ar ' at opgortunity for future
research to de ;
Further."'study— OﬂﬁM@ﬁE{jﬁmE}

management in the Ghanaian context is also a laudable area that deserves further

lity ~and anxiety/stress

investigation. Assumptions deduced from this current study acknowledge that comfort is
sought in a superior being, which brings resilience and emotional strength to cope

effectively with stress.
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6.3. Limitation of the study

The use of the qualitative methodology in this study makes finding not be
generalizable to the larger family caregiver population even though the qualitative study
does not aim at generalizing findings (Lincoln & Guba, 1985). Fifteen participants were
recruited using the purposive sampling technique which may suggest there were other
family caregivers whose experiences would be different because perspectives are strongly
influenced by the epistemological and ontological orientation of contributors (Seale 1999).
However Male and female demographics were adequately represented but on the religious
facet, all the participants were Christians except one. Diversity in religious orientation

may have enriched the findings gathered from the spiritual experiences that were shared.

6.4 Conclusion

The overal a gap in Education,

professional suppo ation, anxiety and lack
of confidence in e omes. Social isolation
according to this s givers and their patients
on account of lac nd family because of
financial support ¢ s to information, and
specialist care alo d start to tackling the
numerous challeng als must assist family
caregivers gain requ JE 3 A aking cultural and ethnic
differences in Sideration.

H E&s an approach
' NTEG

AMUS |
in the model were supportive of-the ﬁ]dn%c oE?[gls current study though some of the

study should be maint

in auidressng e hallenges All constructs

findings fell outside the model. Assimilating community/home visit in ESRD management
could prove a useful tool in providing ultimate care to patients and social/professional

support to family caregivers. Defective caregiver confidence/competence and unavailable
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reliable source of information causes anxiety and uncertainty which goes on to affect
patient care outcome and quality of care. Effective management protocols and equipping
family caregivers with in-depth information promote planning, implementation and
intervention which increases caregiver confidence thereby minimizing anxiety and stress

for better patient and caregiver outcomes.

6.5 Recommendations

The following recommendations were made based on the findings of this study.

6.5.1 Ministry of Health (MOH)

e Ministry of Health must institutionalize ESRD services in all hospitals across

the country.

al and dialysis units at

all matters relating to

into the management

port family caregivers.

he Ghana College of

d emergency dialysis

g for family caregiver

6.5.2 Ghana Health ﬁ.(GHS)_
—~——1 INTEGR| p

e Ghana Health Service must ensure the concept of Family medicine is strengthened in
all hospitals to promote care that is not only patient focused but family-centered

hereby facilitating effective information and communication flow.
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e Ghana Health Service must establish in-service training for all family caregivers to
impact knowledge on dealing with emergencies.
e Doctors, pharmacist, biomedical scientists, and physiotherapists, radiotherapist and

other support staffs should be trained on family support.

6.5.3 Nursing and Midwifery Council (NMC)
e Nursing and Midwifery Council must inculcate family nursing/counselling and

training section into the curriculum of nurses and midwives

6.5.4 The Trust Hospital and Other Hospitals
¢ All staff should have good customer care training as well as basic counselling training

to help suppo

e Doctors and lude family caregiver

education as
e All hospitals focus on effective
communicatio v caregivers as well as

their patients.
e Nurses and family caregivers to
highlight thei tory and better health

care services as

e Hospital mu;; nurture er | institution for easy
referral 0 Wda specialist support for swift port caregivers in
}

acquiring?rc?r’ﬁpt !aﬂﬁc; MEHEGED@.EF—

i~
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APPENDICES

Appendix A: Letter of Introdduction
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The Chairperson
Institutional Review Board
NMIMR

Legon.
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Appendix B: Support Letter
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Appendix C: Ethical Clearance

: NOGUCHI MEMORIAL INSTITUTE FOR MEDICAL RESEARCH
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Appenddix D:

CONSENT FORM
Title: EXPERIENCES OF FAMILY CARGIVERS OF PATIENT WITH END STAGE RENAL DISEASE IN
ACCRA, GHANA

Principal Investigator: ASANTE CANDY SAFIA

Address: SCHOOL OF NURSING AND MIDWIFERY, COLLEGE OF HEALTH SCIENCES, UNIVERSITY OF
GHANA, LEGON

General Information about Research

This research is an academic research. The purpose of the study is to explore and describe the experiences of family

caregivers ( ra. The information gotten from the

study will | relative, taking into consideration
what they 1
1. Get info ds
2. How the

3. What ar

The researc persons who agree to take part in

the study m this this study. This research will be
done in a fc ou. In the instance where meeting

face to mig ed as a medium for the interview.
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Possible Risks and Discomfort

You have the right to stop the interview any point in time. There is nothing like a right or wrong answer with regard to
this interview only your honest opinion hence you should have no fears in speaking your mind. You are entitled to
answer only questions you are comfortable with,

In the event of an emotional breakdown on account of sensitivity of the information being given or any discomfort
experienced during the interview, you the participant have the right to ask for a break or stop the interview. The
researcher has the responsibility to give you enough time to pull yourself together or reschedule the interview for
another time, if you still appear to be in distress.

Due to the covid -19 pandemic face to face interviews may pose certain risk hence provision will be made to ensure
proper adherence to all covid-19 protocols. You will be given access to a psychologist and the researcher’s supervisors

who you can contact freely at any time (at no cost).

Possible Benefits

ortance of family caregivers in
living with ESRD. The

mily caregivers when planning

pay significant attention to the
ill be given.

e of your responsibilities and
role while ' ces. Counselling sessions will
be made 2 ) a : : techniques that help minimize

stress in ¢
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Confidentinlity
Alldata will be held confidential and privacy of your will be maintained by not using your renl names, Data
collected will be stored on hard drives which can only be accessed by the researcher and supervisor,

Information given will be protected at all times,

Compensation

This study does not come with any remuneration, However compensation will be given for transportation
(50cedis) in instances where you have to travel for an interview. Airtime and internet data (50 cedis each) will
be provided to make virtual and phone communication easy. Due to the covid <19 pandemic, facemask, face

shields as well as sanitizers will be provided o protect you in line with covid-19 protocols,

Voluntary
You have the study at any point in time.
Contacts |
In the case O o
Asante ca
Dr. Glady
Murs. Abig

Jame !
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Appendix F

VOLUNTEER AGREEMENT

The above document describing the benefits, risks and procedures for the research title (EXPERIENCES OF
FAMILY CAREGIVERS OF PATIENTS WITH END STAGE RENAL DISEASE IN ACCRA) has been read and

explained to me. I have been given an opportunity to have any questions about the research answered to my satisfaction.
1 agree to participate as a volunteer.

Date Name and signature or mark of volunteer

If volunteers cannot read the form themselves, a witness must sign here:

I was present while the benefits, risks and procedures were read to the volunteer. All questions were answered and the
volunteer has agreed to take part in the research.

ith participating in this
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DATA COLLECTION INSTRUMENTS
CAREGIVER DEMOGRAPHICS

A.Gender: 1. Male[] 2.Female[] 3.Others.......c.cccoueee.

B. Age (in years):

C. Marital Status: 1. Married [] 2. Divorced [] 3.Separated [] 4. Widowed[] 5.Single[]
6. Co-habiting [ ]

D. Educational level: 1. No Education [] 2. Basic Education [] 3. High School []
4. Tertiary[ ]
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INTERVIEW GUIDE

1. Please share with me what you do for your sick relative on day-to-day basis

2. Please share with me your caregiving experiences about your everyday needs

Probes: physical support, educational support
3. What are some of your experiences with regards to your performance of care and how well you
perform these tasks?

Probes: competency and confidence in performing task

4. How did you gain the knowledge of caring for someone in this way?

Probes; self-taught, educated by healthcare team, learnt by observation

8. Is there
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