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Abstract

Background: Haemodialysis (HD) is an invasive routine life-sustaining therapy for End-
Stage Kidney Disease (ESKD) individuals, and it remains the common modality of
Kidney Replacement Therapy (KRT). ESKD is a permanent kidney failure due to
complete or nearly complete loss of kidney function and the ability to eliminate waste
and excess water from the body (Griva et al., 2013). Worldwide, ESKD results in a great
burden on the healthcare system and has become a major public health problem (Li et
al., 2021). The decision to initiate haemodialysis is generally made by the treating
nephrologist alone; however, this decision cannot be acted upon without the
individual's explicit permission, as their consent is crucial to proceeding with dialysis.
Professional experience and published evidence have demonstrated that a proportion
of individuals living with ESKD refuse HD as a treatment option, though quantitative

data on prevalence are not available.

However, the decision to refuse HD is multifaceted and poorly understood, especially

in Arab regions, including Oman.

Aim: To explore and understand the reasons underpinning the decision to refuse

haemodialysis from the individuals affected by ESKD perspective in Oman.

Methodology: A qualitative study design, utilising a constructivist grounded theory
approach (Charmaz, 2006), was employed to explore the research questions. The
eligible participants were adults aged eighteen and above with stage five ESKD and no
history of mental illness. Data collection took place in nephrology outpatient clinics
and kidney dialysis units across eleven governmental hospitals under the Ministry of
Health in Oman. Childress's (2019) ethical framework was applied to safeguard
participant rights and uphold ethical standards throughout the study. Data were
collected between October 2021 and April 2022 through in-depth, semi-structured
interviews using an interview guide, with each interview lasting 30 to 60 minutes. The
interviews were transcribed verbatim and translated into English. Analysis used
constant comparative method, including line-by-line and axial coding, as outlined by
Charmaz (2006), to enhance understanding of the social processes related to the

decision to refuse haemodialysis and to facilitate categorisation.



Results: Research data indicate that twenty-seven participants’ decision-making was a
continuous and revisited process influenced by various factors that led to the refusal of
haemodialysis. A significant knowledge gap was evident among those who declined
haemodialysis, attributed to communication barriers with physicians, insufficient
information about ESKD at stage five and haemodialysis, challenges in verifying
information, and a tendency to selectively interpret information. Participants were
also affected by the experiences of haemodialysis users, as well as input from family

and peers.

Fear played a critical role in the decision-making process, driven by concerns over the
potential negative consequences of haemodialysis and the associated stigma. A desire
for self-control was another influential factor, leading some to seek alternatives and
adopt a fatalistic perspective. From the data analysis, a grounded theory of
haemodialysis refusal decision-making process was developed to outline the decision-
making process for individuals with ESKD who choose to refuse haemodialysis. This
grounded theory consisted of five categories: self-conceptualisation, information

access, influencers, fear, and self-control.

The theoretical framework demonstrated how individuals balanced perceived benefits
and risks, engaging in self-management, seeking second opinions, or relying on the
advice of others while attempting to delay dialysis. Many participants were in a state
of 'denial,' viewing themselves as healthy due to the absence of noticeable ESKD
symptoms and opting to continue with oral medications. A few, however, considered

kidney transplantation as an alternative option.

Conclusion: Omani individuals with ESKD in this study faced various factors and
behaviours that influenced their decision-making, leading them to reassess and
reinforce their choice to refuse haemodialysis. Denial and fatalism were the most
prominent behaviours observed. Participants exhibited a limited understanding of
their condition and its complications, highlighting the need to assess the quality and
method of information provided, taking into account their values, beliefs, and
preferences. A personalised, patient-centred approach may be more effective than a
conventional disease-oriented strategy for this population. Multidisciplinary teamwork

is crucial to developing effective and ongoing education and interventions, fostering a



comprehensive approach to treatment acceptance and improved health outcomes.
Early pre-dialysis education and shared decision-making are vital for enabling timely

interventions.
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Chapter 1 Introduction

1.1 Chronic kidney disease and haemodialysis.

A chronic kidney condition is a rapidly progressing disease determined by alterations in
the structure and function of the kidney, resulting from various reasons. Chronic
kidney disease (CKD) is generally characterised by a decrease in kidney function,
specifically an estimated glomerular filtration rate (eGFR) below 15 mL/min per 1-73
m?, or the presence of kidney damage indicators such as albuminuria, haematuria, or
abnormalities detected through laboratory testing or imaging, which persist for a
minimum of three months (Kalantar-Zadeh et al., 2021). Numerous factors contribute
to CKD, encompassing both widely recognised and extensively studied causes like

diabetes, glomerulonephritis, and cystic kidney diseases (Hill et al., 2016).

According to Levey et al. (2007), research conducted across Europe, Australia, and Asia
validates the substantial prevalence of CKD. The consequences of CKD encompass not
only the progression to kidney failure but also complications arising from decreased

kidney function and an elevated susceptibility to cardiovascular disease (CVD).

Impaired kidney function is an indicator of the likelihood of being admitted to the
hospital, experiencing cognitive impairment, and having a low quality of life. The
healthcare burden is greatest in the initial phases due to a higher occurrence,

impacting around 35% of individuals aged 70 and above (Hill et al., 2016).

The global impact of chronic kidney disease is significant and on the rise.
Approximately 10% of adults worldwide grapple with some form of end-stage kidney
disease (ESKD), leading to 1-2 million deaths and a loss of 28-0 million years of life
annually. By 2040, CKD is projected to rank as the fifth leading cause of death
worldwide, marking one of the most substantial increases among major causes of

death (Kalantar-Zadeh et al., 2021).

According to the 2018 WHO report on NCD Country Profiles, it is evident that globally,
low- and lower-middle-income countries experience the highest percentage of

premature deaths under the age of 70 due to non-communicable diseases (NCDs). In
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2016, the proportion of these early NCD-related deaths was 85%-in lower-middle-
income countries, respectively, which is doubled compared to the proportion in high-
income countries (12%) (Organization, 2018). However, NCD burdens worldwide lead
to economic costs, with the US and UK estimating annual costs of $750 billion and $33

billion, respectively, in the next decade (Perico & Remuzzi, 2012).

ESKD is now acknowledged as a significant global public health issue. There is
compelling evidence indicating that timely treatment can avoid or delay complications
arising from reduced kidney function, decelerate the advancement of kidney disease,

and mitigate the risk of CVD (Levey et al., 2007).

Presently, there are limited strategies that are accessible to impede the progression of
ESKD. While kidney Replacement Therapy (KRT) has been accessible for decades in
high-income nations, only half of those requiring KRT can be treated globally (Levin et
al., 2017). The lives of kidney individuals have been enhanced and extended since the
introduction of treatment methods like dialysis and kidney transplants. Haemodialysis,
a viable option for individuals with kidney insufficiency, utilises a machine to mimic
kidney functions, such as blood filtration and the removal of waste products (Theofilou

et al.,, 2013).

Some individuals with ESKD may not exhibit clinical indications for KRT despite having a
low eGFR. Additionally, some individuals may opt not to commence haemodialysis
even when it is medically recommended (Faruque et al., 2013). Faruque et al. (2013)
suggested that individuals with ESKD may choose not to start haemodialysis for several
reasons, such as sudden death, a personal decision to decline treatment, a lack of
recommendation from healthcare practitioners, or the absence of a clinical

justification for haemodialysis despite having a low eGFR.

In Oman, there has been a notable shift from communicable diseases to non-
communicable diseases, particularly chronic conditions such as chronic kidney disease
(Al Alawi et al., 2017a). In 2014, there were 4,430 cases of kidney disease per 100,000
people (Al Alawi et al., 2017b). In 2017, a total of 2,386 individuals with ESKD



underwent kidney replacement therapy. By the end of 2022, the number of ESKD
patients receiving haemodialysis had reached 2,436 across 27 kidney dialysis units

(MOH, 2022b).

1.2 The significance of studying refusal of haemodialysis

Research into individual refusal to undergo haemodialysis is crucial for several reasons.
Firstly, individuals often decide about dialysis without fully exploring treatment
options, highlighting the need for a proactive approach to encourage informed
decision-making (Winterbottom et al., 2014). Secondly, choosing not to undergoing
haemodialysis is a leading cause of death among individuals affected by ESKD,
emphasising the importance of understanding the factors influencing such decisions. In
Oman, numerous persons diagnosed with ESKD deny the seriousness of their condition
and refuse haemodialysis, with justifications frequently unrecorded in medical
documentation. As their health declines, individuals often necessitate hospitalisation
for issues such as heart failure and pulmonary oedema, resulting in urgent dialysis.
The lack of a database to track haemodialysis refusals contributes to resource
constraints in dialysis facilities, including shortages of personnel, equipment, and
available sessions. These challenges impact both individuals with ESKD and healthcare

professionals.

Despite this, there is limited knowledge about why some individuals with ESKD choose
to not undergo haemodialysis (Faruque et al., 2013). Furthermore, empirical research
on individual decision-making in dialysis is sparse, with few studies addressing the
underlying processes and how ESKD contexts impact dialysis treatment choices.
Therefore, conducting comprehensive research in this area is essential to improve
individuals’ outcomes and provide better support for individuals facing these difficult

decisions.

1.2.1 The study contribution.

Although there has been a recent increase in scholarly and popular attention to
haemodialysis refusal, there are still numerous unsolved questions regarding this topic.

The purpose of this study is to address a lack of information in existing research
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regarding treatment refusal, specifically focusing on the experiences and viewpoints of
Omani individuals who have choose not to undergo haemodialysis. Specifically, it will
analyse the process of haemodialysis refusal and provide a method for comprehending
the experience of haemodialysis refusal. Furthermore, its objective is to obtain a great
understanding of the social factors that influence the decision-making process of

Omani ESKD persons who refuse haemodialysis.

1.3 Researcher interest in the topic

The phenomenon of kidney replacement therapy choice stimulated my interest in
exploring the decision-making process concerning the refusal of haemodialysis among
individuals with ESKD. | was curious to understand why individuals with ESKD decide to
refuse medically advised haemodialysis despite their kidney failure and late-stage
condition. | also wanted to comprehend the factors influencing these individuals'
decisions to not undergo haemodialysis. The aim of this study is to explore the factors
that impact the decision-making process of individuals affected by ESKD regarding the
refusal of haemodialysis. The study was conducted in nephrology clinics and kidney

dialysis units in Oman, covering nine governorates.

| am a registered nurse who worked as a bedside nurse for four years, followed by four
years as a ward nurse in charge, both in the male medical ward at a governorate
hospital. Afterwards, | served as a hospital nurse supervisor for an additional three
years and then as the head of nursing at the same governorate hospital for eight years
before assuming the Director of Nursing Professional Practice role at the Ministry of
Health in Oman. Throughout my career, | have been working with individuals suffering

from CKD and ESKD.

The selection of this topic stems from a professional interest in the subject matter.
Despite significant challenges, most kidney dialysis units in Oman continue to
accommodate the increasing number of individuals affected by ESKD requiring
unplanned haemodialysis. These individuals are typically diagnosed with ESKD but
deny reaching ESKD and refuse to undergo haemodialysis. From my observation, the

reasons for refusal were not identified or recorded in the individual's medical records.
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Additionally, the medical team verbally designated this particular group of people as a
waiting list group for dialysis, despite the fact that there was no list or concrete

database to track these individuals.

Moreover, in Oman, when these individuals affected by ESKD condition deteriorates,
they usually end up in the hospital with complications, such as heart failure and
pulmonary oedema, which would require intensive care admission. Therefore, the
incidence of individuals affected by ESKD presenting for dialysis without adequate
preparation remains high, leading to shortages of human resources, materials,
equipment, and available sessions in some dialysis units in Oman. Consequently, this
situation poses risks to both individuals affected by ESKD and healthcare providers.
However, at the Ministry of Health (MOH) level, numerous meetings and task forces
have been convened to assess the status of kidney dialysis units across various
governorates in Oman to accommodate this unplanned number of individuals affected

by ESKD.

As a member involved in analysing these cases at the governorate and national levels,
my participation would add value to the study in many ways without making
assumptions. | have a good relationship with all directors and heads of nursing in the
country. | am familiar with the kidney dialysis medical units in Oman, which has led to
better access to information. However, | was not known to individuals affected by
ESKD, nephrology nurses and nephrologists. This helps minimise question bias and

participants' perceptions concerning researcher power and status.

Investigating the perspectives of individuals affected by ESKD regarding the refusal of

haemodialysis despite medical advice is a crucial concept to explore.

1.4 Thesis outline

The structure of this thesis follows the conventional scientific approach in its aim to
understand the phenomenon of the decision-making process around ESKD
haemodialysis refusal. It begins by stating the research problem, setting the study in

context and reviewing relevant literature. This informs the formulation of the research



guestion, design, and methods used in the study. The findings are then presented and
discussed within the context of the wider body of literature, and the thesis concludes
with recommendations. The thesis is organised into eight chapters, each of which is

outlined below:

Chapter one presents the problem of the study, addresses the primary area of interest,
and explains my motivation for wanting to carry it out. It explains how the study
originates from experiences in the field and from the problems | have identified
regarding haemodialysis refusal among individuals affected by ESKD. Finally, the

chapter details the thesis structure.

Chapter two provides the background information to set the study in context. It
provides a summary of the history of chronic kidney disease, particularly end-stage
kidney disease, and an overview of worldwide KRT, including haemodialysis. The
chapter then provides an overview of Oman and Oman’s healthcare system, including

kidney replacement.

Chapter three is a literature review of global literature aimed at identifying why
individuals make decisions to refuse treatment. The chapter outlines the methodology
of the review and presents the findings from the fifty-four included studies. It
highlights gaps in the knowledge base regarding individuals affected by ESKD
haemodialysis refusal decision-making. Furthermore, the findings from the review

informed the research question and the aim of the study.

Chapter four describes the research methodology of the study, arguing for a
qualitative approach to fulfil the study’s aim. It outlines the philosophical assumptions
and theoretical perspective of the study. The chapter then justifies and explains the

selection of grounded theory as the approach used in this research study.

Chapter five explains the research methods employed to perform the study; it provides
comprehensive information about the setting, practical ethical considerations,
sampling strategy, participant selection and recruitment, transcription quality, and the

grounded theory data collection and analysis process.
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Chapter six presents the study’s findings. The chapter begins with a presentation of the
demographic characteristics of the participants, and it then presents each of the five
categories that contributed to the development of the final grounded theory. The
chapter ends with the presentation of the final grounded theory model and how the

categories interlink.

Chapter seven addresses the research results within the framework of the empirical
literature described in Chapter three. It examines and evaluates the contribution of
this work to the existing body of knowledge. This chapter further analyses the
theoretical framework of the Grounded Theory of ESKD haemodialysis refusal decision-
making and establishes the connections between this study and models of grief such as
the and dual process model of coping with bereavement (Stroebe & Schut, 2010) and

the Kubler-Ross theory (Kiibler-Ross, 2015).

Chapter eight serves as the concluding chapter of the thesis, encapsulating the study's
findings, highlighting its primary contributions to the understanding of haemodialysis
refusal among individuals affected by ESKD, evaluating both its strengths and
limitations, and offering suggestions for future policy, practice, and research

endeavours.



Chapter 2 Background

This chapter provides a general introduction to Oman, its healthcare system, and
background information related to chronic kidney failure in Oman. Throughout the
study, this chapter underwent continuous updates, taking into account relevant

theories as they emerged from the findings' categories.

2.1 Chronic Kidney Disease (CKD).

Chronic kidney failure is becoming an increasingly significant public health concern,
affecting 10% of the global population. Currently, rapid changes in disease patterns are
being encountered worldwide, including in Oman. There has been a notable shift from
communicable diseases to non-communicable diseases, particularly chronic conditions
such as cardiac issues, obesity, diabetes, hypertension, and chronic kidney diseases. (Al
Alawi et al., 2017b; Al Ismaili et al., 2017). In 2014, a total of 4,430 cases per 100,000
people were reported to have kidney or urinary diseases in Oman (Al Alawi et al.,

2017a).

2.1.1 Meaning of chronic kidney disease.

Generally, CKD is understood to mean that the individual's kidneys function less well
than normal and are not able to remove waste substances from the blood. Individuals
with CKD are assessed by different methods: imaging studies, blood tests including
serum creatinine levels to eGFR, spot urine examinations to detect
proteinuria/albuminuria, and kidney biopsy (Couser et al., 2011; Gaitonde et al., 2017).
Consequently, disease progression leads individuals to develop the condition of ESKD,
requiring dialysis (blood filtration) or kidney transplantation to maintain their long-

term survival (Zhang & Rothenbacher, 2008).

According to Griva et al. (2013), ESKD is characterised by a significant decline in kidney
function, resulting in the inability to effectively remove waste products and excess
water from the body. Haemodialysis is the prevailing method of kidney replacement
therapy (KRT) in which blood is filtered through an external dialyser that mimics the

activities of the kidney. Individuals with haemodialysis must adapt to a comprehensive



and intricate treatment plan (Griva et al., 2013). Typically, people with ESKD need to
visit the hospital three times a week for four-hour treatment sessions. They also need
to manage their nutrition by carefully monitoring their diet and hydration

consumption, taking various medications, and following exercise guidelines.

Alrajhi (2018) cross-sectional, correlational study stated that the estimation of ESKD
prevalence ranges from 100 to more than 2,000 individuals per million population,
with an annual increase of about 6 to 7%, exceeding the world population growth rate.
In Oman, there is no evidence of the prevalence of individuals affected by ESKD
(Alrajhi, 2018). However, a study conducted by Al Ismaili et al. (2017) revealed a total
of 2386 individuals undergoing kidney replacement therapy, including 1,206
individuals on haemodialysis (HD), 1080 ESKD individuals who had kidney
transplantation, and 100 individuals affected by ESKD on peritoneal dialysis (PD).
According to the Ministry of Health Annual report (2022), at the end of 2021, the total
number of individuals affected by ESKD on HD stood at 2,436 in 27 kidney dialysis
units. In comparison to 2013, there were approximately 120 individuals affected by
ESKD per million population. Moreover, by December 2022, a total of 252 individuals

were receiving peritoneal dialysis (MOH, 2022a).

2.1.2 Causes of chronic kidney disease.

Worldwide, non-communicable diseases have replaced communicable diseases and
are considered to be the most common causes of morbidity and mortality (Couser et
al., 2011). In particular, diabetes mellitus (DM) and hypertension (HTN) are identified
as the two primary risk factors universally associated with kidney failure. Additionally,
cardiovascular diseases and hereditary kidney diseases are considered associated risk
factors leading to kidney failure (Johnston & Noble, 2012b; Gaitonde et al., 2017).
Therefore, poor health outcomes resulting from diabetes and hypertension contribute
to kidney failure disease (Couser et al., 2011). For instance, diabetic individuals are
prone to develop diabetic nephropathy by 40%, and the progression time from the first
sign of kidney impairment to the time individuals with ESKD require dialysis may take

about 15 to 20 years (Alrajhi, 2018).



In Oman, diseases such as hypertension, diabetes mellitus, glomerular disease, and
inherited congenital kidney diseases are commonly associated with kidney disease
problems. Al Ismaili et al. (2017) stated that changes in lifestyle and socioeconomic
status have led to a shift in the main risk factor causing ESKD from chronic
glomerulonephritis in 1983 to diabetic nephropathy in recent years. Hence, it is
estimated that the number of diabetic individuals will substantially increase from 15
million in the year 2000 to approximately 42 million by 2030 in the Eastern
Mediterranean Region, including Oman (Rate & Rate, 2008; Al Ismaili et al., 2017).

2.1.3 Chronic kidney disease staging.

Equations are often used in clinical practice to estimate the eGFR by considering both
endogenous filtration markers (serum creatinine) and individual characteristics (age
and sex). These factors are closely linked to the risks of ESKD and mortality caused by
reduced kidney function. The diagnosis of CKD often relies on evaluating the GFR,
conducting normal laboratory testing, and considering symptoms. However, given that
the primary objective of GFR is to determine the illness's stages, GFR is typically not
employed primarily for diagnosing the disease in its early stages (Akben, 2016; Bundy
et al.,, 2022).

Estimating equations now used for GFR, which rely on serum creatinine levels
(estimated GFR), are more dependable than using serum creatinine alone. These
equations can identify a decline in GFR, which is a sign of advancing kidney disease. As
kidney disease advances, the levels of GFR, which is commonly recognised as the
primary indication of kidney function, decrease. Kidney failure, a crucial phase, is
characterised by a glomerular filtration rate of less than 15 mL/min per 1.73 m? or

requiring dialysis treatment.

The primary goal of CKD staging is to provide guidance for the management of CKD,
which includes assessing the risk level for disease progression and consequences. Risk
stratification is employed as a tool to determine suitable treatment options and the

level of monitoring and individual education required (Levey & Inker, 2014).
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According to Levey and Inker (2014), the CKD staging and classification scheme is as

follows:

e Stage 1 (GFR >90 mL/min per 1.73 m2).

e Stage 2 (GFR 60 to 89 mL/min per 1.73 m2).

e Stage 3 GFR 45 to 59 mL/min per 1.73 m2 and stage 3b (GFR 30 to 44 mL/min per
1.73 m2).

e Stage 4 (GFR 15 to 29 mL/min per 1.73 m2).

e Stage 5 (GFR <15 mL/min per 1.73 m) or treatment by dialysis.

2.1.4 ESKD signs & symptoms

Good symptom management is identified by individuals as a very high priority, with

symptoms being a key contributor to the overall disease burden (Murtagh et al., 2007).

As chronic kidney disease progresses to ESKD, individuals often exhibit characteristic
signs and symptoms due to worsening uraemia. These include nausea, vomiting,
fatigue, neurological dysfunction, bleeding tendencies, pleuritis, pericarditis, sleep
disturbances, and volume overload. However, these symptoms can be nonspecific and
subjective, making interpretation challenging, especially in the early stages. Some
individuals may be asymptomatic but still require chronic dialysis due to poorly
controlled hypertension or unresponsive hyperkalaemia. There are no specific
diagnostic criteria for symptomatic uraemia, but worsening symptoms alongside
kidney function decline are often used. Experienced physicians play a crucial role in
diagnosing the uremic syndrome, providing invaluable support in clinical decision-
making, particularly in multicentre trials where establishing symptomatic uraemia can

be challenging (Agarwal, 2016).

According to Agarwal (2016), some individuals may remain asymptomatic and free
from hyperkalaemia or poorly controlled hypertension despite having a very low
eGFR). However, many of these individuals may still require the initiation of dialysis. A
threshold of less than eight mL/min/1.73 m? may be permissible for initiating dialysis,

where an experienced clinician may weigh the benefits against the risks. Therefore,

11



when the physician deems that the benefit of KRT outweighs the risks of waiting for
symptoms to develop, when eGFR has dropped to less than eight mL/min/1.73 m?, and

the individual undergoes chronic dialysis, such cases can be adjudicated as ESKD.

2.1.5 Kidney replacement therapy (KRT)

Kidney replacement therapy is required by individuals with CKD when conservative
interventions fail to address fluid overload, hypernatremia, hyperkalaemia, and a
decrease in urine output by 80%, as well as when pulmonary oedema is present and
the eGFR is less than 15 ml/min. (Johnston & Noble, 2012b; Goumenos et al., 2016;
Alrajhi, 2018; Han et al., 2019b).

KRT, comprising peritoneal dialysis, haemodialysis, and kidney transplantation, is the
only treatment available for individuals with ESKD. Haemodialysis, recognised as a
predominant and safe modality, is utilised as a life-saving intervention for individuals
with ESKD and has been beneficial to approximately two million individuals worldwide.
The blood of individuals with ESKD is effectively filtered from uremic toxins, and their
body fluid status is corrected within a short period of time through haemodialysis

(Kooman et al., 2018).

Studies conducted by Al-Marhuby (1998); Al-Za'abi (2018); Alrajhi (2018) highlighted
the history of KRT treating the individuals affected by ESKD in Oman. Intermittent PD
was initiated for individuals with ESKD in 1980, followed by the introduction of
continuous ambulatory PD in 1992, which was further enhanced in 2007. Conversely,
HD was initiated in 1983 and has persisted as it is regarded as the optimal option for
treating individuals with ESKD. It remains the prevalent and preferred kidney
replacement modality utilised worldwide (Alrajhi, 2018). Therefore, in Oman, the
demand for KRT has shown a sharp progression due to the increase in ESKD prevalence
(Al Alawi et al., 2017b). Currently, there are over 1,500 individuals undergoing
haemodialysis and approximately 252 individuals receiving peritoneal dialysis, with the
majority being young adults. Additionally, there are around 1,350 to 1,400 individuals

who have undergone kidney transplantation (Health, 2018).
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2.1.6 Cost of treating chronic kidney disease.

Chronic kidney disease has been regarded as a substantial cost burden on the global
healthcare system. As a result, an estimated 2.5 million individuals with ESKD are
receiving kidney replacement therapy worldwide (Hill et al., 2016; Al Ismaili et al.,
2017; Alrajhi, 2018). Zhang and Rothenbacher (2008) stated that the average annual
cost of RKT, excluding kidney transplantation, was between $70 and $75 billion
globally in 2001. Additionally, these significant costs associated with treating
individuals with chronic kidney failure impose a heavy burden on the healthcare
system. For example, in the USA, approximately $30.4 billion (£23.4 billion) was spent
on treating individuals with kidney failure in 2012 and $30.9 billion (£23.8 billion) in
2013. In Saudi Arabia, approximately 800 million Saudi Rials (£162 million) are spent
annually to treat 14,562 individuals with kidney failure. In Oman, the total expenditure
on kidney care is not known because neither publications nor MOH annual reports
report it (Al-Za'abi, 2018). Al-Za'abi (2018) stated that in 1998, the total number of
dialysis sessions was 191,638, which cost about 2,246,627 OMR (~ 4.5 million GBP).
The dialysis sessions and treatment cost increased dramatically to 191,638 dialysis

sessions for 9,543,572 OMR (~20 million GBP) in 2015.

2.1.7 Burden of chronic kidney failure

Non-communicable diseases have a major impact on the growth of the healthcare
system, as well as productivity and costs (Couser et al., 2011). According to Couser et
al. (2011), ESKD is considered to be a major driver for the healthcare system in
developing countries. For example, the annual growth of dialysis programs in the past
two decades ranged between 6% to 12%, and it continues to grow.

The increase in kidney failure incidence and the advancement in care management
have led to an increased workload for professionals and care providers, such as nurses,
nephrologists, and others. So, to provide the best care for kidney failure individuals,
they are required to keep up to date with the latest epidemiological profiles of kidney
failure, with the new technology interventions, with the best guidelines and
intervention strategies and with the best evidence-based practice (Al-Za'abi, 2018).

On the other hand, in 2015, according to Luyckx et al. (2018), the reduction in
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glomerular filtration contributed directly to about 1.2 million deaths globally.
Additionally, Luyckx et al. (2018) reported that in 2010, between 2.3 — 7.1 individuals
died due to ESKD and without access to regular dialysis. Probably due to the
underestimation of the kidney disease burden, the number of deaths increases every
year. Oman has been ranked by the World Health Organisation (WHO) on the 51
positions where CKD is the most leading cause of death (Al Alawi et al., 2017b).

2.1.8 Information given to individual affected by ESKD in Oman

Individuals with Stage 5 CKD are informed of their treatment options, including
transplantation, PD, and HD, before treatment is initiated. The importance of informed
decision-making is emphasised to ensure that the best treatment option is selected by
CKD individuals. Information is typically provided during nephrology consultations and
is often supplemented with printed materials. Providing needed education empowers
individuals with ESKD to make informed treatment decisions that align with their
unique circumstances and preferences (St. Clair Russell & Boulware, 2018). Therefore,
Treatment modality education take various forms—ranging from informal to formal,
one-to-one session, and utilising printed materials. For example, brochures,
pamphlets, and handouts are given to ESKD individuals and families.

For those considering KRTs, information is usually shared in the presence of family
member or caregivers, and discussions frequently include details about dialysis
permanent or temporary access, catheter insertion and care, and identifying doner for
kidney transplant.

Moreover, the discussion about peritoneal dialysis involves identifying two caregiver
who would be involved in two weeks PD training at the hospital and the continuation
of PD at home. Whereas the discussion about undergoing haemodialysis includes
practical steps before haemodialysis is started.

For example, once the nephrologist has performed a comprehensive medical
assessment and decision made as haemodialysis found to be an appropriate kidney
replacement therapy, a discussion about suitable vascular access will take place,
including temporary access or permanent arteriovenous (AV) fistulas and grafts, as it

takes a few weeks or months before dialysis starts to allow the access to mature.
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Haemodialysis individual’s education includes the dialysis process, how dialysis works,
and potential side effects during the dialysis session. Additionally, education includes
dietary and fluid restrictions to manage waste buildup between dialysis sessions,
therefore, the individual will be referred to dietician's department. Haemodialysis
timing is also discussed with the individuals to adjust their lifestyle, work, and home
situation.

The practical implications of having haemodialysis include frequency and duration. The
individual attends a dialysis unit three times per week, and the dialysis sessions last
about two to four hours. Therefore, it is a significant time commitment, and the
individual may require work and personal schedule adjustments. Lifestyle adjustments
require ongoing adherence to a restricted diet and fluid intake to prevent potential
complications. An individual's ongoing care includes managing dialysis side effects,
which might consist of experiencing fatigue, cramps, or other side effects that would
impact their daily activities. Therefore, regular follow-up appointments with
nephrologists are essential for monitoring health status, adjusting treatment, and
managing complications.

2.1.9 Chronic kidney disease management in Oman

The healthcare system offers comprehensive universal medical coverage at no cost to
citizens, hence reducing the likelihood of individuals refraining from seeking medical
care. However, almost 50% of the population residing in Oman consists of noncitizens
from Asia, namely the Indian subcontinent, who do not have access to free
comprehensive healthcare. As a result, these individuals typically go back to their
homes for permanent KRTs once they have developed ESKD, and information
regarding these instances is not included in the register (Al Ismaili et al., 2017). The
private health institutions in the country do not provide kidney replacement therapies.
Primary care plays a crucial role in the early detection and management of CKD, which
is essential for reducing the risk of progression to ESKD. Early intervention can help
decrease the need for costly treatments such as dialysis or transplantation, thereby
easing the burden on both healthcare systems and individuals (Fraser & Blakeman,

2016).

15



Primary care physicians are vital in understanding the nature and implications of early-
stage CKD. They are responsible for identifying individuals with CKD, performing
appropriate risk stratification, communicating diagnoses, and collaborating with
individuals to ensure optimal management and risk reduction (Fraser & Blakeman,
2016).

Effective management in primary care is especially important in minimizing the risk of
cardiovascular disease and other complications associated with CKD. However, for
individuals with more severe kidney disease requiring KRT such as dialysis or
transplantation, care is primarily managed in secondary care settings (Fraser &
Blakeman, 2016).

According to MOH (2015) CKD is often caused by diabetes and hypertension, but it can
also result from a range of other conditions. Referral to a nephrologist is advisable in
situations such as unclear kidney disease aetiology, existing kidney disease, diabetes or
hypertension, worsening proteinuria or albuminuria despite treatment, declining
kidney function, persistent hyperkalaemia due to angiotensin-converting enzyme
inhibitors or angiotensin Il receptor blockers, and detection of small kidney size on a
Kidney ultrasound.

Once individuals are referred to a nephrology clinic at the secondary hospital and
evaluated by a nephrologist, laboratory investigations are repeated, disease staging is
performed, and the treatment plan is developed. Individuals affected by ESKD at
stages four or five are directed to a pre-dialysis clinic, where they are informed about
KRT and guided in choosing the most suitable option. Additionally, as part of the
consultation, individuals are referred to dietitians and health educators to support
lifestyle modifications. For those who choose to not undergo KRT, regular
appointments are scheduled for reassessment, and first-degree relatives are involved
in the treatment plan. If choice to undergo KRT persists, documentation is made in the
individual's medical record, and appointments at the nephrology clinic are continued
until the condition deteriorates and haemodialysis is undergone in emergency status,
following the individual's attendance at the hospital emergency department and

subsequent admission to the intensive care unit.
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2.2 Sultanate of Oman

The Sultanate of Oman is located in the Southeastern corner of the Arabian Peninsula.
The sea of Oman in the northeast and the Indian Ocean in the southeast surround the
sultanate of Oman. It has borders with United Arab Emirates to the north, the Republic
of Yemen to the south, and Saudi Arabia to the west. Oman’s land area covers about
309,500 Km2. The topographic features of the land area include valleys and deserts,
which occupy almost 82%of the landmass; the coastal plains make up 3%, and the
mountain ranges account for 15% (MOH, 2014; 2015; M.O.l, 2019; MOF, 2019; MOH,
2022b).

The challenging topography of Oman, coupled with its population distribution,
presents difficulties for the healthcare system in providing accessible health services.
The mountainous terrain forms a natural barrier between the coastal and desert
regions, stretching from Musandam governorate in the north to Al Sharqgia
governorate in the south, thereby hindering access to healthcare for residents of the
predominantly coastal areas. Moreover, the extensive desert landscape, particularly in
Al Wusta Governorate, poses challenges for modern transportation, impeding the
delivery of healthcare services to the dispersed population residing in these areas.
Consequently, in terms of equity, Oman's healthcare system is dedicated to addressing
the needs of the population, regardless of their geographical location, socioeconomic
status, age, or gender, “to live healthy and productive lives, through the establishment
of a well-organised, equitable, efficient and responsive health system, grounded by

societal values of equity and social justice” (MOH, 2014).

Oman is geographically structured into eleven governorates, which are then further
subdivided into 63 wilayats (districts or states or provinces). These eleven
governorates are Muscat, Dhofar, Al Wusta, Al Buraymi, North Al Batinah, South Al
Batinah, North Al Shargiyah, South Al Sharqgiyah, Al Dhahirah, Al Dakhliyah and
Musandam. Each governorate is considered a healthcare region (MOH, 2022b). Oman,
classified as a high-income country, has a population of approximately 4,711,149, with

38.9% being non-nationals, according to the National Centre of Statistics and
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Information (NCSI). Population projections estimate that the total population will
reach 4.7 million by 2050. Currently, children under the age of 5 years constitute
13.3%, and under the age of 15 years constitute about 38.4% of the population, while
those aged 60 and above make up approximately 5.8%. Consequently, the productive
age group, aged 15 to 64, comprises 75% of the total population. Furthermore, life
expectancy has increased steadily since 1980, rising by 19.1 years to reach 77 years.
Projections suggest that by 2050, individuals aged 60 years and above will represent

around 13.1% of the total population(MOH, 2022b).
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Figure 2.1 Sultanate of Oman in eleven governorates.
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2.3 Healthcare System in Oman

The healthcare system in Oman has progressed through four distinct developmental
stages. The first stage, from 1976 to 1990, focused on building the country's health
infrastructure. The second stage, spanning from 1991 to 2005, concentrated on the
development of various components within the healthcare system. The third stage,
initiated in 2005 and ongoing, aims to achieve universal healthcare coverage by
addressing specific demands through high-level strategic planning. The fourth phase of
health planning commenced in 2011 with the initiation of the Health Vision 2050
development, which established the long-term trajectory of the health system for the

subsequent four decades (MOH, 2022b).

The fourth phase of health planning, which began in 2011 with the initiation of Health
Vision 2050 development, established the long-term trajectory of the health system
for the subsequent four decades. This plan was introduced in 2014, aiming to invest in
the healthcare sector to create a well-organised, equitable, efficient, and responsive

healthcare system (MOH, 2022b).

Launched in 2016, Oman Vision 2040 is a comprehensive long-term development plan.
It outlines various strategies and initiatives geared towards diversifying the Omani
economy and fostering sustainable development (AL-ALAWI & JAWARNEH, 2023). As
per the healthcare strategy outlined in Oman's Vision 2040, the Ministry of Health
strives to provide comprehensive healthcare services across all levels, including

preventive, curative, rehabilitative, and promotional aspects (MOH, 2022b).

The strategic health direction outlined in Oman Vision 2040 aims for a leading
healthcare system with international standards. It describes a vision wherein Oman's
healthcare system offers comprehensive coverage across all governorates through
collaborative efforts between the government, private sector, and civil society. This
involves expanding medical specialities and institutions, as well as enhancing medical
staff training. Embracing international accreditation standards is deemed crucial across
all healthcare facets. This transformation aims to foster a new societal outlook on

health responsibility, bolstered by heightened community awareness and the pivotal
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role of technology in service delivery, disease prevention, communication, and
education. Through technology, geographical barriers will be overcome, paving the
way for universally accessible, top-tier healthcare services for Oman's citizens and

residents (Unit, 2020).

According to the annual report published by the MOH in 2022, the expansion and
enhancement of healthcare services in Oman are evident. The report indicates a total
of 263 healthcare institutions, comprising 50 hospitals with a cumulative bed capacity
of 4,954, 192 health centres, and 21 extended health centres primarily offering
primary healthcare services. Additionally, 16 hospitals, spanning across 10
governorates, provide secondary healthcare services, with some functioning at a
tertiary level. Notably, the Muscat governorate houses four referral hospitals

specialising in tertiary healthcare (MOH, 2022b).

Furthermore, there are six additional governmental healthcare institutions catering to
the needs of their employees and their families and managed by their respective
authorities. These institutions consist of Sultan Qaboos University Hospital (SQUH),
Armed Forces Medical Services (AFMS), Royal Oman Police Medical Services (ROPMS),
Diwan Medical Services, Petroleum Development Oman Medical Services (PDOMS),

and various private healthcare establishments.

Oman, under the rule of His Majesty Sultan Qaboos Bin Said, may his soul rest in
eternal peace, the ruler of Oman from 1970 until January 2020, and under the rule of
His Majesty Sultan Haitham Bin Tariqg at present, has evolved into a modern country
with state-of-the-art services and is described as a high-income country. Healthcare
services are primarily for Omani nationals, with public financing mostly supported
through government revenue, and approximately 81.1% is spent out of pocket for
direct purchases (MOH, 2019). Conversely, non-nationals mainly receive their

healthcare in private healthcare institutions.

The increase in Ministry of Health expenditure was observed from 1970 to 1990. Due

to fluctuations in international oil prices, the Ministry of Health expenditure was
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influenced as the country's economy heavily depends on gas and oil. Therefore,
economic issues impacted the country's healthcare status. The Ministry of Health
expenditure decreased to 792.96 million (2016), 789.35 million (2017), and 699.53
million (2018), comprising (6.3%), (8.6%), and (5.1%) of government expenditure,
respectively. Consequently, this may impact the ability to keep pace with healthcare
service expansion, population demand and growth, disease patterns, and the
increasing cost of healthcare services. Ministry of Health expenditures accounted for

around 6.0% of total government expenditures in 2022 (MOH, 2022b).

In Oman, since 1970, the health coverage of the Omani population has improved. The
Ministry of Health was able to reduce the rates of communicable diseases to 43% in
2012 (Al-Za'abi, 2018). The mortality rate for the below five years age group dropped to
less than one in 100 children in 2014, and the country has been polio-free for 16 years

with almost 100% polio vaccine coverage.

The healthcare system in Oman has subsequently shifted from addressing
communicable diseases to non-communicable diseases due to their increased burden,
necessitating ongoing management. Consequently, an individual-centred approach has
been introduced to engage individuals in their treatment, promote a healthy lifestyle,
and ultimately improve health outcomes and cost efficiency (MOH, 2019). In terms of
transparency, the policy of the Oman healthcare system has enhanced individuals'

choices in relation to their treatment.

2.4 Conclusion
This chapter presents the needed background knowledge for the present study and its
specific context. It provides an overview of the key concepts of chronic kidney disease

and explores its impact.

The subsequent chapter presents a literature review, emphasising the importance of
this methodology within a grounded theory study. It also offers current insights into
individuals' perspectives on treatment non-adherence, non-concordance with

treatment, treatment refusal, and the various factors influencing this decision-making.
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Chapter 3 Literature review

The aim of this chapter is to determine the primary themes in the study and emphasise
the similarities and variations among studies in order to pinpoint areas where there
are gaps in knowledge regarding the experiences of individuals who decline medically

recommended therapy.

This literature review starts by providing a summary of the ongoing discussion on the
role of literature reviews in grounded theory. This is followed by a justification for
employing a literature review. Subsequently, it outlines the search methodology,
provides a detailed account of the study's characteristics, synthesises the findings, and
conducts a rigorous evaluation of the examined research. The chapter finishes by
discussing the strengths and limitations of the studies conducted, as well as the gaps in

the knowledge identified.

3.1 Literature review within the context of grounded theory research

The literature review conducted in this study preceded the selection of a method to
identify gaps in the knowledge base for investigation. This study utilised the principles
of grounded theory. Charmaz (2014) has argued that there has been ongoing
disagreement regarding the appropriate period for consulting the literature in
grounded theory. Glaser advised against examining the empirical literature at the start
of a grounded theory study, as it could potentially bias the data by introducing biases
to the researcher before data collection, so limiting the researcher's ability to
approach the data with sensitivity (Glaser & Strauss, 1967; Glaser, 1978). Nevertheless,
he suggested conducting a broader review of the theoretical literature at a later stage,
specifically when common themes became apparent (Glaser, 1978). According to
Corbin and Strauss (1990), it is recommended to engage with empirical literature early
on in order to discover key ideas and utilise the researcher's expertise to expand data
analysis. According to McGhee et al. (2007), it is not feasible to disregard previous
knowledge in certain fields of interest. Dunne (2011) raised concerns about the
feasibility of omitting a literature review in the initial phases of research. This
component of a research proposal is crucial for researchers to obtain ethical approval
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and funding. Theoretical literature is highly regarded for its ability to provide
justification and explanation for a certain study (McGhee et al., 2007). The background
chapter in section 2.1 of this study includes a brief review of the literature that is
relevant to the topic. As a doctoral student, it was necessary to review the existing
body of research and present a concise overview of published studies in order to

obtain ethical approval.

As | was doing the literature review ahead of a grounded theory study, | was
committed to looking at the literature encompassing kidney disease. In order to gain a
comprehensive understanding of my area of interest, | found it crucial to familiarise
myself with a diverse array of publications and prior studies on various health
problems. This allowed me to access different perspectives and ideas from other
medical conditions, which might be applied to the management of my area of interest.
The review was very beneficial to me as a novice researcher in determining and
guiding the design of the current study. Due to my extensive personal and professional
experience in the medical field, | found it difficult to approach the research subject

without any preconceived ideas.

However, in this study, the review facilitated a thematic analysis of the existing
knowledge concerning factors influencing treatment non-adherence, non-
concordance, and refusal decision-making among adults with various diseases.
Consequently, this review contributed to understanding relevant knowledge, aiding in
the development of new knowledge and theory. It is argued that contemporary
advocates of grounded theory, particularly Charmaz, endorse a prior literature review,
contending that it informs both the formulation of questions and subsequent stages of
theory development (Charmaz, 2006). Moreover, they advocate for researchers to
ensure that early coding remains faithful to the data and is not excessively influenced
by existing literature—a principle exemplified by how the coding is presented in the
write-up, allowing readers to assess its fidelity to the data (Glaser & Strauss, 1967,

Glaser, 1978).
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Furthermore, by doing a 'sharply focused' literature review, researchers can enhance
the power of their argument and establish their credibility by acknowledging the
significance of past research. Grounded theorists frequently engage in interdisciplinary

exploration to accomplish this goal (Charmaz, 2006).

3.2 literature review using a systematic approach

The scientific literature has undergone significant expansion. Conducting systematic or
other types of reviews enables researchers, practitioners, and policymakers to remain

current with the latest findings. These reviews help users condense and integrate vast

amounts of information available, serving different objectives.

A systematic approach is used to conduct the literature review in this study. This
approach is also referred to as a research synthesis. It is a structured approach aimed
at summarising pertinent studies into a single document. Unlike traditional literature
reviews, which often lack a formal method for estimating treatment effects and
primarily focus on concepts or theory, systematic review prioritises data analysis. The
goal of systematic reviews is to provide reliable findings that can inform practice and
policy and guide future research endeavours (Aromataris & Pearson, 2014; Munn et

al.,, 2018).

A systematic review is best suited for studies with a clearly defined research question.
It focuses on addressing specific inquiries rather than providing broad overviews of the
literature on a subject. Its goal is to consolidate and condense existing knowledge
rather than generate new insights. As such, it necessitates relevant research on the
subject. The process of formulating the review protocol begins with careful

consideration of the question (Aromataris & Pearson, 2014).

Various forms of evaluations offer a collection of instruments that the researcher must
utilise correctly. When conducting a review, it is crucial to provide clear details on the
search method and the corresponding decisions made (Collins & Fauser, 2005). The
clarity of a review allows readers to assess it more effectively (Dijkers, 2009). As a

beginner researcher, | utilised a methodical approach to searching for relevant
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literature in order to ensure the organisation and coherence of the review process and

to present the findings of the review (Green & Glasgow, 2006).

Therefore, the review sought to critically examine and assess empirical research that
has explored the experiences of adult individuals with chronic diseases experiencing
treatment non-adherence, treatment non-concordance, or treatment non-compliance,
as well as those who choose to refuse prescribed treatment. Furthermore, the purpose
of the search was to analyse the research methodologies employed and identify any
gaps in the existing literature. In general, the objective was to offer a comprehensive
analysis of the experiences of adult individuals with chronic diseases experiencing
treatment non-adherence, treatment non-concordance, or treatment non-compliance,

as well as choice-based to refuse treatment.

3.3 Methods

3.3.1 Search strategy.

A comprehensive literature search of the existing primary literature review was carried
out using the following electronic databases: Academic Search Premier, CINAHIL
Complete, MEDLINE, APA PsycINFO, Business Source Premier and Education Research
Complete. These electronic databases were relevant to the area of inquiry and

accessed via the University of Hull Library website service.

The selection criteria for the review were based on PEO (Participants, Exposures,
Outcomes), a regularly utilised framework in qualitative research, and the formulation
of search questions (Aveyard et al., 2016; Bettany-Saltikov & McSherry, 2016). PEO is
utilised to address the review question in this analysis: ‘Why do Adult individuals with
different diseases choose non-adherence to their prescribed treatment?’ as follows (see

table 3.1).
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Table 3.1 PEO review question

Participants Adult individuals with different diseases.
Exposures Chronic disease.
Outcomes Delay or refuse prescribed treatment.

Then the following key search terms were formulated and used in combinations and
together with the Boolean operators OR and AND to identify the most eligible
literature: “decision making” Or “Medical advice” And “delay* treatment” Or “refuse*
treatment” Or “Against medical advice” Or “therapeutic dissonance” Or “non-
adherence” Or “non- concordance” Or “non- compliant” Not paediatric” And “mental
health treatment”. The search strategy was refined and verified in collaboration with a
specialised librarian and two expert supervisors at the University of Hull. Along with
that, the reference list of all identified studies was screened for additional

publications.

The search strategy was not restricted exclusively to kidney disease. Instead, the scope
was broadened to include a range of chronic diseases to capture insights and trends
that may be transferable to kidney disease management. Chronic diseases, including
but not limited to kidney disease, often present similar psychological and behavioural
challenges, such as treatment refusal. By expanding the focus to encompass various
chronic conditions, the review facilitates the exploration of a wider body of literature
on individuals' responses to long-term treatments, enabling the identification of
patterns that may also be relevant to kidney disease. Moreover, individuals with
kidney disease frequently experience comorbidities such as diabetes or cardiovascular
disease. Thus, insights derived from studies on chronic disease management could
provide a more comprehensive understanding of the complexities involved in care and

decision-making for individuals with kidney disease.
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The literature search was limited to the last ten years from the initial review search
(2010 —2020) to extract the most recent publications on the reasons that influence
individuals with different diseases to treatment refusal, delay, decline, or non-
adherence behaviour. Manual article references were also searched for additional
relevant publications. The final search was completed in July 2020. This search review
considered the only publications in the English language and translated to English due
to the inability to translate and interpret non-English publications. Furthermore, the
search review inclusion criteria included only adult populations aged 18 years and
above due to their decision-making capacity. Therefore, the search review excluded
the below 18 years population publications on mental health and palliative care. Table

3.2 shows the criteria for selecting the eligible publication.

Table 3.2 Inclusion and Exclusion criteria.

Inclusion criteria Exclusion criteria

e Articles written in English. e Articles without English
e Publications included adult translation.

populations 18 years old and e Publications included paediatric

above. populations (below 18 years old).
e Published data from 2010 to e Individuals without mental

2020. capacity.

e Individuals receiving end-of-life
care.

3.3.2 Search outcome
The Preferred Reporting Items for Systematic Reviews and Meta-Analysis (PRISMA)
principles statement 2009 were used to guide the overall search process, as shown in

Figure 3.1.

A multi-database literature search yielded a total of 1,376, of which 526 duplicate
studies were removed using the EndNoteX9 referencing software programme. An
additional 68 articles were retrieved from the reference lists of relevant systematic
review publications and ended up with 918 publications. These remaining (n= 918)

studies were screened against the titles and abstracts in order to match the inclusion
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and exclusion criteria. As a result, n=725 were excluded, which reduced the number of
included studies to n=190. Then, a further screening stage took place with the support
of second and third reviewers, and the articles' full text was screened for eligibility. A
further n=140 studies were excluded because they were irrelevant to the inclusion and
exclusion criteria as described in the PRISMA flow diagram Figure 3.2. Consequently,

the remaining n=54 was included in the review.
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Figure 3.1 PRISMA flowchart of search strategy from reference (Moher et al., 2015).
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3.3.3 Critical Appraisal and Matrix

The Clinical Appraisal Skills Programme instrument (CASP) is an educational instrument
used widely to critique studies. It comprises different methodological checklists, each
of which appraisal process was guided by a systematic number of questions (Purssell,
2020). Therefore, a relevant CASP checklist was adopted to critically appraise all the
included studies in the review to address the research quality of reporting, conduct
and risk of bias with the support of the second and third reviewers for validation.
These were the CASP qualitative research checklist, the modified CASP cohort study
checklist (Adams et al., 2019) and the Mixed Method Appraisal Tool (MMAT) version
2018 (Hong et al., 2018) see Appendix 2.

The scoring system was employed based on the number of affirmative "Yes" responses
to the checklist questions. Extracted studies were categorised into three levels of
quality: strong, moderate, and weak, using this scoring system. Each question on the
CASP checklist was answered with "Yes," "No," or "Can’t tell." For the purposes of this
literature review, only "Yes" responses were used to contribute to the overall score.
After the CASP checklist was applied to the selected studies, they were categorised
based on their quality scores. Studies with 8 or more "Yes" responses were classified as
strong quality. Those with 4 to 7 "Yes" responses were deemed moderate quality.

Lastly, studies scoring 3 or fewer "Yes" responses were categorised as weak quality.

In which (N=35) strong (one mixed method, eleven qualitative and twenty-three
quantitative studies), (N=13) moderate (one mixed method, one qualitative and eleven
guantitative studies) and (N=5) weak (two mixed methods, one qualitative and two

quantitative studies). The results of appraisal checklist used are shown in Appendix 2.

3.4 Characteristics of included studies.

The matrix table in Appendix 1 lists all studies and includes details on methodology,
participant sample, study locations, and tools applied within the research. This section
offers an overview of the overall empirical evidence drawn from the systematic

research strategy.
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A total of 53 studies met the inclusion criteria for this literature review. Thirty-six of
the publications reviewed were quantitative, thirteen were qualitative, and four used a
mixed-methods design. There were nine studies from the USA and one from Canada.
There were seventeen studies in Europe: six from the UK, two from the Netherlands
and one from Germany, Spain, Portugal, Denmark, Sweden, Greece, Norway, France,
and Turkey. Across Asia, there were sixteen studies: three from Iran, three from
Pakistan, two from Korea, three from Singapore, and one each from Indonesia, Hong
Kong, Lebanon, Nepal, and India. Six studies were carried out in Australia and two in
New Zealand. While the African continent had five studies conducted from the total
number in the review, there was a rate of study of one in each of Egypt, Ethiopia,

Uganda, Malawi, and East Africa (Kenya and Uganda).

Across the body, evidence participants had a range of diseases. There was a range of
papers focussing on individuals with Cardiovascular (N=8), HIV (N=5), Kidney (N=11),
Diabetes Mellitus, and Osteoporosis (2). Other papers grouped into categories such as
chronic diseases (N=5), rheumatology (N=5), and hypertension (N=5), as well as (1)
study for each of the following diseases: Psoriasis, obstetric fistula, Cerebral Vascular
Accident, Asthma, Cancer (general), Multiple Sclerosis and allergy. Additionally, there

were four studies which did not specify disease profiles amongst populations.

The majority of the studies (N=37) discussed medication non-adherence. Other foci
five studies were on the delay of treatment (N=4), declining treatment (N=6), and

treatment refusal (N=7).

The sample size varied across studies, and this appeared dependent upon
methodology/ study design. Across the four mixed-methods studies, a total of (N=319)
participants were recruited (with N=205 maximum and N=10 minimum). There were
(N=424) participants across the fifteen qualitative studies (N= 96 maximum and N=9
minimum). As expected, quantitative studies had the most participants, offering
responses from (N=177191) subjects with a maximum (N=19830) and a minimum of

(N=34).
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In terms of data collection, all four mixed-method studies used in-depth semi-
structured interviews to collect qualitative data, except for one that used direct
observation. One study developed a questionnaire to collect quantitative data, while
the other three had no details. Furthermore, all the qualitative studies used one-to-
one (face-to-face) in-depth semi-structured interviews using the topic guide, except
one study used the telephonic interview. The majority of the quantitative studies (21)
used a self-reported questionnaire through either face-to-face interviews or telephone

interviews or internet-based, computerised, or mailed/ postal questionnaires.

Ten studies used self-reported questionnaires and linked data with individuals’ medical
records to extract information. One study used a self-reported questionnaire with
laboratory data, one study used an interview with physical examination, and one study
triangulated telephone interview data with individuals' medical records and data from
their pharmacy. On the other hand, one study used individuals’ medical records with
forms requesting treatment. One audit project used a blood pressure check with

biochemistry test data, urine test data, and imaging.

There was a total of eleven studies which did not report details on instruments used
for data collection. Six used self-developed questionnaires individually pre-piloted and
validated, and (14) adapted existing and validated tools very appropriate to the
research focus. These tools included the following: response to systems questionnaire;
A Discrete Choice Experiment (DCE); 8 items Morisky Medication Adherence Scale
(MMAS); Brief Iliness Perception Questionnaire (BIPQ); the Beliefs about Medication
Questionnaire (BMQ); Medication Adherence Report Scale (MARS); National Health &
Nutrition Examination Survey; Collaboration & Satisfaction about Care decision Scale;

Health Beliefs Model (HBM) and the Theory of Planned Behaviour (TPB).

3.5 Review findings.

After thoroughly reviewing the literature and working with two additional expert
reviewers, we identified 53 studies that were considered important to understanding
how individuals perceive and experience delays or refusals of prescribed treatment.

The researchers employed thematic synthesis, as described by Braun and Clarke
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(2006), to combine the findings from the identified studies. Multiple themes surfaced
in the analysed research that fit the issues posed in the review. The articles were
analysed to identify key findings, and the review themes were used as subheadings in
the synthesis to directly address the review questions. The allocation of papers based
on the categorisation into four overarching themes and fifteen sub-themes can be
found in Appendix 1. The examined papers explicitly examine the experiences of

individuals who choose to avoid, or decline recommended medical treatments.

These main themes and sub-themes were developed by the findings’ interpretation of
each publication included in this review through abstraction, identification and coding.
Therefore, discrepancies around the theme’s categorisation were found until a
consensus was reached. Table 3.3 displays the main themes and subthemes resulting

from this literature review.

Table 3.3 Thematic table.

Main Theme Sub-theme

e Feeling well.
Individuals’ beliefs and knowledge of e Faith.
treatment and the potential outcome. | ® Lack of knowledge.
e Alternate sources of knowledge.
e Fear of side effects.

e Culture.

e Lack of support.

e Lifestyle disruption due to undergoing

Sociocultural context and influence. treatment.

e Physical environment and
practicalities of access to treatment.

e Financial.

Clinical treatment regimens. e Treatment regimen complexities.
e Drug availability.

e Trust and empathy.
e communication barriers.
e (Capacity to choose.

Communication.
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3.5.1 Theme 1 Individuals’ beliefs and knowledge of treatment and the potential
outcome.

The first theme is about individuals’ beliefs and their knowledge of treatment and
potential outcomes, and this varies between individuals with different diseases as well

as recommended therapy.
Sub-themel: Feeling well.

In this literature review, one finding was that some individuals tended to stop taking
their treatment when they felt well (Wai et al., 2010) or felt satisfactory health status
and not to start invasive interventions (Johnston & Noble, 2012a). Along with that,
individuals repeatedly experienced misconceptions towards the discontinuation of
treatment, so they would not refill their prescription nor attend follow-up clinics
because they felt that they had recovered from their iliness and do not require for

medication anymore (Saqib et al., 2018).

Al-Hajje et al. (2015) mentioned that feeling better or worse led individuals to take a
decision to cut back on their medication and believing that the drug therapy would not
ameliorate their health condition and would cause them some side effects, which
drove them to non-adherence to their treatment. Ozdemir et al. (2017)and Kriegbaum
and Lau (2018) stated that some treatment therapy normally advised to be taken as
lifelong therapy. However, individuals often discontinue their recommended
treatment regimen when they feel better after seeing such serum levels reduced in
their blood or going back to the normal ranges. Perceived recovery also impacted the
individuals’ refusal to treat. Some adjuvant therapies and concomitant prevention drug
therapies were refused by individuals. As they were ‘feeling better’, they cited that
‘overuse of medicines had the potential to cause harm’ (Salter et al., 2014) or were
‘unnecessary’ (Lam et al., 2014; Aditama et al., 2020). For example, to prevent
recurrent disease attacks, a secondary long-term drug therapy is recommended.
Unfortunately, some individuals did not adhere to the advised medication because
they often believe that they do not require further medication since they recovered

(Sjolander et al., 2013). According to Johnston and Noble (2012a), some individuals
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reported that since they were feeling well with their prescribed medication, they were
not required to undergo invasive treatment because they did not see any benefit from
it. However, most of the participants were recruited from a single setting, therefore,

the findings may not be generalised to overall population due to selection bias.

Sub-theme2: Faith

In addition to the above-mentioned concerns, Tumwine et al. (2012) sated that
another possible explanation for these individuals discontinuing taking their
medication was that they had strong, unwavering faith in God and miracles which
would happen and heal them from their sickness without taking any medications.
What is more, religious leaders play a significant role in advising individuals to stop
their treatment and practice constant prayer to get a negative test. Witnessing healed
individuals who rely on spiritual growth for their won healing motivated individuals to
discontinue their advised treatment and cope with their diseases. Consequently, due
to believing in God, these individuals did not feel worried about dying. Yet, in these
findings, the sample size was relatively small, and participants were selected from a
single setting, which ultimately caused difficulty in generalising the findings to the

general population due to potential sample bias.

Sub-theme 3: Lack of knowledge

Individuals’ lack of knowledge about their therapy regimen contributed to major
health outcomes and adverse reactions, which eventually put their health at risk of
complications and death (Saqib et al., 2018). Hence, Farzandipour et al. (2015) and
Shafi et al. (2018) stated that generally, the reason for individuals' refusal of the
suggested treatment at different stages of their care would be a lack of knowledge
about the nature of the treatment, negative consequences and alternative treatment

choices.

For this reason, non-adherence to the treatment plan occurred due to individuals’ lack
of understanding of their presentation and treatment and misunderstood the reasons

for taking their treatment for a long period, feeling frustrated and not knowing the
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benefit from taking their treatment or not taking it (Salter et al., 2014; Shafi et al.,
2018; Tan et al., 2019; Aditama et al., 2020). For example, some individuals with
different diseases ignored the importance of health education in enhancing self-
efficacy (Parrott et al., 2011; McKillop & Joy, 2013). In particular, individuals often
believe that they would prefer to postpone seeking treatment and wait till disease
signs are seen on their body or describe severe illness (Parrott et al., 2011; Lovell et al.,
2017b; Han et al., 2019a). Or they tend to stop taking their treatment until they
develop recurrent symptoms. This is because they do not understand the disease
progression or the consequences of treatment non-adherence (Raghunath et al.,

2019).

What is more, McHorney and Spain (2011) and Lovell et al. (2017b) found that many
individuals were non-adherent to their recommended treatment due to their disease
progression and treatment being misinterpreted, and they perceived that their health

condition was under control.

Further, Lam et al. (2014) and Aditama et al. (2020) found that lack of knowledge
caused some individuals with health diseases to perceive that strict adherence to
treatment plans considered unnecessary due to no obvious changes made in their
physiological responses or adverse consequences between non-adherence and
adherence. Also, Stack et al. (2010), McHorney and Spain (2011), and Al-Hajje et al.
(2015) reported in their studies’ findings that individuals with health conditions had
concerns about their prescribed medications. So, due to individuals’ lack of knowledge
and understanding, they perceived that these medications were ineffective in
improving their health states because they did not see any evidence of medications'
active action on their bodies. Therefore, they believe that they would stop taking their
medically advised treatment because they were not in need of it and it may worsen
their health status (Laba et al., 2012; Saqib et al., 2018; Bartolomé-Garcia et al., 2019).
They perceived these drugs as unimportant because it’s been prescribed as a
supplement therapy for healthy people, where they can buy them without a

prescription to maintain their health (Lam et al., 2014).
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Again, individuals’ lack of knowledge, lack of motivation to take medication, and not
noticing any improvement in their health conditions caused them to demonstrate non-
adherence behaviour (Ghimire et al., 2017). For example, some individuals prioritise
their medications as non-benefit because these drugs got washed out during some
procedures; therefore, they believed that these medications remained ineffective for

their bodies.

Yet another related reason was that, for instance, individuals’ lack of knowledge led
some individuals to perceive that their taken drug did not make any difference in their
bodies and had a doubt if that drug would prevent them from such risks as heart

attack and lower their cholesterol (Fung et al., 2018).

Another example is the result of individuals' lack of understanding of diseases and
treatments. Sofianou et al. (2013) found in their study that half of the individuals
appeared to underuse their asthma controller therapy because they believed that their
health condition was not a disease, they did not experience recurrent attacks, and
their physician was able to cure their physical condition. Therefore, they decided that
they did not require treatment anymore. Moreover, individuals' lack of information
about the consequences of their decision to refuse treatment led them to leave the
health institution against medical advice and perceive that their health status was

manageable (Manouchehri et al., 2012; Noohi et al., 2013; Anees et al., 2014).

Kromer et al. (2015) stated that due to individuals’ lack of knowledge, some individuals
experienced disagreement between individual preferences and required treatment,
which commonly resulted in treatment non-adherence and satisfaction. For example,
some individuals believed that aged individuals less valued treatment importance than
younger individuals due to their worries about severe drug adverse reaction and their
poor quality of life (Kromer et al., 2015). Too, Johnston and Noble (2012a); Seah et al.
(2015) and Shafi et al. (2018) find that old-in-age individuals affected by ESKD
preferred not to embark on any complex intervention due to their misconception of
their quality of life. They did not see any major benefit from undergoing invasive

intervention three times per week and following this path because they believed it was
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meaningless to prolong their life. As well as they believed it was time-consuming (Han
et al., 2019a) because they were old enough (average age 75) and the approach of
death inevitable. Also, the misconceptions about the past death of some relatives with
the same disease caused them to refuse to start their treatment (Anees et al., 2014).
However, the researchers in most of the studies involved were individuals who looked
after the participants, which affected their perspectives and participants' responses,
causing response bias. In particular, participants' responses were influenced by recall
bias, overestimation and social desirability due to medication adherence self-reported
assessment. In contrast, comorbidities and treatment experience played a significant
role in influencing participants' treatment preferences. Additionally, sampling bias
limited the generalisability of this finding because most of the participants were from

one specific group who had a range of health conditions.
Sub-theme 4: Alternate sources of knowledge

Haberer et al. (2013); Anees et al. (2014), and Farzandipour et al. (2015) found that
individuals were often influenced by family and friends’ opinions and engagement with
treatment. For example, negative information generated through other individuals’
lived experiences or family members or friends influenced some individuals to give up
and refuse to undergo some invasive innervations (Xi et al., 2011; Seah et al., 2015;

Shafi et al., 2018).

Stavropoulou (2012) found that non-adherence to recommended treatment was due
to seeking negative information about their treatment from media and internet
platforms. For instance, sometimes individuals terminate their treatment by following
negative information disseminated through social media and TV programmes about
long-term drug utilisation and its’ serious consequences to their body organs like the
liver (Ozdemir et al., 2017; Kriegbaum & Lau, 2018). Yet, the limitation of the findings
lies in the fact that these findings were based on participants’ perceptions and may not
objectively reflect reality; therefore, information bias could possibly occur. Most of the
participants were recruited from one setting, and the sample sizes were relatively

small, so the generalisability of the findings was limited.
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Sub-theme 5: Fear of side effects.

An important finding was that the lack of treatment adherence among adult
individuals with health diseases mostly occurred due to generic anxieties about
medication taken, experience and fear of medications’ negative adverse reactions and

perceived lack of necessity for medications.

Many study participants found it to be deliberately reduced treatment frequency or
stopped because they experienced worries about the drug side effects on their body
organs. For example, they preferred to replace their prescribed medications with
herbal remedies because they believed that herbal treatments were safer on their
body and would avoid such negative adverse reaction (Salter et al., 2014; Aditama et
al., 2020) and others alternate their planned treatment with spiritual therapy or
homoeopathic medication because they feared of undergoing procedure
complications and believes that no treatment available in medicine to treat their
diseases (Anees et al., 2014; Shafi et al., 2018). Another reported concern was that
individuals had a negative sign about side effects due to long-term medication, and
they perceived it as a toxic and harmful substance (Raghunath et al., 2019; Tan et al.,
2019). As a result, they had no preference to continue with their prescribed
medications (Laba et al., 2012) and tended to change their lifestyle (Raghunath et al.,
2019). Yet, it appeared to be a major challenge due to low self-efficacy to adopt

healthy lifestyle behaviour (Lam et al., 2014).

Salter et al. (2014); Laba et al. (2015), and Ghimire et al. (2017) highlighted that the
medication non-adherence amongst some types of individuals was extremely
common; some individuals experienced and perceived non-adherence and delays in
starting their treatment were due to their scepticism on treatment efficacy and
disbelieve on its necessity to prevent them from persistent diseases or death (Anees et
al., 2014; Wouters et al., 2016). As an example, the aged individuals believed that
falling and having fractures were a normal phenomenon for their age, and such
medications would not prevent them from getting fractured (Salter et al., 2014; Laba

et al., 2015). Because they perceived that there was a lack of agreement with
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medications that would keep them active and anticipated bone fracture would cause
them disability (Solomon et al., 2011). Also, they believe that taking regular
medications might cause current and future health problems (Laba et al., 2012).
Therefore, they had a certainty that they could take care of themselves without any
treatment (Solomon et al., 2011). Moreover, some individuals believed that starting on
invasive treatment would lead them to death; therefore, they refused to start their
treatment when it was offered to them (Anees et al., 2014; Shafi et al., 2018).
However, these findings were subject to certain limitations. For example, potential
sample bias and desirability bias are presented in most of the included publications.
The participants were motivated to take care of their own health and reported positive
experiences making decisions on their preferred treatment. They were studied in a

single site with a limited number, which constrained the findings' generalisability.

Moreover, other individuals described some degree of feeling tired and unwell to
continue taking their medications and felt that there was a need to alter their
medication intake due to no immediate benefits and to fight their experience of
medication side effects (McKillop & Joy, 2013; Laba et al., 2015; Han et al., 2019a).
They also compared themselves with other individuals who were not compliant with
their treatment regimen and stated that their treatments were not effective nor

benefit their health (Laba et al., 2012; Aditama et al., 2020).

Also, a group of individuals referred for invasive procedures showed complete
treatment non-adherence or not to undergo the procedure due to their experience of
intervention negative adverse effects and potential complications due to comorbidities
or witnessing peers with the same health conditions who experienced a negative

impact on their life (Patel et al., 2016; Han et al., 2019a).

While Hakonsen and Toverud (2011) stated in their study findings that non-adherence
to generic substitution medication is an issue among the immigrant population with
health diseases and using lifelong drug therapy, where these individuals believed that
it was difficult for them to shift to the non-branded drug, and some of them did not

accept substitutions because they experienced poor drug effects and more side
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effects. These individuals believed that cheaper drugs were considered fake drugs

because they labelled them as non-branded products with poor quality.

Whereas Malayala and Raza (2016) found that some individuals took the decision to
discontinue their treatment and to be non-compliant with drug prescriptions because
they reported serious drug side effects. Hence, they believe more in perceived self-
efficacy to execute their decision and stop treatment because they want to
compensate for the serious drug adverse effects impact (Malayala & Raza, 2016;
Kriegbaum & Lau, 2018). Similarly, Dennis et al. (2011) identified that individuals
believed that the recommended treatment did not show any benefits towards their

health status, and they were more bothered by the treatment's negative side effects.

Likewise, Golub et al. (2013) stated that the clinical trials showed that adherence to
oral antiviral pre-exposure prophylaxis (PrEP) was affected by concerns over the drug's
side effects, the effect of the drug on their health due to prolonged use of it and their
belief that PrEP would not provide them complete protection against HIV because it

might affect the effectiveness of the antiviral therapy once individual became positive.

Zwikker et al. (2014), Gadallah et al. (2015), Betegnie et al. (2016) and Suh et al. (2018)
found that recommended therapy would help reduce the disease progression and
improve individuals’ functional outcome and quality of life for a long period. However,
the majority of individuals in their studies were doubtful about their recommended
medications. They believed that medications were not necessarily to be taken and
those medications would not prevent them from future complications due to the

negative drug adverse reaction that they experienced.

Likewise, Morris et al. (2016) noted that some type of individuals rationalised their
decision for being non-adherent due to the intolerable treatment side effects and
disease progression during the treatment regimen. Xi et al. (2011) reported that other
individuals refuse to undergo the invasive procedure due to fear of the procedure and
its potential complications and poor outcome (Anees et al., 2014). However, the main

weakness of these findings is that the individuals’ medication beliefs and non-
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adherence-associated connections were difficult to measure due to the cross-sectional
study design, which provides only correlation analysis. Moreover, due to the self-
reporting technique, the response bias was expected, and studies small sample size

limited the ability of generalise study’s findings.

3.5.2 Theme 2 Sociocultural context and influence

The second theme is about the sociocultural context and its influence on an
individual’s treatment adherence, which would be associated with their overall good
health outcome (McKillop and Joy (2013), enabling them to incorporate their diseases

and its treatment therapy into their daily life (Lam et al., 2014).

There are many factors that challenge individuals in their everyday lives to be adherent
and remain compliant with their recommended treatment therapy. Treatment
regimens have a social, financial, physical and psychological impact on individuals and
their families. So, adherence to regimes is often balanced with everyday lifestyle

activities.

Sub-theme 1: Culture

As found in this literature review, some individuals often feared attending a specialised
clinic to get their treatment. Because they believed that attending the clinic would
indicate that they are positive openly in their community from a specific illness, which
ultimately causes them to feel shamed and stigmatised (Parrott et al., 2011), some
individuals were found to delay seeking treatment because they did not want to
appear sick and weak in front of their family members, friends and the whole
community; otherwise, that would lead them to feel shamed and accused of immoral
behaviour (Parrott et al., 2011; Adefris et al., 2017). Moreover, they believed that once
a disease was disclosed, it would lead them to lose their right to respect and feel
stigmatised, as well as they would lose their marriage chance sometime or marriage
dissolution (Parrott et al., 2011). Additionally, they had a sense of losing their
autonomy in their daily life and normality once they were stuck in the treatment

adherence path (Haberer et al., 2013; Lam et al., 2014; Ghimire et al., 2018; Han et al.,
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2019a). On the other hand, Johnston and Noble (2012a); Seah et al. (2015) stated that
some individuals refused to start some invasive treatment because they believed in

their right to make their autonomous decisions.

Another example, Adefris et al. (2017) reported that obstetric-related problems
considered to be serious morbidities lead to maternal death (Adefris et al., 2017).
Under these circumstances, Adefris et al. (2017) found that the contented reasons that
some women present late to seek treatment were when they felt embarrassed and
isolated themselves because they were afraid of disease disclosure and social
stigmatisation. Limitations of this finding were information bias, as participants were
interviewed at a single point in time, and no follow-up was performed on individuals
who refused interventions. Researcher bias was a potential problem reported due to
the principal researcher's dual roles as the researcher and individual looked after the
participants. The sample size was relatively small, which limited a rigorous and detailed

analysis of additional factors.

Sub-theme 2: Lack of support

A lack of support from family and friends was cited as a rationale for individuals’ non-
adherence to treatment. One finding in this literature review was that, in human
immunodeficiency virus disease contexts, individuals’ position of responsibilities within
their family plays a significant role and is considered to be a barrier to seeking
treatment (Parrott et al., 2011). Adherence to a specific treatment plan caused

individuals to be disrupted in their daily routine activities (Betegnie et al., 2016).

For instance, individuals normally require some kind of confidential support to help
them overcome their disease and its treatment challenges. As a result, many clinicians
engage close relatives (spouse/ partners, friends and family members) as a source of
individual support so that they remain compliant with their advised treatment plan
(Parrott et al., 2011; Lovell et al., 2017b). For example, if individuals had a long-term
illness or serious diseases, they would generally go back to their natal home to get

support from their home members. However, the study by Parrott et al. (2011)
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identified that some individuals required family member support to comply with their
advised treatment, but they lacked such support, and they refused to seek it because
they believed it might compromise their independence. This was emotionally hard on
them when individuals themselves had been providers of support and advice to their
relatives and family members. Therefore, lack of family support led these individuals to
expose their health to the risk of disease complications and death (Parrott et al., 2011).
On the other hand, lack of support led some individuals to feel undergoing regular
invasive intervention would burden their family members and remain dependent on
them and may undermine their quality of life and caregiving responsibilities, especially
if they looked after someone. Therefore, they preferred not to start their invasive
treatment and take care of themselves (Johnston & Noble, 2012a; Seah et al., 2015;

Lovell et al., 2017b; Han et al., 2019a).

Furthermore, Tan et al. (2019) reported that a lack of family members' support and
negligence were conducive to the individuals’ non-treatment concordance. For
example, some elderly individuals experienced poor social support due to their
children's negligence, which caused them to live independently and take care of
themselves. They found it challenging to maintain their daily routine and treatment

adherence.

This was especially relevant with regimes related to dietary restrictions. For example,
Ghimire et al. (2018) stated that non-compliant individuals with dietary restrictions
reported a lack of support from their significant family individuals in accepting and
approving the diet restrictions plans for disease control. Those individuals were

influenced by their family members who had demands that needed to be met.

Similarly, some individuals lack family support and have social responsibilities and
family commitments, which influenced them to refuse the planned treatment and
leave the health institutions against medical advice despite their sickness because they

felt that their lives got disturbed by undergoing treatment.
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Additionally, Patel et al. (2016) and Aditama et al. (2020) stated that individuals lack
someone to help them read the instructions mentioned for the use of the medication
prescribed and follow the daily drug's scheduling, leading them to often forget to take
their medication and miss doses. These findings were limited in terms of self-reported
data, and there was potential for misclassification of cases and control in some studies
as adherence and non-adherence, which led to information bias. Besides, sampling
bias constrained the study's analysis to the general population without including

individuals who were most in need (Patel et al., 2016; Aditama et al., 2020).

Sub-theme 3: Lifestyle disruption due to undergoing treatment.

Lack of time, family and work commitments were cited across many studies, which
caused most individuals to forget to take their due medications, miss doses, not attend
their scheduled appointments and refill their prescriptions and finally to be non-
adherent to their treatment plan (Wai et al., 2010; Hakonsen & Toverud, 2011;
McKillop & Joy, 2013; Lam et al., 2014; Salter et al., 2014; Gadallah et al., 2015;
Ghimire et al., 2017; Carneiro-Ledo et al., 2018; Fung et al., 2018; Aditama et al., 2020).
For example, individuals prioritise doing other activities overtaking their treatment,
such as commitment to their work by working long hours, family commitment in
looking after children, housework, church activities and other responsibilities, which

ultimately contributed to poor medication adherence (Wai et al., 2010).

Al-Hajje et al. (2015) and Aditama et al. (2020) stated that individuals forgot to take
their prescribed treatment on time due to busy daily schedules and lack of close
relatives support in reminding them to take their advised medication. Some individuals
relate their medication taken with their meals, so if they skip taking their meals, they

end up not taking their due medications per day (Ghimire et al., 2017).

Similarly, social responsibilities and family commitments influenced some individuals
to refuse treatment and leave the hospital against medical advice despite their acute
sickness because they felt that their lives were disturbed by undergoing treatment

(Manouchehri et al., 2012; Noohi et al., 2013).
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In addition to this, some individuals tend to forget to take their medication while
travelling because they often feel hassled to stick to their treatments (Gadallah et al.,
2015). Similarly, they found it inconvenient to adhere to their treatment plan during
the travelling period or performing outdoor activities, specifically if they would need to
undergo specific intervention (Ghimire et al., 2017; Lovell et al., 2017b; Han et al.,
2019a). Yet, these findings are limited to potential recall bias due to self-reported
methods used for treatment adherence. Similarly, using the self-reported method led
to information bias due to individuals’ desirable answers provided. At the same time,
the risk of response bias was reported because some individuals were interviewed
during their intervention sessions, which caused them to be hesitant to respond freely

while sharing their experiences.

Sub-theme 4: physical environment and Practicalities of access to treatment

One of the key reasons for individual non-adherence to treatment, as reported by Wai
et al. (2010) and Johnston and Noble (2012a) in high-income countries, was concerns

about transportation.

For example, some individuals reported a lack of transportation due to their home
members' work engagement, which caused them not to adhere to their clinic
appointments as planned and refill their prescriptions (Wai et al., 2010). Therefore,
they ran out of medications for a long period because they were unable to collect their
drug prescribed. Also, some individuals found it difficult to use such types of public
transportation to commute to and from health facilities to collect their regular
prescribed treatment due to their health problems, immobility and high transportation

payments (Johnston & Noble, 2012a; Tan et al., 2019).

Nelson et al. (2013) and Ghimire et al. (2017) identified that, due to some individuals’
remote locations, they experienced difficulty accessing some specialised medical
services located mostly in towns or cities that are far away from their living places
which may take them two days or more to reach the health facilities (Adefris et al.,

2017). Therefore, these individuals also found it inconvenient to not refill their
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medication prescriptions for more than one month due to their health conditions,
which resulted in their medication non-adherence (Ghimire et al., 2017) or even delay
undergoing invasive procedures three times per week (Johnston & Noble, 20123;
Nelson et al., 2013). Likewise, Adefris et al. (2017) whose study found that some
individuals living in suburban areas experienced non-adherence to their interventional
procedures due to unavailability of roads and transportation issues. However, the
limitations of these findings were in terms of potential of researcher influence on
participants responses due to researcher’s dual role which limited the findings
validation. While most of the studies conducted in a single centre with a limited

sample size which affected the study’s findings generalisability.

Sub-theme 5: Financial

Healthcare is expensive and not always readily available to all individuals. Costs of
treatment and access to healthcare, treatment and services vary across the globe.

Thus, financial implications on adherence were raised in a number of studies.

Dennis et al. (2011) and Goldsmith et al. (2017) noted that worldwide, inflexible or
decrease in out-of-pocket medication cost phenomenon was a key-driven factor that
caused individuals not to refill their prescriptions, skip doses and stop taking their
medications, which impacted negatively on their health outcomes and quality of life.
Eventually, this is associated with an increase in individual emergency visit rates and

hospitalisation.

Similarly, financial stress was found to be experienced by individuals with no regular
income and in areas with limited resources. That is also considered a risk factor for
increasing individuals’ disease progression, complications and rate of death, which
result from individuals’ non-adherence to their planned treatments (McAllister et al.,

2013; Betegnie et al., 2016).

Again, some individuals experienced financial constraints which hampered them to
seeking for early treatment, to pay for medications prescription and refill prescriptions

and start on regular invasive treatment (Parrott et al., 2011; Haberer et al., 2013;
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McAllister et al., 2013; Nelson et al., 2013; Al-Hajje et al., 2015; Gadallah et al., 2015;
Laba et al., 2015; Seah et al., 2015; Adefris et al., 2017; Ghimire et al., 2017; Goldsmith
et al., 2017; Fung et al., 2018; Kriegbaum & Lau, 2018; Han et al., 2019a). For example,
having multiple prescribed medications caused them to have cumulative costs, which
by then caused individuals inability to afford them. Likewise, when some individuals'
Medisave accounts got depleted, that caused them to delay obtaining treatment and
the burden of paying for healthcare visits and expensive treatments (Nelson et al.,

2013; Adefris et al., 2017; Tan et al., 2019).

Then, not having drug insurance and having a low-cost profile was considered to be
another financial strain, which caused a burden on the individuals’ budget to buy the
clinically preferred medications. Therefore, these issues led individuals to go for sub-
optimal substitution drugs by buying the cheapest and non-branded medication to
control their health condition (Hakonsen & Toverud, 2011; Goldsmith et al., 2017).
Additionally, Goldsmith et al. (2017) and Tan et al. (2019) pointed out that most of the
individuals with poor health and multiple health conditions could not balance between
drug importance and drug cost burden due to other determines and necessary

expenses, including household expenses, food and transportation.

Ghimire et al. (2017); Han et al. (2019a), and Tan et al. (2019) found that irregular
financial support and lack of social support to be another challenge which left
individuals in uncertain situations to balance between their daily life needs and their
treatments needs. For instance, financial support runs for a short term, and most of
the financially affected individuals do not know the application process for a social
support system, or their application is often rejected. Another example is that due to
disease complexities, some individuals require additional supplemented medications,
which they cannot afford due to their financial constraints (Ghimire et al., 2017).
Additionally, due to a lack of financial support sometimes, some individuals make
decisions to discontinue their whole intervention plan and leave the health institutions

against medical advice despite their illness severity (Manouchehri et al., 2012;
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Gadallah et al., 2015) and feel that if the treatment was available for free of charge,

they would adhere to the planned therapy (Golub et al., 2013).

The results of McHorney and Spain (2011); McAllister et al. (2013); Anees et al. (2014)
Morris et al. (2016), and Carneiro-Ledo et al. (2018) studies showed that poverty,
financial hardship to pay prescribed medication or undergo invasive intervention and
expensive hospital visit cost led individual with health disease appeared non-adherent
to their treatment plan. Another example, some individuals with low-income
experience discrimination because they cannot afford to buy the advised treatments.
Moreover, the changes in individual’s medication insurance and drug benefits also
caused them financial hardship in maintaining their treatment adherence (McHorney

& Spain, 2011).

Laba et al. (2012) reported that individuals private health insurance status influenced
their decisions to stop or continue with their treatments. For instance, some
individuals with some health iliness had no private health insurance, which led to
increasing their out-of-pocket cost of medications and caused them to decide not to
continue with their medication due to financial burden. These findings encountered a
number of limitations, such as limited sample size and limited statistical power, which
led to the potential miss of additional factors associated with non-adherence. Also, the
potential for information bias due to participants' self-reporting and self-beliefs; most
of the participants' financial status was not assessed, and most of the interviews were
conducted with participants who were healthy enough to participate in the interviews.
In comparison, most of the involved studies were cross-sectional and could not be able

to infer causality.

3.5.3 Theme 3 Clinical treatment regimens

The third theme explains that individuals' compliance with their treatment plan is
influenced by healthcare providers, the healthcare system, and themselves (Aditama
et al., 2020). Individuals with different health diseases usually receive a variety of
prescribed treatments, and they often experience a number of drug therapy problems,
which would lead them to treatment non-adherence behaviours.
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Sub-theme 1: Treatment regimen complexities

Most of the time, complex prescriptions lead individuals to run out of their medication
and delay refilling their prescriptions, which results in a negative effect on individuals'
treatment adherence and managing their medications (McKillop & Joy, 2013). Along
with that, Stack et al. (2010) stated that prescribing multiple medications and dosages
(six or more drugs per day) caused some individuals with such health diseases to be
non-adherent and non-persistent with their treatment plan. Therefore, to improve
individual adherence and treatment outcomes, the prescribed treatment needs to be
made very simple by fixing dosage and combining such medication if possible (McKillop
and Joy (2013). Moreover, due to the drug prescriptions complexity, some individuals
discontinued their treatment because they felt bored taking these medications for a

long-term period (Laba et al., 2012; Aditama et al., 2020).

Laba et al. (2012), McKillop and Joy (2013); and Salter et al. (2014) reported that due
to the complexity of medication prescriptions, some individuals found it difficult to
cope with it. They often forget to take their medications due to multiple dosages per
day and their interference with their daily routine work, specifically the one to be
taken midday (Dennis et al., 2011; Ghimire et al., 2017). Further, some individuals
made their decision not to take their prescribed medications because they felt tired
and burdened taking medications throughout the day, which caused them to
frequently forget to take their medications at bedtime (McKillop & Joy, 2013).
However, some individuals with some health diseases refuse to undergo invasive
treatment due to its nature and frequency; for example, they have to be on it

permanently and twice or thrice per week (Shafi et al., 2018).

Acceptability of medication is an important factor in adherence. It includes palatability,
swallowability, appearance, dosing regimens, perceived dose complexity and means of
administration (Ghimire et al., 2017). Adherence is dependent on individual
characteristics and the properties of the drug (McKillop & Joy, 2013). These factors

were highlighted across a number of studies.

50



For example, Lam et al. (2014), Ghimire et al. (2017), and Aditama et al. (2020) found
that some individuals reported that some kind of tablets were large, so they had
difficulties swallowing them by then they decided to skip this type of drugs. Moreover,
the unpalatable medication taste and medication package considered practical
challenges led individuals to be non-adherent to their prescribed medications (Ghimire
et al., 2017). Yet, these publications' findings' generalisability was limited due to
sampling bias, and participants were recruited from a single health system level and
did not include other health system levels and participants' experiences with multiple

diseases and polypharmacy.

Sub-theme2: Drug availability

What is more, drug availability and dispensing less drug quantity than it should cause
individuals to non-adherence to their treatment because they do not get back to the
healthcare institutions to collect or refill their prescriptions (Aditama et al., 2020). Due
to the inadequate quantity taken, individuals often believe that these prescribed
medications do not produce the desired effect on their bodies. In terms of individuals
undergoing invasive treatment, Anees et al. (2014) reported that some individuals
refuse to start their treatment due to the non-availability of the needed services in
nearby health institutions. However, the involved study’s findings were clinical
observational mostly and no intervention measurement or individual follow-up took

place, which ultimately led to information bias.

3.5.4 Theme 4 Communication

The fourth theme is about healthcare providers and individuals’ communication.
Healthcare providers' effective communication and individual engagement play a
significant role in individuals’ treatment adherence, disease management and control,

and positive health outcomes (Ghimire et al., 2017; Tan et al., 2019).

Sub-theme 1: Communication barriers

communication barriers between individuals and healthcare providers were other

findings found by Sagib et al. (2018) and Tan et al. (2019); some individuals had
51



misconceptions about their diseases and treatment sustainability. So, these individuals
believed that once they were not told to re-visit the health institutions, they would not
go back for their follow-up visits or medication refills, assuming that either they
become better due to the three days routinely dispensed medications, or the
prescribed medications were ineffective. Additionally, these health professionals' lack
of communication caused individuals to be unsatisfied with the advised health lifestyle

modifications to improve their well-being (Tan et al., 2019).

Furthermore, Hakonsen and Toverud (2011) stated that immigrated individuals who
were not fluent in the country's language often reported being poor adherent to their
substitution medications because they would not attend and collect their treatment
from the pharmacy by themselves and most of the time they found it difficult to

communicate with the pharmacy personnel.

Saqib et al. (2018) reported that a lack of liaison mechanism and collaboration
between the drug prescribers and dispensers in clarifying medication-related issues
caused individuals to be confused about their dispensed drug dosage and frequency,
which led individuals to be unsatisfied and to be not concordant with their prescribed

drugs and adhere to them.

Another issue was that the use of health providers unclear and complex terminologies
caused individuals confusion and misunderstood of the pharmacological terms and
following their instructions, which led individuals to have concerns about the drugs
prescribed in terms of how and when drugs should be taken, then they end up with
impeded adherence behaviours and not comply with the provided instructions
(Ghimire et al., 2017; Aditama et al., 2020). Yet, these findings reported the potential
for sampling bias because participant recruitment focused on one specific group of
population with one specific health condition, and the sample sizes were relatively

small, which limited the findings' generalisability.

Sub-theme2: Trust and empathy

52



Individuals lack physicians' trust when they do not show empathy towards individual
disease and treatment issues, which causes individuals to surpass their physicians'

treatment recommendations (Ghimire et al., 2017).

For example, Salter et al. (2014) found that a number of individuals stopped taking
their medications without notifying their physicians. This was because when they had
queries about the effectiveness of their medications, they found that such
interventions were not considered by their healthcare providers to monitor the

effectiveness of their medications.

Noohi et al. (2013) and Laba et al. (2015) found that individuals sometimes fail to
adhere to their planned treatment or even decide to leave health institutions against
medical advice due to previous bad experiences and mistrust with their physicians and
other healthcare providers. For example, health professionals' attitudes and
behaviours, such as rudeness and anger, can cause individuals to hesitate in clarifying
their doubts about their planned treatment, leading to non-compliance (Saqib et al.,
2018). Moreover, Noohi et al. (2013) and Saqib et al. (2018) discovered that healthcare
providers' lack of attention and carelessness toward individuals' concerns led to
mistrust in health practices and non-adherence to prescribed treatments, resulting in
individuals quitting healthcare services. However, these findings may be less
generalisable to the overall population due to sampling bias. Additionally, these were
single-point cross-sectional studies, making it difficult to assess causality and lacking

follow-up to evaluate participants' decision-making outcomes.

Sub-theme 3: Capacity to choose.

Nelson et al. (2013), Farzandipour et al. (2015), and Laba et al. (2015) have highlighted
that some individuals often refuse prescribed treatments and delay seeking immediate
interventions or new medications due to a lack of information about their health
conditions treatments and alternative therapies. Therefore, Salter et al. (2014),
Farzandipour et al. (2015), and Laba et al. (2015) noted that healthcare providers'

paternalistic communication style, along with a lack of regular interactions and follow-
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up with individuals, result in non-adherence to prescribed treatments. For example, in
the studies by Nelson et al. (2013) and Farzandipour et al. (2015), several individuals
reported that their healthcare providers never discussed different intervention options
or the advantages and disadvantages of interventions, leading them to refuse their
treatment plans. However, these findings were limited by information bias, as the data
were based on participants' perceptions without measuring their decision-making

capacity.

3.6 Literature review key findings summary.

This literature review examines the perceptions, experiences, and understanding of
treatment non-adherence, refusal, delay, and declined treatment among adult
individuals with various diseases. The review found that the majority of the literature
focused on non-concordance with medication regimens, with a limited body of

evidence regarding individuals' refusal or non-adherence to invasive interventions.

As detailed in the publications included in this review, four main themes and fifteen
sub-themes emerged that influence individuals' adherence to their recommended
treatment plans. Despite the significant issues associated with individuals' treatment
adherence behaviours, studies have documented various factors linked to poor

adherence to medications among individuals with different diseases.

According to the World Health Organisation's 2003 report on medication adherence,
improving the effectiveness of adherence interventions could have a significant impact
on population health, potentially exceeding the impact of specific medical treatment
improvements (Lam & Fresco, 2015). Failure to comply results in approximately
125,000 deaths annually, with 33-69% of hospital admissions attributed to non-

compliance (Lam & Fresco, 2015).

Arlinghaus and Johnston (2018) emphasised the importance of education in providing
individuals with a deeper understanding of the personal significance of health
information to enhance awareness. However, merely educating individuals about the

general definition and consequences of diseases is unlikely to lead to behaviour
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change, treatment adherence, or concordance. Nevertheless, recognising the personal
importance of adhering to a recommended treatment is crucial for individuals to
maintain consistency in adherence. Therefore, personalised education is essential,
integrating explanations of why information about the health condition and

intervention is specifically relevant to each individual.

3.6.1 Misconception

The literature review highlighted that most individuals made decisions regarding
treatment non-adherence, with some discontinuing their recommended treatment
due to misconceptions such as feeling better and no longer deeming the advised
treatment important to continue adhering to, as well as scepticism about medication

efficacy.

These results reflect those of Marasine and Sankhi (2021), who also found that
misconceptions about antidepressants are held by the majority of individuals. They
believed that medication is unnecessary in the absence of signs or symptoms and that
medication can be reduced or discontinued independently when feeling better.
Moreover, adherence to antidepressants is predominantly influenced by the balance
between perceived necessity and concerns regarding the safety and efficacy of the
prescribed medication. Hence, there was a widespread belief among many individuals
that long-term use of antidepressants may lead to kidney damage and is associated
with toxicity. Additionally, concerns about addiction and psychological dependence on
antidepressants were raised, all of which impacted adherence to treatment. These
findings suggest that efforts should be made to increase individuals’ adherence by
strengthening physician-individual relationships. Physicians should emphasize
individual education that includes an explanation of the drug, dosage, duration, and
timing of administration, possible side effects, adverse effects, lag time before the
onset of treatment and relief of symptoms, and consequences of non-adherence

(Marasine & Sankhi, 2021).

Enhancing adherence and persistence to prescribed regimens is crucial for improving
individuals' outcomes, as highlighted by (Ziller et al., 2013). Adherence, defined as the
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percentage of the prescribed dose taken within a specified time frame, was
meticulously assessed through self-report using a standardised questionnaire. This
evaluation, supplemented by interviews covering aspects such as side effects, attitudes
towards breast cancer, treatment specifics, knowledge about breast cancer, and
quality of life, offers a comprehensive understanding. Additionally, the review of
hospital charts and prescription refill records from all participating physicians further
contributes to a thorough evaluation of prescribed tablets. Implementing such a
holistic approach is likely to contribute significantly to the overall well-being of

individuals.

Furthermore, ageing and a diminished quality of life led some individuals to disagree
with and prioritise their own preferences over treatment requirements. Collard et al.
(2017) suggested that improving individual education among older subjects enhances
their understanding of treatment, fosters adherence, and potentially enhances
prescription safety while mitigating iatrogenic risks in geriatric care. Furthermore,
enhancing individuals' adherence to their treatment regimen can be accomplished by
utilising a combination of self-reported information and prescription refill counts. This
approach is practical and provides a relatively objective means to assess adherence in

real-life scenarios (Ziller et al., 2013).

3.6.2 knowledge

Additionally, individuals' lack of knowledge about their health condition, disease
prognosis, and the benefits and risks of treatment regimens may ultimately lead to
significant health complications and death. Conversely, media, the internet, and
individuals' lived experiences have been identified as alternative sources of

information that often convey negative perceptions about recommended treatments.

These literature review results echo Essack et al. (2023) findings on consumer beliefs
and discussions surrounding sore throat, antibiotics, and antimicrobial resistance
during the COVID-19 pandemic based on social media posts. Social media platforms
are extensively used by stakeholders to share opinions and connect with peers,
healthcare organisations, and professionals. When creating social media content,
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consider platform choice, adherence to guidelines, and content format, prioritising
concise and visually engaging material. Use language that consumers understand and
tailor messages to address specific misconceptions among different consumer profiles,
considering the target audience's age group. Ensure accessibility to educational
materials for all, especially those less familiar with social media, and provide
appropriate training to future healthcare professionals on consumer profiles,

antimicrobial resistance, and effective communication across digital platforms.

3.6.3 Sociocultural

Some studies in this current literature review have shown an association between
individuals' sociocultural context and its influence on treatment non-adherence. Loss
of normality and autonomy, feelings of shame, stigma, and accusation were issues
rationalised by some individuals who attend health institutions regularly and engage
with the treatment path. These results appear consistent with other research findings
suggesting that lower medication adherence is contingent upon the individuals’
perceptions of their illness, which may vary based on their religious and cultural
affiliations. Beliefs from various religions and cultures were documented in a study,
revealing that in Malaysia, mental illness is perceived as a social punishment for
certain individuals or as an affliction of the soul due to spiritual weakness. Similarly,
Chinese culture views mental illness as indicative of a lack of self-worth, tied to
achievements in education and financial success that bring honour to the family.
Likewise, Indians attribute mental illness to malevolent forces. These beliefs
collectively create obstacles to initiating and maintaining antidepressant regimens.
Some individuals opt to experiment with prayer as a potential cure for their

depression, leading them to discontinue medication (Marasine & Sankhi, 2021).

Additionally, Wong et al. (2020) found that Religious and cultural beliefs significantly
influence the acceptance of Human papillomavirus (HPV) vaccination among parents
and young adults in Asia. Concerns over the vaccine potentially promoting early sexual
initiation are particularly prevalent among parents in affluent Asian regions like Hong

Kong and South Korea, as well as in developing Muslim countries. Islamic values shape
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healthcare-seeking behaviours in Malaysia and other Muslim-majority nations, with
some parents fearing that the vaccine may encourage risky sexual behaviours among
teenagers. The social stigma associated with premarital sexual activity further
complicates HPV vaccination decisions for young women in Asian societies, where
norms emphasise sexual abstinence before marriage and value virginity. Consequently,
many young women adopt a passive role in decision-making, seeking permission from
elders despite being of legal age. Addressing these challenges requires culturally
tailored education and community engagement efforts, involving religious leaders and

delivering information within religious communities to improve vaccine acceptability.

3.6.4 Treatment complexity

Moreover, the findings from this literature review identified that most individuals'
treatment adherence was influenced by the complexities of treatment regimens,
including multiple medications and dosages, as well as factors such as medication

palatability, swallowability, and appearance.

This outcome is contrary to that of Marahatta et al. (2020), who found that
respondents exhibited a general awareness of the disease's name but lacked an
understanding of key symptoms such as low-grade fever, cough, and blood-mixed
sputum. Consequently, they turned to traditional healers like Dhami, Jhakri, and Lama,
guided by entrenched beliefs attributing illnesses to past lives which resulted in
significant repercussions, including incomplete adherence to medication due to the

stigma attached to seeking daily treatment at health centres.

The complexity of the treatment regimen compounded the issue, as visiting health
centres for daily doses was perceived as a major obstacle to adherence. Additionally,
the stigma associated with being diagnosed with tuberculosis further deterred
individuals from seeking treatment and complying with the lengthy and intricate

regimen.

To address these challenges, a potential solution involves replacing the daily Directly

Observed Treatment, Short-Course (DOTS) regimen with a monthly provision of
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medication monitored by a family or community member, accompanied by minimal
counselling on proper administration. This approach leverages community

engagement, empowering members to oversee medication intake effectively.

Furthermore, community engagement initiatives have the potential to mitigate the
social stigma surrounding tuberculosis, foster social participation, and enhance the

psychosocial well-being of individuals.

Some individuals may forget to take their prescribed medication regularly due to social
responsibilities and work commitments. Therefore, it is encouraging to compare this
result with the findings of Arlinghaus and Johnston (2018), who suggested that
education is necessary to increase awareness about the importance of timely
medication intake, along with training on effective methods to do so. Additionally,
those who consistently forget to take their medication would benefit from training on
developing a system to help them remember to take their medications on time. Hence,
individuals need to comprehend both the reasons behind the need for change and the

methods to implement it effectively.

Patzer et al. (2016) conducted in-person, structured interviews to assess how common
it is for kidney transplant recipients to understand their medications and adhere to
their entire drug regimens, as well as to explore how these factors relate to clinical
outcomes. They suggested that strategies to help individuals who may have limited
health literacy could include providing tools to decrease medication complexity, care
coordination assistance via more simplified individual instructions or additional
counselling, enhancement of medication labels using plain language, and providing at-

risk individuals with periodic monitoring and feedback.

In summary, there is a crucial need for collaborative efforts to deeply understand
individuals' needs and provide customised, person-centred care to both individuals
and their families while considering their social and economic circumstances. This
emphasises the significance of individual partnerships and the customisation of

person-centred care to suit the unique needs of individuals and their families. This
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approach actively involves individuals in their care decisions, taking into account their
preferences and requirements. Shifting from the traditional "care to individuals" model
to a "care for individuals" model is essential, as prioritising individual engagement is
essential for achieving better outcomes, improving the care experience, and ultimately
reducing healthcare costs.(Clavel et al., 2021; Di Tosto et al., 2023; Vanstone et al.,

2023).

3.7 Strengths and limitations

The strength of this literature review lies in its adherence to all EQUATOR guidance in
reporting, ensuring transparency and consistency across the entire research strategy. A
total of four researchers contributed to discussions and quality appraisal of the
included articles, reaching a consensus opinion on the empirical evidence. The review
utilised research with a variety of methodologies to address the original question,

providing analysis from both qualitative and quantitative perspectives.

The search strategy was limited to the last ten years from the initial review search
(2010 — 2020), and this may have reduced the number of eligible publications for
review purposes (Meline, 2006). However, it is essential to maintain a clinically
relevant context; therefore, studies over ten years old were considered outdated, and
the search was completed in July 2020. Additionally, only empirical evidence published
in English and with an English translation was included, which may introduce
publication bias and limit the scope and validity of the study findings (Meline, 2006).
Additionally, the search review inclusion criteria included only adult populations aged
18 years old and above, where it excluded publications on populations under 18 years,
mental health. While this might shortlist the relevant studies that address the purpose
of the review, it may bias the review findings, and ultimately, the literature review
findings would not be generalisable to those excluded populations (Patino & Ferreira,

2018).

3.8 Conclusion
This literature review provided some useful insights into the individuals’ perspectives

related to treatment non-adherence decision-making and the interdependent themes
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and sub-themes that all act as key factors that led individuals with different diseases to
make decisions and apply non-adherence behaviours towards their advised treatment.
It identified a significant need to understand how and why individuals decide to digress
from their physician's advice, and there is a significant lack of empirical evidence
exploring how and why individuals make the decision to refuse advice or non-

pharmacological treatment regimens.

The term 'refusal' was selected in the context of Oman, where individuals with ESKD
stage five were provided with comprehensive information about the haemodialysis
procedure, including its benefits, risks, alternatives, and potential outcomes, through
nephrologist consultations and various printed materials such as brochures and
booklets. Despite this thorough information, some individuals still chose to refuse
medically recommended haemodialysis, reflecting their autonomy and right to
informed consent. This decision acknowledges the importance of making healthcare
choices based on personal values, beliefs, and preferences, even when those choices
do not align with medical advice. Therefore, in this context, the term refusal' used
descriptively to refer to an individual's decision to decline treatment without any
judgment or implication of value. It is not intended to convey any moral or ethical

evaluation of the individual's choice.

In this literature review, key terms such as treatment non-adherence, non-
concordance, non-compliance, and refusal have often been used interchangeably,
generally referring to the discontinuation of prescribed treatment or the refusal to
refill treatment prescriptions. However, in this study, the term 'refusal’ specifically
implies a conscious and informed decision made by individuals with ESKD. This choice
of terminology is intended to help interpret the participants' behaviours and actions

within the specific context of this study.

This literature review revealed that most existing research focuses on medication non-
adherence and refusal to fill prescriptions, with limited exploration of making decisions
regarding invasive treatments, such as haemodialysis, among individuals with ESKD.

Notably, the review identified a range of personal, social, and religious influences
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affecting individuals' treatment decisions. These findings highlighted critical gaps in
understanding the nuanced reasons behind delayed or refused haemodialysis, such as
misconceptions about the procedure, beliefs in divine intervention, and negative peer

influences.

There was a significant lack of published evidence on individual’s refusal or delay in

starting haemodialysis once they have been diagnosed with stage five ESKD.

Most of the available literature centred on Western populations and focused on the
ageing population to the decision of undergoing dialysis or not since the introduction
of the CKD conservative intervention (Helen et al., 2009; Johnston & Noble, 2012a; Han
et al., 2019b). Despite highlighting the cultural elements of refusal, only three research
projects were undertaken in Asia, and there have been no studies undertaken in Arab

countries (including Oman).

Therefore, this literature review has highlighted a significant gap in research. To
address these gaps, my primary data collection was designed to delve deeper into the
personal and cultural factors that lead individuals with ESKD to make such decisions.
The review informed the development of my research questions and guided the
selection of participants, ensuring that my study would explore these under-
researched areas and provide new insights into individuals’ decision-making

behaviours.

3.8.1 Emerging research questions

The aim of this research is to understand the factors that influence individuals affected
by ESKD decision-making about their haemodialysis treatment, so the research focus
will be on this group of individuals. The objective of the study is to explore how and

why they make decisions relating to their medical care.

The following research question is posed: Why do individuals with end-stage kidney
disease decide not to comply with haemodialysis medical advice when recommended

by their physician?
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The next chapter will explain the research design approach and philosophy, sampling,
and data collection techniques. The research instruments and instrument

development, research setting, the data analysis approaches, rigour and the study's

ethical considerations.
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Chapter 4 Methodology

This chapter describes the philosophical underpinning of the study and the design and
rationale of the research methodology. The chapter describes the use of constructivist
grounded theory to explore the reasons behind Omani individuals affected by ESKD

refusal of haemodialysis treatment.

A qualitative approach is essential to understand and explore why individuals with
ESKD decide not to comply with medical advice on haemodialysis when medically
advised. Having identified the gaps in the literature from the literature review, it is
evident that no existing theories underpin the social and psychological process for
these individuals. It is, therefore, appropriate to use a grounded theory approach for
future construct information relating to the phenomenon. Constructive grounded
theory will be used to understand the phenomenon of individuals affected by ESKD
refusal of haemodialysis and explore the influential reasons that led the same
individuals to make the decision. This thesis focuses on individuals diagnosed with
ESKD and who have reached the fifth stage in Oman; therefore, throughout this thesis,

the term ESKD will be used to reflect all individuals identified as ESKD in the study site.

4.1 Research aims and questions.

This study aims to explore the influencing factors contributing to end-stage kidney
disease individuals' decisions to refuse to start haemodialysis in Oman, as perceived by
those individuals themselves. Additionally, it seeks to understand the depth and
possibly the hidden structures informing the decision-making process. Therefore, the
research endeavours to answer the main question: why do individuals with end-stage

kidney disease choose not to comply with medically advised haemodialysis?

4.2 Qualitative Research Design

The objective of this research is to understand the individuals affected by ESKD
experiences and feelings about their treatment decision-making process. Therefore,
the research design is qualitative in nature because it contributes to inquiry about the

individuals affected by ESKD condition and explores the meaning of their experiences
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to create different options for the required changes (Taylor et al., 2013; Creswell &

Creswell, 2017).

More importantly, the research strategy of qualitative research focuses on using the
phenomenon descriptions, unlike quantitative research (Salvador, 2016). Hence, it
aims to deeply understand individuals’ experiences and behaviours through
constructed meaning and explanation and interpretation of that meaning (Castellan,
2010). Indeed, that always is followed by a natural interpretive approach depends on
the conceptual study framework to develop understanding, generate insight and
describe various realities (Castellan, 2010; Ritchie et al., 2013; Taylor et al., 2013).
Qualitative research comes up with findings that are not reported by quantification
sense or other statistical procedures (Ritchie et al., 2013). It produces a set of unique
interpretive practices to visualise and transform the world into a series of
representations, for instance, interviews, field notes, conversations, memos, or
photographs (Castellan, 2010; Creswell & Poth, 2016). Since the qualitative research
question or design is open and loose depending on the researcher's view, a literature
review conducted before the research project takes place to smoothen the research
field entry with an open mind rather than an empty head as a mark of respect to the
research participants (Castellan, 2010). While grounded theory principles were used in
this study, they are usually not recommended in early reviews of empirical literature to
protect sensitive data and avoid data contamination. However, the literature review
was done to find gaps in existing knowledge, provide a reason for the study, and help
choose topics for data collection, which made it easier for the study to get ethical

approval (Glaser & Strauss, 1967; Charmaz, 2006).

The review findings did not adequately explore perceptions of individuals affected by

ESKD when deciding to refuse to undergo haemodialysis, specifically in Oman.

Qualitative research is an effective approach to exploring experiences and perceptions
in order to obtain an accurate understanding of reality from an individual’s
perspective. This allows an opportunity to develop further a theoretical explanation for

a specific phenomenon, informed and underpinned by rich data (Arghode, 2012).
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Qualitative researchers focus on how participants perceive the reality of the world
from the ontological perspective of qualitative research, and it is continuously built in
local situations (Castellan, 2010). Besides, in qualitative research, the breached
objective separateness between the researcher and the participants is crucial to
entering the participants’ subjective world and understanding the phenomenon from

the participants' perspectives (Salvador, 2016).

According to Taylor et al. (2013), the qualitative research approach also endeavours to
explore the subjective, unique, and context-dependent nature of knowledge using
inductive thinking to form a statement of an investigated phenomenon. In qualitative
research, participants are acknowledged as sources of information, and their shared
personal expressions are valued as research outputs, meaning products. At the same
time, words and language are essential to qualitative researchers because they are
used as data that helps create meaning about human experiences. In addition,
qualitative research findings are mostly appropriate for transferability rather than
generalisability due to changes in people and phenomena circumstances (Taylor et al.,

2013).

According to Gibson et al. (2004), one of the qualitative research characteristics is the
participatory nature in the social world throughout construction and negotiation to
understand specific experiences of people about a specific social phenomenon through
a micro-scale analysis and a wider scale examination in the research participants'
natural setting. It helps develop in-depth knowledge and detailed information about

poorly understood or complex issues (Fossey et al., 2002; Moriarty, 2011).

Qualitative research is well-known and accepted in the social sciences field, but it only
emerged as an acceptable approach in the health sciences field over the past couple of
decades (Creswell & Creswell, 2017). Qualitative research is now considered a core
part of health science research, exploring and understanding human beings'
experiences regarding their health and illness. It helps to facilitate the changes

required at different levels, such as personal and governmental, based on the best
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evidence and ultimately helps to advance medical and healthcare research (Taylor et

al., 2013; Polgar & Thomas, 2020).

Therefore, qualitative research is the most appropriate methodology of the preferred
approach to gain an understanding of the individuals affected by ESKD context in
deciding to refuse medical advice embarking on haemodialysis, as well as to explore
the contributing factors that led those individuals to make their decisions. More

importantly, this phenomenon has not been studied earlier in the context of Oman.

Qualitative research originated from anthropology, sociology, humanities, and
evaluation (Creswell & Creswell, 2017). René Descartes aimed to seek truth in 1637 by
emphasising the importance of scholars preserving their analytical skills by distancing
themselves from other influences. Individuals acquire information about the world
through firsthand observation and sensory experiences. Wilhelm Dilthey emphasised
the significance of comprehending individuals' life experiences for informed decision-
making. Max Weber (1864-1920) introduced the concepts of direct observational
understanding and explanatory understanding, asserting that while natural science
focuses on producing propositions, social science seeks to understand individuals'

meaningful experiences (Ritchie et al., 2013).

The following section will highlight the importance of understanding the philosophical
underpinnings of social research development to grasp the various approaches to

qualitative research (Ritchie et al., 2013).

4.3 Qualitative Research Approach and Philosophy

According to Creswell and Creswell (2017), research approaches highlight the research
plans and procedures to identify the period for any research project, starting from
broad assumptions to detailed steps of research data collection techniques, analysis,
and interpretations. Choosing a concise qualitative research topic and setting well-
planned data generation and data analysis procedures leads to successful qualitative

research completion (Byrne, 2001).
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The qualitative research approach occupies a crucial position within the research field
due to its ontological, epistemological, and methodological paradigms (Arghode,
2012). Proponents such as Saunders et al. (2009), Becker (1996), and Guba and Lincoln
(1994) have interpreted the meaning of these paradigms (Mkansi & Acheampong,
2012). Denzin and Lincoln (2000) defined a paradigm as a systematic set of beliefs,
together with their accompanying methods, highlighting its role in understanding
phenomena based on beliefs and assumptions to navigate real-world complexities
(Patton, 2014). In this project, the paradigm refers to a collection of concepts and
beliefs that influence what to research, how to conduct research, and how to interpret
research findings (Creswell, 2007; Salvador, 2016). Therefore, researchers should
consider their own assumptions and elements that make up the theoretical
perspective. So, to understand the nature of reality and truth, paradigms will be
explained to design the appropriate research methodology for this research project to

understand the world's nature of reality and truth.

According to Salvador (2016), understanding research paradigms and their
philosophical underpinnings is crucial for producing excellent research, as they are
closely related to data collection and analysis methods. The key features of qualitative
research involve addressing "what" and "how" questions (Ormston et al., 2014), which
contribute to different qualitative research paradigms (Ritchie et al., 2013), including
ontology, epistemology, methodology, and additional compatible assumptions that
may be utilised to address the question "why" (Creswell, 2007; Salvador, 2016).
Therefore, researchers should consider their own assumptions as elements that
constitute their theoretical perspective. Thus, in order to understand the nature of
reality and truth, paradigms will be elucidated to design the appropriate research
methodology for this project and comprehend the nature of reality and truth in the

world (Mkansi & Acheampong, 2012).

4.3.1 Qualitative ontology position.

The ontological assumption concerns understanding what constitutes the world and

what there is to know about it (Arghode, 2012; Ormston et al., 2014; Salvador, 2016).
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In other words, ontology refers to the meaning of "Being" and "reality" (Khan, 2014;
Polgar & Thomas, 2020) by comprehending the social reality and the natural
occurrences of the world through individuals' perceptions. Therefore, participants'
lived experiences are considered an integral aspect of researchers' interests. Reality in
qualitative research is often ambiguous because it is influenced by social interactions
(Arghode, 2012). Consequently, researchers seek explanations from participants'
beliefs, opinions, perceptions, and values. Thus, in qualitative research, data
generation is based on participants' lived experiences to uncover existing realities
(Arghode, 2012). Therefore, researchers report multiple realities by using multiple
quotes to provide evidence of different individuals' actual words and present them

from various perspectives(Creswell & Poth, 2016).

This study recognises that our understanding of the world is shaped by our social
interactions and our perception of it. The premise proposes a concept of numerous
realities instead of a single truth (Guba, 1990). It acknowledges that the perception of
individuals forms the foundation for their actions in the real world. It recognises that
reality is shaped by social construction through ongoing refinement and comparison
between research participants and the researcher based on their collective

experiences.

4.3.2 Qualitative epistemology position.

Epistemology is a theory of knowledge and the way knowledge is acquired ((Khan,
2014; Polgar & Thomas, 2020), and a study of the nature of knowledge and its
justification (Arghode, 2012). Since it focuses on knowledge about the phenomena
under consideration, researchers endeavour to find multiple explanations for that
phenomenon instead of just one, as they believe in the existence of various truths
through inductive reasoning (Arghode, 2012). In qualitative research, knowledge is
generated from participants' beliefs and values; the researcher's main focus is on the
knowledge construction process, not on whether knowledge is constructed or not.
Therefore, the generated knowledge must be understood, interpreted, and unearthed

to ascertain the validity of the findings (Arghode, 2012). Consequently, researchers in
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gualitative research immerse themselves in the field, living or working closely with
participants to understand their perspectives and become insiders (Creswell, 2007;

Creswell & Poth, 2016; Creswell & Creswell, 2017).

This study encompassed the understanding of individuals affected by ESKD refusal to
undergo haemodialysis, their social and cultural backgrounds, and the expertise and
experience of the researcher. Interpretivism posits that knowledge entails
comprehending individuals' interpretations and the significance they assign to their
experiences. The use of the interpretivism paradigm was deemed suitable for the
research, as this paradigm recognises a relativistic ontological stance and values the

concept that knowledge is socially constructed.

The ontological and epistemological standpoint of the study focuses on the world of
significant meaning and the understanding of individuals. The selection of
interpretivism and constructivism as the foundation for this study was informed by

these ideas (Denzin & Lincoln, 1994).

The aim of this study is to obtain the viewpoints, beliefs, and experiences of individuals
with ESKD and provide a detailed and analytical description and discussion of these
perspectives (Lincoln & Guba, 1985; Charmaz, 2006). Hence, the study is firmly based
on the interpretive tradition, with the objective of examining how individuals with
ESKD interpret, understand, experience, construct, or establish their social world

(Mason, 2002).

4.3.3 Paradigm interpretivism or constructivism.

According to Creswell and Creswell (2018), in social constructivism, people aim to
understand their world and experiences, driven by specific objectives. In this paradigm,
the nature of experiences is deemed subjective and diverse, thereby prompting
researchers to pursue multifaceted perspectives rather than constricted ideas or
categories. The research centres on participants' perspectives, shaped by interactions
with others, history, and culture to gain shared understanding. This process generates

theories or meaning patterns. Where researchers' own backgrounds influence their
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interpretations, therefore, it is essential to acknowledge their personal context. Thus,
they interpret findings shaped by their own experiences to comprehend others'
perspectives. The principles of constructivism are evident in the area of grounded

theory, aligning with individuals' views.

Additionally, as highlighted by Ormston et al. (2014), delving into and comprehending
the world reality and perceptions of research participants through their meanings and
interpretations leads to the generation of knowledge. This understanding is shaped by
the socially constructed meanings and interpretations derived from the viewpoints of
participants in comprehending and interpreting their lived experiences. However,
participants mould their understanding of the world through various factors, including
psychological, cultural, historical, and social influences. Consequently, researchers
endeavour to faithfully present the meanings of the social actions in which participants

are embedded (Ormston et al., 2014).

The ontological position of constructivism emphasises social interaction by asking
individuals' opinions about a phenomenon and building on individuals' lived
experiences (Salvador, 2016). Hence, the act of building knowledge establishes a
connection between the researcher and participants, achieved through the application
of language and elements of the external world, thereby forming the foundation of

social reality (Salvador, 2016).

In contrast, within the epistemological position, there is a deeper exploration of the
impact and consequences of individuals' lived experiences (Salvador, 2016).
Researchers engage with participants taking part in the investigation, resulting in the
emergence of findings that evolve in complexity and depth as the study progresses

(Salvador, 2016).

The constructivist methodological position constructs emergent themes that reflect
the commonality of individuals' lived experiences, with trustworthiness and validation
of findings determined by the participants themselves (Salvador, 2016). The decision-

making process to refuse haemodialysis may exhibit commonalities among individuals
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affected by ESKD, but it is likely to vary based on individuals affected by ESKD unique
experiences and backgrounds (Dyar, 2022).

So, semi-structured interviews using open-ended discussions, direct observation, and
focus group discussions are methods researchers employ, using hermeneutic
techniques to systematically explore the layers of meaning and interpretation within
participants' constructions. Employing dialectical dialogues enables the exploration of
various perspectives and viewpoints, fostering a dynamic interplay of thoughts and
interpretations. Therefore, utilising both techniques would aid researchers in
uncovering contrasting viewpoints and better comprehending the complex nature of

participants' constructions (Salvador, 2016).

From an ontological standpoint, | hold the belief that reality is shaped, understood,
and created through the interplay of many societal, political, cultural, economic,
ethnic, and gender influences (Guba & Lincoln, 1994). The beliefs | have are a direct
reflection of my experiences and background. Furthermore, my objective is to
comprehend the behaviours and significance that are conveyed by every individual and
to employ this comprehension to redefine and improve nephrology practice in regard
to kidney replacement therapy (Mills et al., 2006). | adhere to the interpretivism
paradigm, which recognises the significance of individual voices and the inclusion of
various perspectives in research (Charmaz, 2014). Additionally, the interpretivism
paradigm acknowledges that the researcher and participants collaborate to

comprehend specific constructs (Guba & Lincoln, 1994).

4.3.4 Methodology

Methodology is defined as a theory of how research proceeds, encompassing the
analysis of principles, procedures, and assumptions in a specific approach to inquiry
(Arghode, 2012). It is considered the backbone of data collection and analysis
techniques in research (Salvador, 2016). So it is regarded as a fixed process of research
steps; Byrne (2001) aimed at gaining a comprehensive understanding of the viewpoints
and actions of research participants regarding their life experiences (Ormston et al.,
2014). Researchers may sometimes revise their research questions based on insights
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gained from the field, modifying or refining them to better understand the

phenomenon under investigation (Creswell & Creswell, 2017).

4.4 Qualitative research approaches
The choice of methodology and methodological approaches should be guided by the
research question. The selected methodology should enable the researcher to gain

fresh insights while also illuminating the significance of the phenomenon (Dyar, 2022).

There are a number of types of inquiry procedures used by qualitative researchers to
conduct their research and aid in determining the best approach for studying their
research problem. For example, ethnography, phenomenology, case study, narrative
research, and grounded theory will all be explained next (Creswell & Poth, 2016; Dyar,

2022).

4.4.1 Ethnography

Ethnographical procedures originated from anthropology and sociology, as
summarised by Wolcott (2008) and Fetterman (2010), exploring individuals' cultural
patterns, including behaviours, language, and actions over time (Creswell & Creswell,
2017). Ethnography is known as the "study of culture," with approaches categorised as
classical, systematic, interpretative, and critical (Taylor et al., 2013), focusing on
observing behaviours and exploring group culture's nature to uncover the meaning
behind those behaviours and human actions (Taylor et al., 2013). Therefore,
identifying an interesting culture or topic is crucial for researchers before undertaking
any ethnographic research (Dyar, 2022). The theoretical assumption of ethnography
focuses on investigating and describing people's ways of living, beliefs, and adaptation
to changes in their daily lives (Dyar, 2022). Cultural immersion and living among the
group are core characteristics of ethnographic research. Researchers are required to
spend time in the cultural field, sitting, interviewing, listening, and observing a group
of people to generate research data and capture social meanings (Castellan, 2010).
Khan (2014) highlighted that data gathered in ethnography research describes and
interprets shared patterns of a group's cultural behaviours, artefacts, or speech. Thus,

the generated data is usually derived from interview transcriptions, field notes, and
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documentary analyses, relying on cultural immersion and researcher interpretations,

which are considered the main research limitations (Dyar, 2022).

4.4.2 Phenomenology

The phenomenological method draws from philosophy, psychology, and education, as
discussed by Moustakas (1994). Phenomenological research describes individuals' lived
experiences of a phenomenon as articulated by the research participants involved
(Creswell & Creswell, 2017). Therefore, it is defined as "studying the nature of
phenomena and attempting to interpret being" (Taylor et al., 2013) to understand the
essence of the phenomena (Castellan, 2010). Phenomenologists' intention is directed
toward the phenomena themselves, exploring, discovering, and describing them. In
phenomenology research, participants are considered research instruments because of
the phenomena and contexts they elucidate (Dyar, 2022). Lived experience is a key
aspect of phenomenological research, where individuals share their impressions of
living in their world or express opinions about a phenomenon relevant to the research
topic design (Creswell & Poth, 2016). Another assumption is that researchers access
the nature of a phenomenon by exploring the being of human participants and
narrating the phenomenon's essential structure, nature, reality, and the participant's
relationship with the phenomenon (Dyar, 2022). Being in the world is a
phenomenological concept that connects participants to their past, shapes their
present decisions, and anticipates their future research phenomenon interests
(Creswell & Poth, 2016). The fusion of horizons is an additional concept that allows the
researcher to integrate the meaning of lived experiences into the phenomenon of
research interest (Creswell & Poth, 2016), but it does not aim to form a theory (Dyar,
2022). In-depth interviews and multiple interviews are methods used to collect data
from participants in a phenomenology study. The sample size in phenomenology
research is typically small, ranging from five to twenty-five individuals (Creswell &
Poth, 2016), especially when robust, rich data is collected, and data saturation is

achieved (Dyar, 2022).
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4.4.3 Narrative research

Narrative research originated in the humanities and was developed by Clandinin and
Connelly (2000), who studied individuals' life stories (Creswell & Creswell, 2017).
Narrative research is considered an appropriate qualitative approach for exploring
human experiences and conditions because people tend to recount their stories in
both factual and imaginative forms to depict their lived experiences. Researchers are
typically interested in how participants narrate their series of stories to construct
meaning for themselves and their audiences. They often immerse themselves in the
participants' stories to gain deeper insights and explore their research interests (Taylor
et al., 2013). The concepts of narrative research focus on people's life stories and the
quality of their experiences, including content structure, sequence, and characters, to
answer questions about the participants' stories. Storytelling concepts address how
participants narrate their experiences by constructing meaning for themselves, their
identities, and their realities. Therefore, the significance of the shared story, the
storyteller, and the listener are the three main aspects considered in narrative
research (Taylor et al., 2013). Researchers concentrate on collecting the stories of one
or two individuals and presenting their experiences in chronological order. Thus, they
invest a significant amount of time with the research participants, gathering their

stories to understand their life context (Creswell & Poth, 2016).

4.4.4 Case study

Case study research is commonly found in the field of evaluation, where an in-depth
exploration is applied to a specific phenomenon over a consistent period of time, as
suggested by Stake (1995) and Yin (2009, 2012, 2014) (Creswell & Creswell, 2017). The
case study design initially emerged in educational research and was utilised to evaluate
the experiences of curriculum innovations. Subsequently, it became an intriguing
approach in health science research, including workplace health research and public
health issues (Castellan, 2010). It is a research design used to investigate a particular
case of human interest and a set of issues within its real-life context, particularly when
the boundaries between the phenomenon and context are not clear. Additionally, it is

a preferred approach when attempting to answer the how and why questions (Dyar,
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2022). Case study researchers depend on a variety of sources, such as documentation,
interviews, observations, and artifacts, and may include quantitative data. Therefore,
theoretical propositions guide the methods by which data collection and analysis occur

to obtain rich, detailed information about the research interest (Taylor et al., 2013).

Furthermore, the case study approach gathers data to describe selected research
interests to understand as much as possible about a specific research interest. It is
usually designed according to the research context, aims, objectives, and questions.
Case study research may sometimes appear simple or complex because it is considered
a choice of an object rather than a methodology choice and suggests further
investigation (Castellan, 2010). Data analysis in case study research is conducted in
conjunction with data collection. Considering this, data analysis can be approached in
different ways because there is no clear description of it in case study research; the
researcher might use an inductive approach as in grounded theory or analyse the
search data based on the theory's premises (Dyar, 2022). Similarly, the reporting of
study findings relies on the dissemination method, such as storytelling, using

chronological events, or comparing one case against another (Dyar, 2022).

445 Grounded theory

Grounded theory studies originated from sociology and were identified by Charmaz
(2006), Corbin and Strauss (2007; 2015), and Strauss and Corbin (1990, 1998). A
grounded theory study explores the social process of a specific action through
participants' views and interactions to generate a direct abstract theory (Creswell &
Creswell, 2017). Taylor et al. (2013) stated that grounded theory is defined as an
objective process to discover and generate theories through theoretical sampling and
persistent comparative analysis of data, continually collecting, analysing, and coding
findings until a constant and essential area of inquiry emerges. This process aims to
build comprehensive, formal, grounded theories that fit the intended research

question (Taylor et al., 2013).

Furthermore, grounded theory is a research process systematically applied to gather
and analyse data with a close relationship to generate a theory that addresses the
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research area of interest (Taylor et al., 2013). Grounded theory researchers usually do
not have a preconceived theory in mind before data collection begins. Accordingly, the
generated theory enhances researchers' understanding and provides insight into
action because it derives from reality (Taylor et al., 2013). Grounded theory is seen as
an inductive, comparative, emergent, and interactive methodology. Therefore, its
theoretical assumptions vary from an objectivist point of view to a constructivist

standpoint, and its process moves between them (Charmaz, 2006).

Typically, grounded theory focuses on building a theory, making it suitable when a
specific phenomenon lacks a theoretical explanation or when data are incomplete.
Instead, grounded theory facilitates the emergence of theory from the data,
representing the real-world setting through the relationship between the researcher

and the gathered data (Dyar, 2022).

Additionally, grounded theory is grounded in social science as it explores social
processes. Individuals' reality and meaning are constructed through their own self-
interactions or interactions with others within the social context to make decisions
(Dyar, 2022). To allow theory to emerge from the data, researchers defer the literature
review until research completion to discover any relationships and help explain the
phenomenon through the developed theory (Dyar, 2022). According to Dyar (2022),
data collection in grounded theory occurs through in-depth interviews, focus groups,
observations, documentation, or a combination of these methods. The sample size is
determined by the collected and analysed data to achieve data saturation, as data

analysis takes place concurrently with data collection.

Indeed, exploring different qualitative research approaches, such as ethnography,
phenomenology, case study, and narrative research, is not suitable for this research
project. These approaches do not sufficiently align with the aim of this research
guestion. In my opinion, adopting an ethnographic approach would not have been
appropriate for investigating the experiences of Omani individuals with end-stage
kidney disease who decline haemodialysis treatment. The purpose of this research is

not to examine the cultural interpretation of haemodialysis or to comprehend the

77



personal significance of individual experiences. Instead, it aims to elucidate the social
dynamics of living with end-stage kidney disease and rejecting haemodialysis in Oman,
as well as how individuals affected by ESKD adapt their decision-making refusal to their

social context and perceive themselves from others' perspectives.

Therefore, grounded theory was found more suitable for understanding and exploring
the influencing factors that lead individuals affected by ESKD in Oman to refuse
haemodialysis once medically advised. It aims to generate data representing the finer
details of the individuals affected by ESKD decision-making process phenomenon
(Creswell & Creswell, 2017), as no research has been conducted on this phenomenon

in the context of Oman or other Arab countries.

4.5 Grounded theory as a selected approach.

The journey of applying grounded theory began within sociology research, where
researchers sought to provide a scientific explanation for quantitative research
findings, thereby establishing legitimate grounded theories. The historical roots of
grounded theory trace back to the 1960s, when sociologists Barney G. Glaser and
Anselm L. Strauss collaborated on a study of 'dying in hospital' and developed
systematic methodological strategies outlined in their book "The Discovery of
Grounded Theory" (1967). Their work challenged the dominance of the quantitative
research paradigm in social science, advocating for a systematic approach to
gualitative inquiry. Subsequently, they validated qualitative research as a credible

approach in its own right (Denzin & Lincoln, 2000; Charmaz, 2006; Taylor et al., 2013).

The grounded theory offers a systematic and flexible approach to qualitative data
collection and analysis, constructing a theoretical framework within collected data
(Charmaz, 2006). Glaser initially defined grounded theory as a method of discovery,
while Strauss and Corbin expanded it to force data and analysis into preconceived
categories. By 1990, it had gained recognition for its positivistic assumptions, leading

researchers to adapt it for mixed-method research projects (Charmaz, 2006). Despite
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initially aligning with positivism, grounded theory evolved due to scholarly critique,

becoming a fundamental guideline adaptable to various studies (Charmaz, 2006).

Charmaz (2006) views grounded theory as a set of practical principles aiding
researchers in understanding study topics and developing corresponding theories,
emphasising that the research problem shapes the chosen method. The theoretical
sampling process involves data collection, coding, constant comparative analysis, and
determining additional data needed to foster theory development (Taylor et al.,

2013).

The advancement of grounded theory in its second phase introduced an objective
discovery process, utilising written memos, open and axial comparisons, and selective
coding to form theories from microscopic data (Taylor et al., 2013). The last step
forward is constructivist grounded theory, which sees human phenomena as socially
constructed realities and stresses the importance of careful data analysis to make

accurate theories (Taylor et al., 2013).

Grounded theory, proposed by Glaser and Strauss in 1967, aims to develop theories
grounded in field data by employing constant comparative analysis and theoretical
sampling, distinguishing it from other methodologies (Dunne, 2011). Widely used in
healthcare research, particularly in nursing, grounded theory enables the
conceptualisation of thinking and theory-building in social settings, emphasising an

inductive and constructivist approach (Khan, 2014).

Based on people's real-life experiences, grounded theory uses in-depth interviews and
observations to make sure that findings are true and closely linked to the data. This
leads to new ideas and early analytical writing to make data collection easier

(Charmaz, 2006:2).

4.6 Constructivist grounded theory.
Embracing constructivist grounded theory facilitates the development of a theory or
fundamental concept regarding how individuals perceive their experience with ESKD

and haemodialysis while recognising the social environment influencing that
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experience. This approach empowers researchers to interpret and construct the social
landscape of Omani individuals facing ESKD and medically advised to undergo
haemodialysis (Charmaz, 2014). Charmaz (2006) stated that a constructivist grounded
theory makes a clear distinction between what is real and what is true (Khan, 2014). It
operates under the assumption that both the researcher's and participant's
perspectives contribute genuine knowledge and truth. In this framework, researchers
construct a representation of reality rather than capturing reality itself. From a
constructivist perspective, the researcher acknowledges the importance of interaction
through shared language, wherein there is not a singular truth but rather a subjective

truth shaped by the participant (Dyar, 2022).

Furthermore, utilising the constructivist research method can be valuable in
comprehending the importance of personal experiences, which can subsequently be
used to improve healthcare practices (Burns et al., 2022). The flexible structure of
constructivist grounded theory permits the exploration of the experiences of
individuals and their hidden perceptions, values, and beliefs (Creswell & Creswell,
2017). Hence, this methodology will enable the inductive construction of theories and

concepts to explain the experiences of individuals (Charmaz, 2014).

Moreover, the constructivist grounded theory approach recognises the necessity for
prior sensitivity and researcher awareness of the social process being investigated,

treating the research process itself as a social construct (Charmaz, 2014).

The literature review conducted in this study preceded the selection of a method to
identify gaps in the knowledge base for investigation. Following the classical approach
would immediately preclude the use of a grounded theory approach. However, in this
study, the review facilitated a systematic analysis of the existing knowledge concerning
factors influencing treatment non-adherence, non-concordance, and refusal decision-
making among adults with various diseases. Consequently, this review contributed to
understanding relevant knowledge, aiding in the development of new knowledge and
theory. It is argued that contemporary advocates of grounded theory, particularly

Charmaz, endorse a prior literature review, contending that it informs both the
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formulation of questions and subsequent stages of theory development. Moreover,
they advocate for researchers to ensure that early coding remains faithful to the data
and is not excessively influenced by existing literature—a principle exemplified by how
the coding is presented in the write-up, allowing readers to assess its fidelity to the

data.

The constructivist grounded theory of Charmaz (2006) is chosen for this research
project because this approach provides the opportunity to include the participant’s
voice in the study more prominently than the other grounded theory approaches. This
approach is more flexible in that Charmaz’s approach recognises that in practice, the
logic of grounded theory is not often ‘linear’ and does not always engage with data
collection and data analysis and ends with the writing of findings in that order but
acknowledges that the researchers sometimes have to go back to the field for further
and deeper data analysis. Coding and categorising, comparative data analysis, memo
writing, theoretical sampling, and theoretical saturation are guiding tools used in
grounded theory to construct an explanatory theory, in this case, used to explain
decision-making that leads to the refusal of haemodialysis among individuals with an

ESKD diagnosis, in an Omani context.

4.7 Rigour in qualitative research.

In qualitative research, rigour signifies a systematic and high-standard approach to the
research process, ensuring integrity, competence, and, ultimately, trustworthiness in
the findings. Upholding rigour enhances the likelihood of producing relevant results,
thereby bolstering the credibility and reliability of the research outcomes. Lincoln and
Guba (1985) offer alternative criteria for assessing trustworthiness in naturalistic
(qualitative) research, emphasising the importance of rigour in maintaining the
integrity and quality of the research endeavour, including credibility, dependability,

transferability, and confirmability (Baillie, 2015).

4.7.1 Creditability and trustworthiness
Credibility in qualitative research is essential for authentic and naturalistic inquiry.

Techniques to establish credibility include providing a comprehensive description of
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the study's design, member checking, triangulation, prolonged engagement, persistent
observation, and peer debriefing. These strategies enable researchers to authentically
present the experiences and meanings of the phenomenon, ensuring that the findings
are credible to participants. Member checking entails providing feedback to
participants, while triangulation involves collecting data through various methods and
sources. Prolonged engagement necessitates investing time in interactions with
participants, observations, data immersion, and analysis. Persistent observation offers
depth and a multidimensional view of the phenomenon. Lastly, peer debriefing
involves engaging an objective peer to review the study methods, methodology, and
findings to identify implicit aspects (Guba & Lincoln, 1982; Shenton, 2004; Denzin &
Lincoln, 2017; Dyar, 2022).

4.7.2 Transferability

Transferability is a crucial aspect of qualitative research, as it refers to the extent to
which findings can be applied to another setting that has a comparable demographic.
It is argued that generalisability is an illusion in qualitative research, as each situation is
unique to the researcher and participants. To ensure transferability, researchers must
provide descriptions and data that are sufficiently rich and thick, allowing readers to
determine the appropriateness of transferring the findings to another situation.
Strategies to enhance transferability include field notes, data saturation or
redundancy, documenting methods to enhance study quality and rigour, and providing

thick and rich descriptions (Guba & Lincoln, 1982; Shenton, 2004; Dyar, 2022).

Positivist research generally aims to establish the generalisability of its findings to a
wider population (Shenton, 2004). However, naturalistic inquirers argue that even
conventional generalisability is impossible, as observations are defined by the specific
contexts in which they occur. Practitioners may relate the findings to their own
positions. However, it is the duty of the investigator to present adequate contextual
information regarding the fieldwork places, allowing the reader to make such a

transfer (Shenton, 2004).
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4.7.3 Dependability

Dyar (2022) and Shenton (2004) stated that dependability is a crucial aspect of
ensuring the trustworthiness of qualitative inquiry. It entails assessing the stability of
data over time and determining whether the findings would remain consistent if the
study were replicated with similar participants. Researchers can enhance dependability
by creating an audit trail, which involves systematically documenting the inquiry
process, including a study timeline, memos, and data collection notes. This trail is
made accessible to external reviewers, thereby enhancing confirmability and ensuring

the reliability of the study.

4.7.4 Confirmability

Confirmability in qualitative research reflects the researcher's commitment to ensuring
that the findings emerge from the participants' perspectives rather than the
researcher's biases or motivations. This concept is similar to objectivity and is achieved
when the findings authentically represent the voices of the participants. Researchers
bolster confirmability through practices such as maintaining an audit trail, utilising raw
data, employing triangulation, conducting member checks, and engaging in peer
debriefing. Triangulation is particularly emphasised to mitigate investigator bias.
Acknowledging and addressing one's own predispositions are critical aspects of
achieving confirmability. When combined with credibility and dependability,
confirmability enhances the transferability of research findings (Guba & Lincoln, 1982;

Shenton, 2004; Dyar, 2022).

4.8 Conclusion

This chapter has outlined the concepts and methodology to be used for exploring the
research topic in this study, which is focused on examining the decision-making of
Omani individuals with ESKD who refuse haemodialysis. Charmaz's constructivist
grounded theory was chosen as the most appropriate qualitative research method for
developing a model or theory of haemodialysis refusal decision-making influenced by

personal and social factors.
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The following chapter explains the practical application of the methodological
descriptions outlined in this chapter in the field. Specific elements of constructivist
grounded theory are outlined, followed by a description of the process for ensuring

the trustworthiness of the emerging theory.
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Chapter 5 Method

When writing the qualitative method section for a particular study design, it is
essential to include the protocol for data collection, recording technique, data analysis
procedures, and methodology integrity approach (Creswell & Creswell, 2017). Chapter

Five focuses on the approach used for this study.

The main research question in this thesis is ‘Why do individuals affected by ESKD
decide to refuse medically advised haemodialysis?’. The study utilises a qualitative
methodology and applies Charmaz's (2006) grounded theory method to develop an
understanding of the decision-making process of Omani individuals with ESKD who

refuse haemodialysis intervention.

This chapter addresses the application of the technique described in the previous
chapter. It encompasses the study setting and the process of obtaining access, ethical
considerations and approval, sampling strategy, and recruitment. Additionally, the
chapter delves into grounded theory data collection and analysis, as well as the final

phases of theory development.

5.1 Research setting

Qualitative research is a naturalistic research type typically conducted in participants’
natural settings, such as their homes or workplaces (Stewart et al., 2008). Researchers
collect data in the participants’ natural environment, where they experience the
problem or issue under investigation (Creswell, 2007; Creswell & Poth, 2016; Dyar,
2022). In qualitative studies, researchers serve as the research instruments, engaging
in face-to-face dialogue with participants and observing their behaviours and actions
within their context over a specific period (Creswell, 2007; Creswell & Creswell, 2017).
Researchers delve deeper into the research phenomenon upon entering the field,
which may lead to adjustments in various phases of the research process, including the
research question, participants, data collection methods, and study sites (Creswell &

Poth, 2016; Creswell & Creswell, 2017).
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The data collection setting for the study was planned to be nephrology outpatient
clinics at eleven governmental hospitals under the Ministry of Health in Oman (see
appendix 14). Among these hospitals, ten provided secondary care levels, while one
provided tertiary hospital care. These selected health institutions were chosen because
they offered advanced healthcare services facilitated by the presence of nephrologists
at the levels of consultant, specialist, and senior specialists, as well as nephrology
nurses and counselling or pre-kidney transplantation clinics. Furthermore, primary
healthcare institutions in Oman did not have nephrology clinics, resulting in
nephrology individuals being referred to secondary-level care for proper diagnosis and
continuous follow-up. All eleven hospitals were accessible to all individuals in the
country, and nephrology treatment was provided free of charge to Omani individuals,
as mentioned in Chapter 2 (Section 2.1.9). However, two hospitals among the eleven
lacked nephrology clinics, and their nephrology individuals were referred to the
nearest secondary hospital to their governorates. Consequently, no participants were
recruited from these hospitals. The tertiary hospital provided care to all referred
nephrology individuals from across the governorates in Oman, offering advanced
consultations or diagnostic procedures. For a detailed breakdown of the names of the
hospitals, their level of care status, and the number of recruited participants, refer to
Table 5.1. To enrich the research data and thereby enhance the constructed theory,
the recruitment of participants from ten health institutions facilitated the utilisation of
purposive sampling concerning the socioeconomic backgrounds and ESKD conditions

of the research participants.

Qualitative research is vital for gaining deep insights through the lived experiences of
individuals in unigque contexts. Typically, this requires close interaction between
researchers and participants. However, the COVID-19 pandemic disrupted this process,
particularly for individuals with ESKD. Physical distancing guidelines, which discouraged
non-essential travel and group gatherings, limited participant engagement and
researcher access, affecting the depth of interaction needed for the study (Tremblay et

al.,, 2021).
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As a result of these disruptions, the pandemic posed significant challenges to

participant recruitment for this research. Individuals with ESKD exhibited a reduced

frequency of hospital attendance, primarily driven by concerns over potential

infection. Among those who attended, many declined to participate in research

interviews, opting instead to minimize their time in the hospital environment to

reduce exposure risks. Moreover, the pandemic severely restricted opportunities for

me to observe critical interactions between individuals affected by ESKD and their

physicians, limiting my ability to witness key moments such as diagnosis disclosure and

the initiation of haemodialysis. Despite these obstacles, | successfully recruited at least

two to four participants from each governorate.

Table 5.1 Governorate hospitals in Oman.

Health Nephrology Clinic Number of
C e . . Healthcare level
institution /week participants
Royal hospital Every Tuesday 3+1 Tertiary care
. Sunday &
+
Rustaq hospital Wednesday 5+3 Secondary care
, Monday &
+

Salalah hospital Wednesday 2+1 Secondary care

Ibri Hospital Every day 2 Secondary care

Suhar hospital Every day 1 Secondary care

Al Burimi

hos:ith:I“ Every day 2 Secondary care

Nizwa hospital Every Wednesday 2 Secondary care
Nephrology individuals

Khasab hospital | No nephrology clinic 0 followed up at Suhar and
Brimi hospital

Sur hospital Tuesday and Sunday 2+1 Secondary care

Ibra hospital Every day 1+1 Secondary care
Nephrology individuals

Haima hospital | No nephrology clinic 0 followed up at Nizwa

hospital
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Figure 2 illustrates the recruitment plan. Following the acquisition of research study
approval, a letter was sent through the Director-General of Nursing Affairs at the
Ministry of Health headquarters to the hospital directors of the identified eleven
hospitals in the country to streamline the recruitment process (see Appendix 4). At the
Royal Hospital, only a research nurse was available to facilitate the recruitment and
data collection processes. Conversely, in the remaining eight hospitals, the hospital
heads of nursing identified a focal person, typically a nephrology nurse in charge or a
nurse working in the nephrology outpatient clinic. Their role was to facilitate the
identification of eligible participants and assist in the data collection process.
Therefore, a thorough discussion about the research purpose and participants
inclusion and exclusion criteria was conducted with the identified nurse and the
nephrologist via phone before visiting any of the nine hospitals. This discussion was

repeated in person for brevity, to identify the participants, and to arrange the venue.
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Figure 5.1 Recruitment plan.
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5.2 Ethical considerations

In qualitative research, researchers often encounter numerous ethical issues during
field visits for data collection, analysis, and report dissemination. These may include
concerns such as informed consent, confidentiality, non-maleficence, beneficence, and

justice (Creswell & Poth, 2016).

In the constructivist paradigm, the autonomy and privacy of participants are often
compromised during data collection using open-ended questions. This compromise
might hinder participants from freely sharing their experiences, as researchers could
inadvertently disclose sensitive data, inaccurate statements, or realities. Therefore, the
ethical considerations surrounding this qualitative research approach are of
paramount significance, emphasising the importance of safeguarding autonomy. It is
crucial to note that participants retain the right to withdraw from the study at any
point, especially if they feel uncomfortable or perceive the circumstances as precarious

(Salvador, 2016).

Adhering to ethical standards promotes the research aim and values collaborative
work with others, while also ensuring that researchers are held accountable towards
participants. It also serves to emphasise the importance of human rights, social
responsibility, and health and safety (Gajjar, 2013). Consequently, any violation of
ethical principles would significantly harm research participants and evoke feelings of

remorse (Gajjar, 2013; Beauchamp & Childress, 2019).

The predominant ethical framework used for evaluating ethical situations in the field
of research is the one introduced by Beauchamp and Childress (2019). This framework
encompasses four main principles: respect for autonomy, non-maleficence,

beneficence, and justice.

In order to ensure strict compliance with the highest ethical principles in the design of
the research project, it is crucial to include measures such as thorough planning and
obtaining ethical review and approval from an institutional review board (Dyar, 2022).

Approval for this research project was obtained from the University of Hull Research
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Ethics Committee and the Research & Ethical Review & Approval Committee (RERAC)
at the Centre of Studies & Research at the Ministry of Health Oman (see Appendix 3).
Additionally, an amendment approval letter for additional recruitment due to
theoretical sampling was obtained from the University of Hull Faculty of Health Science

Ethics Committee (see Appendix 5).

Ethical concerns can surface at any stage of a research study, even when the project
has been meticulously planned. Therefore, | reviewed all ethical considerations
throughout the various phases of the study and addressed any issues that arose. The

following ethical principles were considered while conducting the study process:

5.2.1 Respect for autonomy.

Nowadays, respect for individual autonomy is considered the primary ethical principle
in any practice, including research (Beauchamp & Childress, 2019). According to
Beauchamp and Childress (2019), respect for autonomy refers to the ethical principle
that grants individuals the right to make decisions concerning their own lives and
bodies. As self-determining agents with the capacity to make informed choices, they
can act in harmony with their personal values, beliefs, and aspirations. This principle
emphasises the significance of obtaining informed consent from individuals prior to
conducting any procedure and participating in research, ensuring that they possess a
clear comprehension of the associated risks, benefits, and alternatives as highlighted in
the participants’ information sheet. Beauchamp and Childress also acknowledged that
autonomy might be constrained in cases where an individual lacks decision-making
capacity. Therefore, in this research project, individuals with cognitive impairment and

mental illness were excluded.

To maintain participants' autonomy and ensure their agreement and understanding of
the research study before commencing the interview. The participants in this study
were provided with an invitation letter, including the information sheet highlighting
the research title, aim and question and explaining the data collection process,
including the research project period and place, the researcher's full name and contact
number for any queries and contact details for any complaints. Therefore, | discuss the
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information sheet with the participants before obtaining their consent to make sure
they understand the concept of their participation (see Appendix 6 & 9). They were

given a period of time to read the information sheet and make their decision.

Before consenting to the participant, | explained to them that their participation was
voluntary and that they had the right to refuse participation or withdraw from the
study at any time. After that, Participants who agreed to participate in the study were
given a consent form (appendix 10 & 11). For the participants who could not read and
write, a right thumbprint was taken in the presence of their attendant and the nurse in
the clinic or dialysis unit. After that, | signed the consent form with the participant's

signature.

5.2.2 Beneficence (do good).

According to Beauchamp and Childress (2019), beneficence refers to the obligation to
do what is beneficial and promote the well-being of individuals. It involves taking
actions that benefit others and prevent harm. In the context of research, the principle
of beneficence suggests that researchers have an obligation to act in the best interest
of their participants by maximising benefits and minimising harm. While participating
in this research project, participants were informed that the aim of the research is to
provide evidence-based information for the benefit of the public. Therefore, the

findings will not directly benefit them.

The interview was conducted in a private location away from the nephrology clinic and
kidney dialysis unit. Participants were informed that although the study may not
directly benefit them, it could aid other individuals with kidney failure in the future.
Each participant was interviewed alone without any other individuals present, as most

were accompanied by a family member.

The interview may evoke painful memories, potentially causing the participant distress
(Orb et al., 2001). This was evident during interview number 17, in which an 84-year-
old female participant requested to stop after 17 minutes due to feeling upset. In line

with ethical responsibilities, the participant was not referred to a counsellor, as one
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was unavailable at the time. However, she was reassured that she could withdraw
from the interview at any point without providing justification, that her name would
not be recorded, and that her participation would remain confidential and voluntary.
Additionally, it was emphasized that she could refuse to answer any further questions
if she felt uncomfortable, and she was reassured that her decision would not impact

her medical care in any way.

Respecting the principle of 'beneficence,' the participant’s choice to discontinue the
interview was honoured. After her decision, her son was permitted to enter the room

to provide support and comfort.

5.2.3 Non-maleficence (do no harm)

Non-maleficence is the principle of 'do no harm.' This means that researchers should
avoid actions that could potentially harm participants or outweigh the potential
benefits. Researchers must strike a balance that promotes individuals' well-being while
respecting their autonomous decisions (Beauchamp & Childress, 2019). Therefore,
participants received both verbal and written information (through the participant's
information sheet) informing them that if discussing sensitive information places them
at risk of harm, they retain the right to withdraw from participation at any time
without needing to provide justification. Moreover, they were assured that their

identities would remain undisclosed when the research findings were disseminated.

5.2.4 Justice

The concept of justice centres on ensuring an equitable allocation of benefits, risks,
and resources. Consequently, individuals who choose not to participate in the research
are informed that they will not experience any adverse effects on the care they receive
or their well-being. Additionally, they were informed that participating in the research

project would not give them any advantage.

| assured the participants that sharing any concerns they had about the care they
received and its effect on their relationships with healthcare professionals would not

impact the care they received. | also guaranteed that their confidentiality would be
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preserved during the research process. | informed the participants that agreeing to
take part in the study would not result in preferential treatment at the clinic, such as
being prioritised in the queue for clinic or dialysis appointments. Hence, there would

be no benefits to their involvement.

As a nurse and professional, | had experience with end-stage kidney disease, but |
transitioned to a role as a researcher. To reassure the participants, | stayed outside the
nephrology care boundary. While collecting data, a young female participant with
seven years of ESKD agreed to be interviewed under the impression that | could assist
in speeding her kidney transplantation process at the ministry level, as she understood
| was from the Ministry of Health. | informed her that | am a PhD student researching
individuals with stage five kidney failure and clarified that | do not have the right to

intervene in her treatment plan.

5.2.5 Confidentiality and data protection

In this study, participants were fully aware of their diagnosis stage and treatment
situation, as well as their role during the interview. Confidentiality and anonymity were
ensured by replacing participants' names and the institution's name with unique
codes. | also informed them of the potential use of direct quotations in the thesis and
related publications. These quotations were carefully selected to exclude any details
that could reveal participants’ identities, and codes would be used in all scholarly

outputs.

Participation was entirely voluntary, and participants were reminded of their right to
withdraw from the study at any point during data collection without explanation. |
clarified how the data would be used and who would have access, assuring
participants that only the researcher would handle the data without involvement from

their healthcare professionals or others.

To safeguard confidentiality, | used password-protected, encrypted storage devices.

Each participant received a unique code, anonymizing all transcripts. The identifying
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code also indicated the recruitment setting (the hospital's governorate). Only | had

access to the code key.

A soft copy of participants’ documents—including consent and demographic forms—
and audio recordings were stored securely on the university’s digital repository, ‘Box,’
in compliance with the University of Hull’s data storage guidelines. Following project

completion, all stored data will be destroyed.

5.3 The technique used in CGT.

Grounded theory provides specific instruments that help researchers gather in-depth
data and make sense of it through flexible guidelines(Charmaz, 2006). According to
Denzin and Lincoln (2000), grounded theory techniques can be used in different forms
of data collection to gather rich and extensive data with thick descriptions, which are

analysed using coding, memos, and articles.

5.4 Research sampling population

A strategic sampling plan in qualitative research is typically established in advance, as
sampling procedures may evolve during the study; consequently, researchers tend to
exhibit greater flexibility (Castellan, 2010; Creswell & Poth, 2016). According to Fossey
et al. (2002), the primary focus of qualitative research sampling is information
richness. This is guided by the identification of individuals who can provide the most
insightful perspectives for the study, thereby necessitating ample sources of

information to comprehensively elucidate the phenomenon under investigation.

The objective of this study was to attain a comprehensive understanding of the
experiences of individuals with ESKD refusing haemodialysis and the trajectory of such
experiences. The inclusion of participants capable of offering in-depth explanations of
the phenomenon under investigation is required by grounded theory (Glaser &
Strauss, 1967). Therefore, the utilisation of an appropriate sampling method was

deemed crucial (Bryant & Charmaz, 2007).

In grounded theory, sampling encompasses both purposive sampling, which selects

individuals with diverse characteristics, and theoretical sampling, aimed at developing
95



theories or key concepts to explain the studied phenomenon (Glaser & Strauss, 1967).
The eligibility criteria ensure a high level of diversity in terms of age, health condition,

and geographical area in this instance.

The nurses and nephrologists reviewed the clinic appointment list and identified
eligible participants who met the recruitment's inclusion and exclusion criteria by
accessing their medical records. From a sampling perspective, participants' medical
records were utilised, not from an analytical standpoint, as the aim is to capture the
individuals' voices. Table 5.2 presents the inclusion and exclusion criteria applied in the

recruitment process for this study.

The clinically diagnosed ESKD stage 5 individuals at terminal or palliative stage were
excluded as it is different issue to manage individuals effected by ESKD at end of their
life and decided to withdrawal of haemodialysis, and individuals living with ESKD. For
example, commencing haemodialysis typically occurs when an individual reaches ESKD,
and their kidneys can no longer perform essential functions, forcing them to choose
between starting a life-prolonging treatment or accepting the natural course of dying
(Hussain et al., 2015). This decision is driven by the necessity due to declining kidney
function rather than a true choice (Hussain et al., 2015). In contrast, the withdrawal
from haemodialysis involves an active decision to permanently discontinue treatment,
usually when it no longer improves the individual's quality of life or becomes
burdensome due to complications, comorbidities, or personal preferences (Bhojaraja
et al., 2021). This decision often arises later in the course of treatment, particularly in
palliative care settings, where continuing dialysis may cause more harm than benefit,
especially in frail or terminally ill individuals (Hussain et al., 2015). Reasons for
withdrawal may include multiple access failures, severe complications, or

overwhelming logistical and financial burdens (Bhojaraja et al., 2021).
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Table 5.2 Participants' inclusion and exclusion criteria.

Inclusion criteria Exclusion criteria

1. Adult ESKD stage 5 individuals 1. Clinically diagnosed ESKD stage 5
aged 18 years and above. individuals below 18 years old.
2. Clinically diagnosed ESKD stage 5 2. Clinically diagnosed ESKD stage 5
individuals were advised dialysis !ndlwduals with serious mental

illness.
but refused it.
3. Clinically diagnosed ESKD stage 5

individuals at terminal or

individuals willing to be palliative stage and withdrawal of
haemodialysis according to their
medical records.

3. Clinically diagnosed ESKD stage 5

interviewed.

4. Adult ESKD stage 5 individuals
aged 18 years and above started
on dialysis from six months and

below.

5.4.1 Purposive sampling.

The ESKD participants were selected based on their experience with kidney failure
refusal and the trajectory of this experience. Therefore, the initial sampling in the
study followed purposive sampling to include participants with diverse characteristics,
followed by theoretical sampling to aid in the development of key concepts. Table 5.3
outlines participant characteristics, including gender, age, educational level, date of

ESKD diagnosis, and eGFR.
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Table 5.3 Participant’s demographic data.

Participant’s | Institution’s | Age | Gender | Marital | Occupational | Educational | Co-morbidities Diagnosed | eGFR
code code status status status with ESKD
01F 01H 49 Female | Divorced | Part-time Secondary HTN & SLE 21/04/2021 | 11%
school
02M 02H 37 Male Married | Full time Preparatory | Diabetes and 16/07/2021 | 13.9%
school Hypertension
03F 02H 77 Female | Widow Not working | Illiterate Diabetic, 16/05/2017 | 10.1%
Hypertension,
Cardiac and
Thyroid
04M 02H 82 Male Married | Retired lliterate Hypertension 15/06/2015 | 10.1%
O5F 01H 74 Female | Married | Not working | Illiterate Diabetic, 20/10/2015 | 12%
Hypertension and
Cardiac
06F 03H 32 Female | Married | Not working | Secondary Hypertension 16/03/2014 | 3.6%
school
07M 011H 46 Male Married | Retired Preparatory | Diabetes and 17/10/2018 | 11.4%
school Hypertension
08F 011H 24 Female | Single Not working | Secondary Hypertension 03/09/2019 | 8.7%
school
09M 07H 71 Male Married | Retired llliterate Diabetes and 15/01/2017 | 13.4%
Hypertension
010M 07H 19 Male Single Student Secondary | Al Port's 14/09/2021 | 7.5%
school syndrome
(Childhood)
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011M 04H 40 Male Married | Not working | Secondary | Hypertension 24/08/2019 | 12%
school
012M 04H 54 Male Married | Retired Primary Diabetic, 01/04/2021 | 12.5%
school Hypertension,
Cardiac, thyroid &
Anaemia
013F 09H 47 Female | Divorced | Pension Primary Diabetic, 18/09/2021 | 10.1%
school Hypertension and
Cardiac
014F 09H 57 Female | Widow Pension llliterate Hypertension 11/05/2021 | 12.1%
015M 08H 32 Male Married | Full time Secondary | Hypertension 15/03/2018 | 11%
school
016F 06H 63 Female | Married | Not working | Reading Diabetic, 18/04/2021 | 11.5%
only Hypertension and
Cardiac
017F 06H 84 Female | Married | Not working | Illiterate Diabetic, 22/11/2021 | 13%
Hypertension,
Cardiac & thyroid
018M 02H 68 Male Married | Retired Primary Hypertension 12/06/2021 | 11.7%
school
019F 01H 42 Female | Widow Retired Higher Diabetes and 01/03/2021 | 7%
education Hypertension
029M 02H 74 Male Married | Retired llliterate Diabetes and 29/09/2020 | 5.7%

Hypertension
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The first five participants were purposefully selected to provide rich data aligned with
the research study's aim (Charmaz, 2006). Interviewing these initial participants
allowed me to initiate the research project, refine the interview guide, and improve my

interview skills and confidence.

Once the nephrologist found the eligible participant, he briefly explained the research
goal to them in order to obtain their verbal consent. The nephrologist would refer the
participant to me through the clinic nurse if they showed interest. | then requested
permission from the ESKD individual to discuss my study while they awaited the results
and before meeting with their physician. Subsequently, participants received an
invitation letter and an information sheet (see Appendix 6 & 9). Once the participant
showed acceptance and interest, | then asked the participant to sit with her/him after
the blood collection and before seeing his physician to discuss my research project.
Normally, the participant would experience a waiting period of one to two hours after
the blood investigation takes place and before meeting with the nephrologist to
discuss the results. | made it clear to the participants that they had the autonomy to
choose whether or not to take part in my research project due to my fear that
individuals affected by ESKD would be influenced by their doctors to join the study. |
aimed to highlight the independence of individuals affected by ESKD in choosing

whether to participate in the research.

5.4.2 Theoretical sampling

Simultaneous data gathering and analysis are involved in constructivist grounded
theory to focus the researcher early and avoid mistakes in exploring leads. The
relevance of emergent leads and the development of categories are facilitated by
theoretical sampling, which can take various forms, such as collecting data from a new
situation or group of participants, tightening up research questions, or collecting more

data from the same or similar situation (Charmaz, 2006).
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According to Charmaz (2006), theoretical sampling can be undertaken until the
researcher is confident that no new properties are emerging or until theoretical
saturation is reached. Starting theoretical sampling too early should be avoided by
researchers, who should instead follow a process of open sampling for as long as
possible. Charmaz (2006) warns against missing analytic possibilities and constructing
superficial analyses, suggesting a solution of being open to the field, grappling with it,

and returning and re-coding earlier data to see if new leads are defined.

The utilisation of theoretical sampling is deemed essential in grounded theory, driven
by emerging themes from the data. As key concepts began to surface during the initial
interviews, the application of theoretical sampling was initiated (Charmaz, 2006).
Participants who could offer insight into specific concerns identified during the initial

data collection and analysis were selected as the research advanced.

Once the key concepts emerged from the first five interviews, theoretical sampling
began. For example, the significant impact of lack of knowledge on participants'
decision-making emerged as a strong concept that required further exploration.
Participants explained that their decisions regarding haemodialysis refusal were
influenced by the knowledge they acquired from various sources, such as family
members, friends, individuals with kidney failure, or contact with kidney failure
experience. Additionally, they emphasised that their decision to refuse haemodialysis
was also influenced by their treating physicians and the information they accessed

through Google.

They reported feeling scared due to others' experiences and the knowledge they
gained, which made them fear being unable to lead a normal life, fear death, and feel
stigmatised. Despite this, they believed they were asymptomatic. These repeated
statements prompted me to explore this issue further for a comprehensive
understanding. Consequently, | considered the ask the participants about their
understanding of ESKD and haemodialysis, if they comprehended their kidney failure
status and the dialysis process, and whether they discussed their kidney failure and

haemodialysis with their treating physician, family member or anyone else.
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Subsequently, | modified the interview questions accordingly. | then theoretically
selected participants who were young and educated; | asked them if they knew about
their kidney problem and the dialysis intervention; | asked them about the type of
resources available to learn about kidney failure and haemodialysis. Moreover, | asked
them about the knowledge they gained and influenced their decision and asked them
to justify it. These questions facilitated a deeper understanding of the concept and

contributed to category development.

Most of the subsequent interviews were conducted to ensure the theoretical
adequacy of the categories. This strategy was applied to all categories, aiding in
synthesising the components of the experience and constructing theories about that
experience (Charmaz, 2014). During this stage, questions were focused, aiming to
check, refine, elaborate, and saturate, as well as to understand the relationship
between the properties and dimensions of the theoretical categories developed.
Another practical example is provided by one of the participants, who was elderly and
indicated that her decision to refuse haemodialysis was influenced by her son's choice.
This discovery prompted an exploration into a new area of inquiry: why participants
believed that family members were responsible for making decisions regarding
haemodialysis refusal and how this belief varied among younger participants. To
explore this issue further, it was decided to recruit new young participants

accompanied by their fathers or mothers.

Participants in this study encountered various circumstances that led them to decide
to refuse to undergo haemodialysis. Initially, the study focused on understanding why
individuals chose not to pursue dialysis treatment. Subsequently, the scope was
slightly expanded to explore the reasons behind some participants changing their
minds and opting for dialysis. Several factors were identified as reasons why

participants refused haemodialysis treatment.

After conducting twelve interviews, an amendment was made to recruit participants
who initially choose not to undergo dialysis but later changed their decision, aiming to

capture their experiences and perspectives (see Appendix 5). This decision was
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reached after extensive discussions with my academic supervisors and refinement of
ethical approval, as agreed by the Faculty of Health Ethics Committee. Consequently,
the recruitment criteria were broadened to include adults with ESKD stage 5, aged 18

years and above, who had been on dialysis for six months or less.

Individuals under 18 years of age with ESKD were excluded from the study, as they are
classified as children according to the Convention on the Rights of the Child, which
defines a child as anyone under eighteen (Al-Saadoon et al., 2021). Minors are
generally considered a vulnerable group in research, often requiring parental or
guardian consent to participate. Additionally, they may not fully understand the
potential risks, benefits, and complexities of participation, which are essential to

ensuring informed and voluntary consent (Grootens-Wiegers et al., 2017).

The recruitment process remained unchanged, except for informing the nurse in
charge of the kidney dialysis unit about the revised arrangement to identify eligible
participants. Participants were met on their dialysis day before commencing their
session in a designated room outside the kidney dialysis unit. Table 5.4 provides an
overview of participants' demographic details, including gender, age, date of ESKD

diagnosis, and commencement of dialysis.
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Table 5.4 Extra participant’s demographic data.

Participant’s | Institution’s | Age Gender | Marital Occupational | Educational | Co-morbidities Diagnosed Started on
code code status status status with ESKD dialysis
001M 011H 40 Male Married Full time Secondary Diabetes and 11/03/2019 29/10/2021
Hypertension
002M 09H 59 Male Married Retired Higher Hypertension 02/01/2021 25/10/2021
education
003M 08H 51 Male Married Retired Preparatory | Hypertension 01/08/2021 19/10/2021
school but not
compliant on
dialysis
004F 02H 62 Female | Married Not working | llliterate Hypertension 18/03/2020 05/03/2022
005F 02H Female | Widow Not working | Read & Diabetes and 26/01/2021 02/03/2022
write Hypertension
006F 02H 25 Female | Married Not working | Secondary Hypertension & | 09/01/2022 | 06/02/2022
school SLE but not
compliant on
dialysis
007M 01H 57 Male Married Retired Primary Hypertension June 2021 03/03/2022
school due to COVID | as regular
& not HD
compliant on
dialysis
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5.5 Data collection process.

Researchers usually operate within the confines of theoretical frameworks because
qualitative research aims to ensure that theory fits the data, enabling an
understanding of people's personalities and experiences in a specific setting (Taylor et
al., 2013). They focus on deriving meaning from collected data and employ observation
and participant involvement in data collection (Arghode, 2012). Consequently,
qualitative research researchers are viewed as key instruments in data collection and
analysis. They gather data themselves using various methods, such as interviewing
participants, observing behaviours, or examining documents. The choice of approach
typically depends on the data to be collected in order to fulfil the study's objectives

(Charmaz, 2006; Creswell & Poth, 2016; Creswell & Creswell, 2017).

They employ an open-ended data collection format to encourage participants to share
their experiences, ideas, and beliefs freely, without being constrained by
predetermined instruments or scales (Creswell, 2007; Creswell & Creswell, 2017).
However, a specific protocol is employed as a guide to gather and record data, utilising
unstructured or semi-structured interviews. These interviews take various forms,
including individual or group face-to-face sessions, self-administered questionnaires,
and surveys conducted through mail and telephone (Charmaz, 2006; Denzin & Lincoln,

2011; Creswell & Creswell, 2017).

The interview method stands out as the most common and powerful approach used to
comprehend human perspectives in qualitative research due to its active interaction
nature involving two or more individuals (Denzin & Lincoln, 2011). Despite interviews
being an integral part of obtaining participant information, their response rate
declined due to their reluctance to disclose their life experiences or to become
selective about participating in interviews (Denzin & Lincoln, 2011). Hence, when
modelling a phenomenon, researchers often consider participants' physical, emotional,
social, and other pertinent factors (Dyar, 2022). Qualitative research does not
necessitate a fixed sample size. Sampling can occasionally involve a small sample size;

however, this is compensated by gathering a substantial volume of data through
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numerous interviews or diverse sources in a single session. This approach aims to
achieve a comprehensive depth of information that effectively characterises the
phenomenon under study (Fossey et al., 2002). Therefore, the qualitative sample size

depends on the design used (Castellan, 2010).

5.5.1 Concurrent data collection.

In constructivist grounded theory, data collection is characterised by flexibility and a
focus on meaning. Researchers refine and adjust their data collection methods
throughout the process (Charmaz, 2006). This approach emphasises the co-
construction of data between researchers and participants, leading to an interactive
process where meaning is collaboratively derived (Charmaz, 2006; Khanal, 2018). The
ongoing collection and analysis of data is a crucial aspect of grounded theory, with
analysis beginning early and being integrated into all stages of data collection.
Researchers continuously collect and analyse data iteratively, using methods such as
interviews, observations, and document analysis (Creswell & Creswell, 2017). Open-
ended questions are employed to elicit rich responses from participants, with data
collection continuing until saturation is reached. The analysis involves open coding to
create categories from which the grounded theory is constructed (Corbin & Strauss,

1990; Creswell, 2007).

5.5.2 Interview

The interview proved to be a valuable method for gathering data from participants,
enabling an understanding of their social context and the factors influencing their
decision to refuse haemodialysis initiation in Oman from their perspectives (Charmaz,
1990). This process allowed for immersion in their reported experiences through

continuous interpretation.

Gathering primary data enables me to directly observe participants, including their
facial expressions and body language, listen to their voices, witness interactions, and
gain a sense of the setting. | maintained memos to record analytical insights that arose

during the interviews (Charmaz, 2014). The data collection for this research
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commenced with semi-structured interviews and later transitioned to more structured

and focused interviews.

5.5.3 Interview guide.

Based on Charmaz’s suggestion to use an open-ended question, | prepared my
interview guide (see Appendix 7), which was the initial version used before any
modifications were made based on the discussion with supervisors, memo writing, and
theoretical sampling. The interview guide was discussed with my academic
supervisors, and then | translated it into the Arabic language version (see Appendix 8).
As suggested by Charmaz (2014), the research questions shaped both the interview
topics and the literature review. Through open-ended questions, | could delve into
participants' thoughts and perceptions as they naturally surfaced during the
interviews, allowing for an exploration of individuals affected by ESKD lived

experiences given their ‘voice’ priority.

Each interview lasted approximately 30-60 minutes and adhered to a flexible interview
schedule, especially during the initial interviews. However, adjustments were made as
analysis and theoretical sampling directed the study's progression (Charmaz, 2001).
The interview schedule utilised is outlined in Appendix 7 & 8. Additionally, field notes
were documented after each interview to capture ideas, serve as memos, and

document any non-verbal cues observed during the interview.

The questions and prompts outlined in the interview guide facilitated a deeper
comprehension of the participants' experiences, behaviours, beliefs, and attitudes.
They also provided assistance to participants who encountered difficulty articulating
their experiences (Charmaz, 2014). Additionally, | sought the help of a bilingual

translator to translate the study guide into Arabic.

5.5.4 Interview process.

After the participant read the information sheet and agreed to be interviewed,
informed consent was obtained. The invitation letter, participant information sheet

and informed consent were translated into Arabic because the participant speaks the
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Arabic language (see Appendix 7 & 8). All interviews were audio-recorded using a Sony
audio recorder, which was used solely for this research project data collection. Using
the audio recorder helped me to focus my attention on the participants' talk and
understand their responses, facial expressions and body language. On the other hand,
the existence of a recorder in front of the participants restricted them from expressing

their sensitive topics.

The timeframe of the 27 interviews was 30 to 60 minutes. Most of the interviews took
place while the participants were waiting for their lab results in order to see their
treating physician. Some of the interviews were conducted at a date and time
convenient for the participants. All the interviews took place in the hospital at a quiet

office away from the nephrology clinic and kidney dialysis unit.

Once the participants had read the information sheet and agreed to take part in my
research project, | obtained their informed consent after | made sure that they
understood the research project's purpose. Then, | asked their permission to audio
record the interviews. | explained to them the purpose of audio recording the
discussion and how that would help me conduct my research project and analyse the
data. The participants were assured of maintaining their anonymity and confidentiality
by using code numbers to replace their actual names and their health institutions.
Therefore, | had no objection from all participants to recording the interviews except

one who refused to be interviewed after the process of explanation.

Demographic data were collected prior to each interview to identify the participant’s
characteristics (see Appendix 12). | asked the participants about the demographic data,
which was translated into Arabic (see Appendix 13), which relieved their tension and
helped me start the interview smoothly. Participants’ medical records were accessed
before and after the interviews from the institution's health system to gather
information about the participant’s date of diagnosis as ESKD and co-morbidities, eGFR

history till reaching stage five and the date starting on dialysis.
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After that, | started the interview with open-ended questions, which allowed the
participant to share their experience by asking them to express and explain their
health condition. Prompt questions were used to encourage participants to articulate
their experiences, for example, tell me more about your dialysis refusal. As well as |
also used the prompt questions to clarify issues stated by the participants and provide

elaboration.

A total of 27 Omani individuals, including those who initially refused haemodialysis and
then agreed to dialysis, participated in this research over a six-month period between
October 2021 and April 2022. The interviews were all conducted in Arabic language,
and | conducted the interviews myself, which helped me to ensure consistency and to

improve my interviewing skills.

5.6 Transcription and translation

Data transcription in qualitative research is considered a critical and important stage,
as it is one of the essential stages of data analysis (Point & Baruch, 2023). The data
collected and analysed using qualitative research methods are often criticised for their
subjective nature and the richness and extensiveness of the data (Easton et al., 2000).
Transcribing collected data is highly desirable but also an extremely time-consuming
process, as most qualitative researchers have commented because it demands a
substantial commitment of both time and human resources (Matheson, 2015; Point &

Baruch, 2023).

Researchers transcribing their own data allows them to immerse themselves in their
data, become more familiar with the interview-collected data, and develop insights
(Point & Baruch, 2023). According to Matheson (2015), going through the transcription
process helps researchers build additional theoretical sensitivities because they listen
to the recording carefully, pay attention to the voices and context of the interview, and
use their memory and senses. Hence, researchers critique their own work,
continuously learning and improving their interview techniques. Transcribing their own
research data also smoothens the memo-writing process, providing researchers with

the opportunity to see their data as pieces of a greater whole, reflecting their
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analytical assumptions, reactions, and feelings that took place during the actual data
collection process (Matheson, 2015). Consequently, it leads the researcher to a better
understanding and broader theoretical inquiries during the data analysis process.
Listening to the interview recording repeatedly floods the researcher with thoughts
and memories they may not have previously considered, which they can use as
theoretical memos before they fade away, as they are important and can be used
during the analysis and writing-up phases. Transcribing one's own data provides
researchers with the opportunity to listen carefully to participants' words, non-verbal
expressions (such as crying), silence, and pauses, helping them improve their data
collection techniques and change or modify future data collection questions

(Matheson, 2015).

All recorded interviews were coded and saved, and then | transcribed them verbatim
into Arabic. Listening to the audio records helped me evaluate my interview skill and
identify my weaknesses and where | used the leading questions and forced the data
unintentionally. Each transcription process took about one day because | listened to
the interview several times to ensure transcription accuracy and typed the words
stated in Arabic. By listening to the recorded interview, | reflected on the conversation,
and | took notes as a written memo, which helped me further understand the data and

identify the gaps for further exploration.

5.7 Translation and back translation
Translating research data into another language is crucial to comprehending the
research concepts or phenomena, and it is a fundamental cultural method required in

conducting international research and scientific exchange (Abfalter et al., 2021).

Haldane et al. (2022) found that the translation process in qualitative research is a
complex endeavour requiring meticulous attention to detail, cultural nuances, and
linguistic intricacies. Researchers must allow ample time for translators to develop
their voice and tone, ensuring the preservation of the original text's integrity and
meaning. Addressing challenges such as untranslatable elements involve engaging in

discussions and using notes to find appropriate equivalents. Maintaining clear
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communication with the implementation team and creating a word bank of translated
terms promotes consistency and alignment with research objectives. Collaboration
among translators for peer review and problem-solving enhances quality assurance.
Recognising the importance of reflexivity and positionality allows for a more nuanced
and reflective approach to translation, ultimately enhancing the authenticity of the

translated materials.

| took the lead in translating the Arabic transcriptions since | speak the same language
as the participants and share the same culture. During the interview, | used Arabic
slang with the participants, which varied from one participant to another according to
their residency area because | recruited my study participants from nine different

governorates in Oman.

The constant positive feedback | received from my academic supervisors about the
translated transcripts ensured their understanding of it. The initially translated
interview transcripts were sent to a bilingual professional translator for a back
translation to ensure the congruence between the translated transcripts in English and

the original Arabic transcripts, as shown in Table 5.5.

Table 5.5 A sample of the back translation

ESKD Individual’s
Translated script Back translation
verbatim
A et 19528y Ud) ¢ =T Yes, they rejected the A St I9s28) L) ¢ ST
Wy muiaii O duis V" ¢ 196 | haemodialysis: they stated By puiazi O i Y ¢ 1915
13/ ¢ cpades LSe " S i) | that we don’t want my Pl 153 ¢ ales LS o ) i)
byo (M i lo s 215 | mother to undergo b0 A/ feswis bo s
St (§ yatugd ¢ 64>19 | haemodialysis, as you sl (§_patuin ¢ 54>]g
S| know, if a individual did .(05F)
(0O5F) | once haemodialysis, then
he would continue on
haemodialysis. (05F)
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5.8 Research data analysis.

Data analysis may involve more than one analytic direction. In grounded theory,
coding begins early in the analysis process. Researchers create codes from emerging
data as they interact with it, posing questions to gain new perspectives and guide
further data collection in unforeseen directions. This iterative process allows grounded
theorists to stay attuned to their subjects' realities by sensitising concepts and
constantly comparing data at every level of analysis. This comparative method involves
comparing different individuals' views, situations, and experiences and comparing data
from the same participants at different times, occurrences with occurrences, data with
categories, and categories with each other. Researchers use selective or focused
coding for initial codes that frequently reappear to manage large amounts of data and
categorise them. Meanwhile, categories transform descriptions into a conceptual,

analytical framework. (Denzin & Lincoln, 2000).

The qualitative analysis is used to gain insight into the individuals affected by ESKD
decision to refuse dialysis. As mentioned in the methodology chapter, data collection

and analysis in grounded theory occur simultaneously.

Utilising software could enhance the researcher's learning process, but simultaneously,
it may diminish the intimate relationship between the researcher and the data (Bryant
& Charmaz, 2007:24). Therefore, | opted to manually work on it to stay in touch with
my data. Participant quotes are followed by a code number, which includes the
institution number, gender, and sometimes age. Participants with the same institution

number at the beginning of their code number were from the same health institution.

5.8.1 Coding

Coding serves as a critical intermediary step between data collection and theory
development in grounded theory research (Charmaz, 2006). During the initial or open
coding process, codes have emerged as the data is scrutinised and meanings are
assigned by researchers. This process entails reading transcripts line by line and
assigning codes to represent the content, whether at a descriptive or explanatory

level. This meticulous approach aids in identifying important words or groups of words
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in the data, ensuring that no significant information is overlooked. Leads for further
exploration are provided to researchers through line-by-line coding. If an important
process is identified in a later interview, earlier interviews can be revisited by
researchers to determine if that process explains events and experiences observed
previously. Charmaz (2006) stated that seeking new respondents to shed light on the

process.

Charmaz (2006) highlights that careful line-by-line coding brings researchers closer to
fulfilling two criteria for completing a constructivist grounded theory analysis: fit and
relevance. The progression of CGT analysis occurs when constructed codes, derived
from the line-by-line and axial coding processes, are developed into categories
(Charmaz, 2006). Axial coding is the process of connecting categories to subcategories,
figuring out their properties and dimensions, and putting together pieces of data that

were scattered during the initial coding phase (Charmaz, 2006).

These categories are aimed at clarifying the experiences of the interviewees and
providing an analytical framework. This framework interprets ongoing processes,
offering a lens through which the relationships between implicit processes and visible
structures can be examined. Then, all these categories are gathered to define one

more core category to form the basis of the final theory.

| maintained flexibility in the coding process, adapting to changing circumstances
throughout the data gathering and analysis period, which enabled a theoretical
sensitivity to emerge from the data. This approach facilitated the identification of
significance within the data and the attribution of meaning (Corbin & Strauss,
1990:46). Engaged in an iterative cycle, and | transcribed interviews, scrutinised
transcripts, and continuously reviewed recordings to identify codes and elevated them
into higher-level categories. Employing a constant comparison approach across all
materials concurrently, this integrative cyclical process heightened the analytical
interpretation of the data, revealing gaps in both the data and sampling process.
Moreover, it aided in clarifying the meaning, perspectives, thoughts, actions, events,

and experiences captured within the data.
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The initial phase of grounded theory analysis involves open coding, which begins after
reviewing the complete transcription of the initial interview and extends nearly to the
conclusion of data collection. During open coding, each significant line of data is
labelled with a term that encapsulates its content. Concurrently, memos are
documented to capture initial reflections on the data and to note topics for further

exploration in subsequent interviews.

| analysed the data line by line to create the initial coding using the participant's own
words, which helped me get engaged and immersed in the data and identify the gaps

for further exploration at the early stage. See appendix 15 line-by-line coding.

After reviewing the initial coding of each interview, | revisit the initial coding of the
previous interview before moving on to the next one. This method helps me stay

closely connected to the data.

The second step involves applying axial coding. While Charmaz contends that this step
is optional in theory construction, it proves beneficial when the data are robust and
accessible, aiding in the development of a constructivist grounded theory by furnishing
researchers with a framework to generate a conceptual model (Charmaz, 2006). Axial
coding establishes connections between categories and subcategories, delineates the
properties and dimensions of a category, and integrates fragmented data from axial

coding to elucidate analytic concepts (Charmaz, 2006).

Here, the researcher begins by examining the open codes to identify patterns,
similarities, and connections. This process entails several iterations of creating broader
codes from the open codes, sometimes requiring the researcher to revise existing
codes. Additionally, more data is collected and analysed during this stage, leading to

the expansion or consolidation of axial codes (see Appendix 17).

During the theoretical coding phase, | applied advanced techniques akin to those
utilised in the preceding stages. Here, the categories developed were derived from the
axial codes. These axial codes, deemed to possess higher conceptual significance, were

elevated to category status as they more accurately encapsulated the essence of the
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data (see Appendix 18). Additionally, they synthesised multifaceted layers of meaning
and actions across participant groups. Subsequently, | created theoretical memos to
provide detailed explanations of each category, describing its properties and
interconnections with other categories in the data. This transition allowed me to move
from representing diverse narratives to condensed yet profound and highly conceptual
categories, explaining the study findings. Ultimately, five categories emerged from this
phase, as will discussed in Chapter Six. To visualise and conceptualise the
interrelationships between categories, | employed diagramming techniques, as
suggested by Charmaz (2006; 2014). This facilitated the structuring of my analysis,

paving the way for the formulation of my results.

Constant data comparison and memo writing aid in defining the most fitting ideas and
interpreting the data as tentative analytical categories. When gaps arise within these

categories, data are sought to address those gaps (Charmaz, 2006).

5.8.2 Constant comparative analysis.

The constant comparative analysis method, introduced by Glaser and Strauss (1967), is
an essential element of grounded theory research and can be used with data sets of
any magnitude. This iterative and inductive technique seeks to comprehend human
phenomena by analysing their experiences and circumstances and comparing their
similarities and differences. Constant comparative analysis is used throughout the data
collection and analysis process. Researchers continuously compare and contrast new
codes in an iterative manner, which eventually leads to the creation of categories and
more complex structures (Glaser & Strauss, 1967). This method involves a continual
comparison of incidents or data during coding. It begins with open coding to establish
categories and progresses with further reductions and recordings to allow prospective
core categories to emerge (Glaser, 1978; Charmaz & Mitchell, 2001). Glaser and
Strauss (1967) introduced their coding work as a component of the constant
comparative procedure in the grounded theory methodology. They identified three

forms of constant comparison: comparing incidents to incidents, comparing emerging
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concepts to fresh incidents, and comparing conceptions to concepts (Glaser & Strauss,

1967).

Within the framework of constant comparative analysis, the practice of preparing
memos is consistently observed, irrespective of the methodological perspective of
grounded theory. As concepts emerge through continuous analysis and comparison,

researchers reflect on the data (Santos et al., 2018).

Applying the principle of constant comparison to analyse the data in this study, |
conducted code-to-code comparisons and compared the codes with emerging data.
This process revealed overlaps among many codes, indicating similar underlying
concepts, prompting me to initiate code categorisation. By scrutinising both shared
and distinct properties of incidents across various interviews, | gained insights into
individual participants' accounts and the overarching experience. Continuously
evaluating the initial codes for focus and comprehensiveness, | conceptualised ongoing
data trends and identified avenues for further exploration. This approach enabled me
to adhere to the core principles of grounded theory analysis, ensuring alignment and
significance (Charmaz, 2014). For example, to explore the initial reactions of individuals
with ESKD upon learning their diagnosis, | compared their accounts and responses.
Analysing these narratives unveiled profound insights into the shock and denial
experienced at the diagnosis, shedding light on the factors influencing their decision to
refuse haemodialysis. Through grouping similar incident properties and delineating
differences, | formulated a core, overarching category elucidating the refusal

experiences of individuals with ESKD.

5.8.3 Memo writing

Assumptions about reality are often made by researchers and participants to influence
their perspectives and interactions. Therefore, researchers have an obligation to be
reflexive about their biases and perspectives (Charmaz, 2006). Memo writing in
grounded theory typically takes place between coding and the first analysis draft,
encouraging researchers to explore their codes and data in new ways to justify coding
expansion and theoretical sampling (Denzin & Lincoln, 2000). Researchers are kept
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engaged in their research and focused on data analysis by being informed about their
analytic development stages, including the refining of categories and the defining of
their relationships, to gain confidence and competence in data analysis (Denzin &
Lincoln, 2000). The basis for structuring the research report is also provided by memos,
offering preliminary analytic notes on merged codes, comparisons, and additional
ideas about the data (Charmaz, 2006:3; Bryant & Charmaz, 2007). Additionally,
categories are elaborated on, their properties are stated, the relationships between
categories are defined, and gaps are identified in memos (Charmaz, 2006:6). When
contradictory information arises in excerpts, it is crucial for them to be highlighted and
coded, and memos about them to be written, as memos help reflect on contradictions

and aid in formulating the analysis progress.

| wrote memos concurrently with my field notes, facilitating continuous engagement
with the data. An electronic file was created for memos based on my reflections. When
an idea emerged from one interview, it was noted in this memo file and further
explored in subsequent interviews. Additionally, memo writing assisted in compiling
guestions for deeper exploration and guided the selection of the next sample. For
instance, decisions on whether to interview a young or older man, a woman, someone
well-educated, informed, accompanied by a father, mother, son, daughter, sister,
brother, employed, or from another governmental health institution were informed by

these memos (see appendix 16).

5.9 Theoretical saturation

Theoretical saturation is considered a critical concept based on subjective decisions.
The point of theoretical saturation is reached when no new theoretical perspectives
within the core category are uncovered by collecting additional data. Therefore, it is
not a repetition of previously stated actions or statements but rather a situation where
nothing new is occurring, and the additional data does not explain more about the
core category (Charmaz, 2006). At its most fundamental level, the concept of
saturation relates to the stage where no new ideas arise, and It provides guidance on

determining the appropriate time to stop data collection (Charmaz, 2006). Bryant and
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Charmaz (2007) suggest that researchers determine the point of saturation when they
stop encountering new ideas during interviews and fail to uncover any new

information during the analytic process.

In this study, the point at which no new ideas emerged was around interview 16,
although additional interviews were conducted to ensure this was the case. According
to Bryant and Charmaz (2007), theoretical saturation is attained by consistently
comparing episodes in the data to elicit their characteristics and dimensions until no
further properties and dimensions arise from constant comparison. After 23 - 25
interviews, no new codes were emerging. The analysis adequately accounted for and
explained the variability between categories, and the researcher was satisfied that the
categories developed at this stage had strength and supported an explanation of the
process of decision to refuse haemodialysis. Appendix 18 identifies all categories and
the related properties that form part of the grounded theory. By the time | reached the
last two interviews (26 & 27), the grounded theory was nearly fully developed, and
those last two interviews did not add anything. They simply fit within the grounded
theory without taking it in any different direction. It was found that all participants
were thinking the same thing. For example, they all talked about denial, alternative

treatment, fear of haemodialysis, family influence, and fatalism.

However, for some categories that emerged in the middle of the interview series,
saturation was not achieved; for example, refusing dialysis without a reason was
mentioned by two male participants in different age groups (19 years and 40 years).
This issue did not appear in the initial interviews nor in the later ones. Thus, |
concluded that refusing dialysis without a reason was less common among individuals
with ESKD. Regular discussions with academic supervisors and memo writing were

instrumental in determining the level of data saturation.

5.10 Theoretical sensitivity
By pausing the study flow, reflecting, making comparisons, building on ideas, and
reshaping the study direction to achieve 'thinking anew,' as outlined by Charmaz

(2006:135), theoretical sensitivity was attained. | used my professional knowledge,
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along with the information from the initial literature review and the study's
background, to shape my theoretical sensitivity. This was influenced by maintaining a
reflective stance. | kept myself receptive and avoided pre-existing hypotheses and
assumptions that could bias my perspective. My thorough literature review guided the
refinement of the study's discussion. My review initially concentrated on specific
aspects of the wider subject of treatment non-adherence and non-concordance,
providing insights into the challenges experienced by individuals with different
diseases. As the study advanced, my data revealed emergent patterns that went
beyond the original findings from the literature review. The initial literature review
improved my theoretical sensitivity by highlighting the need to recognise that each
individual has their own unique culture and setting. This prompted me to approach
data collection and analysis with an open mindset, acknowledging the possibility that
the studied context and its conditions might differ from what | had encountered in my
literature review. It also reinforced my perspective that the research context holds the
most significance, constituting a distinct social reality worthy of exploration. Over the
course of my four-year PhD program, | had the opportunity to dedicate more time to
engaging with my data collection and analysis processes. This extended duration
enabled me to deepen my theoretical sensitivity through extensive coding and
recoding of the data (Charmaz, 2014; Charmaz & Thornberg, 2021). | had the
opportunity to thoroughly review the transcripts multiple times and engage in
discussions with my academic supervisors to validate them. This ensured that the
codes | developed were rooted in the participants' experiences and narratives rather
than my own personal or professional biases (Corbin & Strauss, 1990). This meticulous
process was especially crucial for codes associated with social and cultural factors. As
an illustration, the initial coding that emerged—'Denial’, 'influence by other people's
experience', 'accessing information’, 'shopping', 'around’, 'fear’, and 'fatalism'—
prompted me to revisit the recordings, carefully review the participants' transcripts,
and share them along with the coding with my academic supervisors. This facilitated

discussions during our monthly supervisory meetings, ensuring that the codes
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accurately reflected the experiences of individuals with ESKD and were not biased by

my professional background.

5.11 Reflexivity

In constructivist grounded theory, reflexivity is fundamental to the researcher's role as
the main instrument in data collection and analysis (Charmaz, 2014). This involves
researchers consciously considering their influence on the research process and
making it explicit, both to themselves and their audience (Gentles et al., 2014).
Reflexivity ensures that researchers are aware of their biases and preconceptions,
helping them to maintain rigour and accuracy in their interpretations of the data.
McGhee et al. (2007) suggested that reflexivity involves consciously minimising
researchers' influence on data by maintaining self-awareness, which is essential during
both data collection and the constant comparison method integral to grounded
theory. Additionally, it is necessary to prevent the researcher's existing knowledge

from biasing their interpretation of the data.

In the previous chapters (1- 4) and including this chapter, | have outlined how my
personal interests and background influenced the choice of research topic and primary
research question. | have also provided justification for adopting the constructivist
grounded theory approach and explained the rationale behind the decisions made
regarding data collection and analysis methods. Furthermore, the concept of
theoretical sensitivity, a form of reflexivity, was introduced in Section 5.8 and is

consistently revisited throughout the thesis.

| maintained awareness of my role and impact within the research process (Finlay,
2002) and in shaping the picture of individuals affected by ESKD experiences (Gentles
et al., 2014) (Gentles et al., 2014). Employing a reflexive approach throughout the
entire research endeavour, | recognised that understanding people's experiences

involves a social dimension with inherent social implications.

This reflexive stance, echoed by Cutcliffe (2000), emphasised that researchers should

critically consider their influence on both data collection and interpretation. It prompts
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contemplation on how the study may impact the context and culture under
investigation and how participants might perceive the researcher's presence (Brewer,

2000).

During the data generation phase, my original intention was to write memos
throughout participant interviews. | attempted this approach during the first interview,
but | quickly realised its challenges. | found myself overly preoccupied with writing,
making it difficult to fully engage with the ESKD individual's expressions and
storytelling details. Additionally, participants became curious upon noticing me taking
notes in my diary, prompting inquiries about my actions despite my prior explanation

of notetaking during interviews.

This discomfort expressed by the individuals affected by ESKD indicated that memo
writing during interviews was impractical in my situation. It not only distracted
participants but also diverted my attention away from their non-verbal clues.
Consequently, | made the decision to stop writing memos during interviews unless a
participant brought up a significant aspect of the studied phenomenon that required

further exploration.

Qualitative researchers may analyse and respond to data through their subjective
experience and personal bias. This may impact how information is prioritised, the
emerging themes, and how narratives are presented (Ritchie et al., 2013). Reflexivity
was consistently used in this research to ensure the credibility of the research results
and to consider factors that could affect the research process and data interpretation
(Finlay, 2002). | maintained a diary where | reflected on my own personal and
professional experiences and preconceived beliefs, considering how they might have
impacted my perception of the information provided by individuals affected by ESKD
during the study process (Searcey, 2022). My reflective diary helped me become more
aware of any potential bias | may have influenced as a researcher on the research
results (Darawsheh, 2014). It was crucial for me to give detailed descriptions of my
personal and professional background, together with my preconceived beliefs in the

field of ESKD and recognise how they impacted the study process.
121



Reflecting on my experience as a nurse working with individuals affected by ESKD was
crucial. I was worried that my previous thoughts about the ESKD journey could hinder
an impartial investigation or comprehension of participants' viewpoints during data
collection. To tackle this issue, | conducted self-reflection by documenting thoughts,

ideas, and questions that emerged from my assumptions and professional ideals.

Engaging in reflexivity allowed me to acknowledge the different positions | played,
such as bedside nurse, nurse supervisor, hospital head of nursing, director of nursing
professional practice, national task force member and researcher, during the
interviews. Recognising and accepting opposing perspectives helped reduce my own

individual beliefs (Ben-Ari & Enosh, 2011).

In qualitative research, the researcher acts as the main tool for collecting and analysing
data (Stewart et al., 2008). At the very start of this study, | presented a thorough
description of my experience and knowledge regarding chronic kidney failure and how
it is treated. | considered how my experience and the existing literature informed the
development of the study question and theoretical framework. It was essential to
familiarise participants with my professional background (Tinkler et al., 2018). The
participant information sheets clearly indicated that this study was a component of my
doctoral research. | made it clear to participants that, while being a nurse under the
Ministry of Health, my expertise does not lie in nephrology. | clarified that my
understanding of kidney disease was broad and that | did not have direct experience
working with individuals affected by ESKD who refused haemodialysis during my time
as a nurse. | did this to avoid letting my own biases impact the interviews and data
analysis. | tried to prevent them from seeing me as a problem solver at the same time.
| did not want to impress participants by offering solutions to their ESKD issues and
refusal of haemodialysis. However, it was crucial for me to stay exact with myself
during the interviews since | thought establishing a real rapport with participants was

vital. This method was successful and enabled fruitful engagement with participants.

Researchers acknowledge that their personal backgrounds and social identities might

impact how they analyse data and perceive the research context (Berger, 2015).
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Professional experience and an insider or outsider position in the study setting are
thought to influence the research's conduct. Out of the nine settings addressed in this
study, | was familiar with only one (02H), where | had worked as a nurse until
becoming head of nursing. My insider status facilitated the data-gathering procedure
as | was familiar with the surroundings, and | had previously built rapport with the
staff. Yet, | was concerned about losing sensitivity because of my experience with this

study context.

In the remaining eight settings where | did not have a previous connection with
nephrology personnel, | assumed a more proactive position as a researcher. However, |
had reservations about the recruitment process and facilitating data collection. To
address this issue, | arranged phone conversations with the nursing administration and
hospital directors prior to data collection to understand the workflow and build
rapport with gatekeepers. The discussions with administrative personnel, nephrology
nurses, and responsible physicians were extremely helpful in recruiting participants

and ensuring the smooth progress of the study.

Undertaking qualitative research, particularly a grounded theory study, marked my
first independent research endeavour. To prepare for data collection, | studied a
module on qualitative research data collection at the University of Hull. Throughout
the process, | remained mindful of the importance of providing a detailed account of
my decision-making process. | also adhered to the interpretive perspective, which
underscores the recognition of subjective experiences and emphasises ongoing
dialogue between the researcher, participants, and data. This approach aims to
facilitate the reconstruction and understanding of the phenomenon under study

(Charmaz, 2014).

5.12 Conclusion

In conclusion, this chapter describes the manner in which the methodology was put
into practice in the field. It sets out the practical steps used to recruit participants in an
ethical manner and describes how interviews were used to collect data. It then sets

out with examples of the various stages of data analysis.
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The next chapter will provide an overview of the sample demographic characteristics,
the emergent categories, and the core category with an explanation of its

development.
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Chapter 6 Research findings

This chapter presents the research findings. First, it provides an overview of the
research sample, and it describes the demographic characteristics of the participants,
and then it examines the development of the core category, which is the overarching
theme of ‘balancing’ as a key process by which end-stage kidney disease individuals
choose to refuse haemodialysis. Subsequently, the five main categories that
contributed to the development of the final grounded theory are discussed in detail,
namely, self-conceptualisation, acquiring knowledge, influencers, fear, and self-
control. Finally, the chapter elaborates on the interlinking and interconnectedness of
these five categories, as well as their influence on individuals' decision-making

processes.

6.1 Participants’ demographic data

A total of 27 Omani individuals, including participants who initially refused
haemodialysis and then agreed to it, participated in this research project over six six-
month period between October 2021 and April 2022. Details of the research setting
and context of participants’ interviews are presented in the methods chapter (section

5.1). Participant demographic data characteristics are as follows:

6.1.1 Age

The participants' ages ranged from 18 to 80 at the time of the interview. Twenty-one
participants were aged between 26 and 74, three were aged 25 and below, and three
were above 75. This age range mirrors the Omani society profile, in which 52% of the

population is between the ages of 15 and 74 (NCSI, 2023).

Table 6.1 Participants' age distribution.
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6.1.2 Participants marital status, occupational status, education level and
comorbidities status

Table 6.2 shows that 52% (N=14) of the participant group were male and 48% (N=13)
were female. The majority of the research participants were married (N=19). Of the
nine single participants, two were unmarried (the youngest participants in the research
project), two were divorced, and four were widowed. About 85% of the participants
were not working (N=23), of which 10 were retired, and only one was a student at the
time of the interview. More than 50% of the participants were educated, although to
different levels (N=17); however, ten had not attended school, of which two were able

to read and write, and eight were illiterate.

Table 6.2 Participants Demographic Data

Female
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All of those who participated in this research were diagnosed with ESKD with one or

more comorbid diseases (Table 6.3).

Table 6.3 Participants’ comorbidities status

Almost 96% (N=26) of the participants had a diagnosis of hypertension associated with
one or more comorbidities, including diabetes, hypertension, and Systemic Lupus
Erythematosus (SLE). One male participant, the youngest individual in this study, was
born with Al-port syndrome, a hereditary disorder characterised by hearing
impairment, ocular changes and progressive glomerulonephritis leading to kidney

failure (Kruegel et al., 2013).

6.2 Initial data analysis

As discussed in the method chapter (section 5.3.1), the initial sample of five
participants was purposively sampled to align with the study aims, aiming to generate
rich data and enhance the research interview guide. Notably, when the first five
interviewed participants were diagnosed with ESKD and informed of the haemodialysis
option by their treating physician, they experienced a state of denial and refused to
undergo treatment as extreme as haemodialysis. This phenomenon was captured at a
very early stage in the analysis by the code 'denial’, which was found to be a common

theme among the initial sample of participants who had refused kidney dialysis.

“no, I did not have a kidney problem and nothing... no, not in failure, | do
not have failure and nothing” (O5F).
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“I myself, | do not imagine that one day | would reach the stage that |
undergo dialysis” (02M).

Those initial participants had asserted that they had not yet reached the failure stage
of kidney disease. Therefore, they declined to undergo haemodialysis as they were not

experiencing symptoms and were able to engage in their daily activities without

difficulty.
“I saw myself, | do not have anything” (O1F).

“I do not want [HD], thank God, now | am not that weak, now | am able to
carry myself, | am able to go and come, thank God | can eat, pray and
stand” (03F).

Consequently, they held the belief that haemodialysis was unnecessary as they felt

able to manage their health condition through the use of prescribed oral medication.

“I do not want [HD] dialysis...., | did not do dialysis for how many years
because | am using these tablets (oral medications)” (04M).

Two participants, however, based their decision to refuse haemodialysis on biomedical
markers such as eGFR, which they believed indicated that their kidneys were

functioning well. They also mentioned that their treating physician reassured them not
to worry because they would be re-evaluated at other stages and could maintain their

current regimen of oral medication instead of opting for haemodialysis.

“Today | came to see the doctor, and he said | do not need dialysis because
earlier my kidney was 7% and now11%..... and he said .. | continue with
[oral] medication.” (01F)

“his [physician] plan, | take medication and weekly blood transfusion....for
about three months” (02M).

However, some of those initial participants negotiated their diagnosis and treatment

plan with their next kin.

“yes, | did discuss it [HD] [with his wife].... And she said, | [wife] do not
advise you.... You need to find another way if you can” (02M).
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The analysis of initial interviews revealed that participants were influenced by the
experiences of other haemodialysis users. The code of 'Influence' and the 'influence of
others' experiences' played a significant role in the participants' decision to reject
haemodialysis. For instance, family influence exerted a considerable impact on
participants, leading them to believe that haemodialysis would result in the end of

their lives.

“they [relatives] saw people....I mean each person [dialysed person] would
end up dying” (02M).
Family members and friends consulted by these initial participants assumed the role of
health assessors, advising participants against undergoing haemodialysis. For example,
a 37-year-old male participant with one year and three months of ESKD was influenced
by a family member who held reservations about the concept of haemodialysis. Due to
the participant's young age and the family member's perspective that it was early for

him to undergo haemodialysis, the participant was swayed against the treatment.

“my family did not accept it [HD]; | mean it's difficult because [they said]
you are a young boy with 37 years old and does kidney dialysis.... they
[family] did not like the situation” (02M).

Additionally, those five initial participants’ relatives held the belief that once an
individual commenced haemodialysis treatment, it would be challenging to
discontinue, and they would be required to continue with the treatment for the rest of
their lives. Consequently, the sons of a participant, for example, assumed responsibility

for refusing haemodialysis, fearing potential harm.

“They [sons] refused the dialysis; they said, we do not want our mother to
undergo dialysis.... [because] they do not [want to have treatment that will]
do me any harm” (O5F).

Accessing information was a code seen to influence the initial interviewed participants’
haemodialysis decision-making. For example, two of the initial group participants
highlighted that the internet was a source used to access information about kidney

failure signs and symptoms and compare it with the physicians’ findings.
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“I saw on the internet...I enter google.... what | have seen in the net.... [was]
different than the doctor” (O1F).

They also accessed information from wives, brothers, sisters, and other people to learn

about kidney failure characteristics.

“I asked many people, they told me.... People with kidney failure got
swelling in their hands, legs and face” (O1F).

The findings also revealed 'shopping around' as another key issue highlighted by the
first five interviewed participants. For instance, After the participants were informed
about their kidney failure diagnosis and the treatment plan to undergo dialysis, they
looked forward to furthering information gathering and information processing to find
alternatives. Some of the participants recognised a lack of knowledge and thought of
‘shopping around’ and seeking second consultations either through another physician

or another person and following their advice.

“I thought to go there [India] to make sure [about HD] .... they [physicians
in India] told me, as long as you are alive, you do not need dialysis” (03F).

It was clear that the initial participants engaged with the advice about their health they
wanted to hear and did not acknowledge the advice that they did not want to hear, as
shown in the (05F) quote, the 74-year-old female participant with six years of ESKD felt
that the physician in India saved her kidney from haemodialysis because she did not

require it.

“He [physician in India] said, | do not need dialysis....they gave me pills....my
kidney got saved from the dialysis” (O5F).

Moreover, all of those five participants experienced a sense of 'fear'. This prompts
them to persistently search for additional options while remaining firm in their refusal
decision, which remains unchanged as they balance the benefits and risks of their
decision all the time. A manifestation of this fear was evident in their requests to the
physician for additional opportunities to pursue their prescribed oral medication to

avoid haemodialysis.
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“Please, doctor, you need to help me with medications, but | do not want
dialysis” (O1F).

In addition, the initial five participants' decision to refuse haemodialysis was
influenced by the experiences of other individuals undergoing the same treatment, as
they harboured concerns regarding the possibility of developing complications and

experiencing mortality.

“I do not want to repeat their [niece and neighbour’s daughter] same
experiences. As long as | am able to carry myself, | do not want to do like
them” (O3F).

“I am scared that one day | will [die] and leave them [children] due to this
disease” (02M).

Finally, the findings from the initial interviews also identified 'fatalism' as a prominent
code, where the participants in this research study attributed their fate and destiny to
God (Ngueutsa et al., 2023). For example, the participants' responses indicated
procrastinating in matters related to their health, with a preference to entrust their
well-being to God. The participants further conveyed their readiness to undergo
haemodialysis only if it was destined and permitted by God while remaining steadfast

in their decision to refuse haemodialysis otherwise.

“if something came from Allah (God).... and | have fallen sick, there is no
power except by Allah” (03F).

“I left my matter to his mighty Allah.... If he wrote me to dialysis, [then]
dialysis” (0O1F).
The initial findings from the first five interviews indicate that participants encountered
various situations that led them to decide against haemodialysis. Their decisions were
influenced by several unconnected factors (Figure 6.1), including denial, influence and
influence of other people's experiences, access to information, shopping around, fear,

and fatalism.
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Denial

Factors influencing
desicion-making

Accessing
information

Figure 6.1 The initial unconnected influential factors of the haemodialysis refusal decision-
making.

6.3 Complete data analysis

Then, to further understand the decision-making regarding haemodialysis refusal, |
progressed through the interviews using theoretical sampling in order to add further
depth and nuance to the codes and to consider how they were linked. This process
further informed my understanding of the decision-making process that individuals
went through in their refusal of haemodialysis. This ongoing analysis allowed a more
focused identification of the core category and helped shape the direction of research-

grounded theory (Charmaz, 2006).

The core category is the integration of all categories into a theoretical conceptual
framework and represents the central aspect of the grounded theory based on the
collected data (Harris, 2015). In the context of this study on haemodialysis refusal, it

became evident from the participants' interviews that the main premise informing the
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decision-making process was the desire to avoid the dialysis sphere as much as
possible. This avoidance was conceptualised as the core category of '‘Balancing' the
benefits and risks during decision-making that resulted in refusal to undergo

haemodialysis.

Within this core category, | identified that participants' decision-making process
involved a wide range of expectations regarding managing their health status without
haemodialysis or delaying it as much as they could. Their responses to these
expectations significantly influenced their level of uncertainty regarding haemodialysis

and its potential positive impact on their health.

To ensure an in-depth analysis of the research participants' perspectives and
experiences, | employed coding and the constant comparative technique. These
methods ultimately contributed to the development of a theoretical framework that
sheds light on the social experiences of individuals with ESKD who chose to refuse
haemodialysis against medical advice. This framework helps us understand the

decision-making process and its connection to their overall health status.

This theoretical framework consisted of five main overarching categories that
underpinned the core category of '‘Balancing' during the decision-making process: self-
conceptualisation, acquiring knowledge, influencers, fear, and self- control. This
process involved carefully considering the consequences of each decision related to
the refusal of haemodialysis. The core category of balancing central role is evident in

each category, as illustrated in Figure 6.2.

133



Self-
conceptualisation

Balancing
Decision -
Making process

Aquiring
Knowledge

Figure 6.2 Factors influencing the decision-making process.

These five main categories provide an understanding of the experiences of individuals
with ESKD in stage five who refused haemodialysis in Oman. They are explained in

detail in sections 6.4 to 6.8.

6.4 Category one: Decision influenced by self-conceptualisation.

The first category identified from the data provided by those who refused
haemodialysis in this study is Self-conceptualisation. This category is constituted by
two sub-categories: 1) accepting ESKD diagnosis but not agreeing to haemodialysis,

and 2) not accepting an ESKD diagnosis and haemodialysis.

Figure 6.3 represents how participants constructed their understanding of ESKD and
medically advised haemodialysis. It also highlights how the previous and current
experiences of individuals affected by ESKD shaped their understanding of kidney
failure and haemodialysis. Thus, participants' self-conceptualisation reflected how they
viewed themselves and made sense of their health condition.
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Therefore, participants expressed binary concepts when asked about their kidney
failure status and embarking on haemodialysis because they were not totally accepting
the diagnosis of stage five kidney failure. However, in reality, their decision is not a
binary one. Research data illustrate that participants’ decision-making was an ongoing
and re-visiting process, and within the self-conceptualisation category, the participants
located between two sub-categories (Figure 6.3): 1) accepting and 2) not accepting
end-stage kidney failure, and their decision-making process was influenced by a range

of factors which led them to refuse haemodialysis.

D
A

Figure 6.3 Category One: Self-conceptualisation.

6.4.1 Sub-category one: Not accepting end-stage kidney disease and rejecting
haemodialysis.

All of the participants denied being at stage five of kidney failure and declined the
medically recommended haemodialysis. Some participants exhibited an initial negative
reaction and denied experiencing any kidney problems. This denial stemmed from the
absence of disease symptoms indicating kidney failure, leading to their reluctance to

undertake the dialysis procedure.

“I have no problem with my kidney” (010M)
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Feeling asymptomatic is a dominant factor that caused most of the participants to
reject the kidney failure concept and undergo haemodialysis. Feeling not having the
right symptoms took different forms. For example, some participants experienced no
obvious signs or symptoms of kidney failure, such as body oedema or vomiting.

Therefore, they denied the kidney failure diagnosis.

“till now, | do not have these symptomes.... swelling, water in the kidney ....
Vomiting.... | do not complain of anything.... | do not have kidney failure
symptomes.... | do not accept, and | am not much convinced” (06F).

Despite evidence from blood investigations supporting the kidney failure diagnosis,
some participants denied reaching the stage five (kidney failure). Their denial stemmed
from the absence of kidney pain and the lack of observable signs indicating kidney
problems. Since they did not experience any apparent symptoms, they refused to

accept their kidney failure diagnosis.

“Thank God, my kidney did not hurt me at all..... | do not have pain from it
[kidney].... | do not have it [kidney failure] even if it appeared by the
investigations” (017F).

As a result, they avoided thinking about kidney failure and haemodialysis.

“Myself | did not keep the kidney problem in my mind” (011M).

A number of participants chose not to undergo a haemodialysis catheter insertion and
guestioned the reasons behind reaching kidney failure because they felt fine and

observed a normal urine quantity and frequency.

“Thank God my kidney is fine because | go to the bathroom many times at
night, for example, four times and five times....I swear, | feel normal”
(014F).

So, some of the participants denied the kidney failure diagnosis and remained
unconvinced about the necessity of haemodialysis, citing stable health conditions,

overall well-being, and a healthy appetite.
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“I was surprised when they [physicians] told me | had a kidney problem;
why is that and how it happened, because | see my health issues are fine
and good, | pass urine...., | am not convinced to get dialysed because..... my
body is normal, and good, | mean, not weak and not even ...... my food,
unlike, | cannot eat, no! or | feel tired” (013F).

Some participants rationalised their negative reaction and refusal to accept the
diagnosis of kidney failure and, therefore, the need for haemodialysis by emphasising
their normal eating, drinking, and walking abilities. They believed that their treating
physicians' statements seemed nonsensical and irrelevant, leading them to dismiss the

importance of the diagnosis and treatment recommendations.

“These physicians did not know what to say, | do not have anything because
I am able to eat, drink and walk; these physicians are senile” (004F).

Performing normal daily activities and normal life were additional factors that led
participants to refuse the kidney failure diagnosis and haemodialysis. For example,
participants considered themselves as ‘normal’ because they were able to roam
around walking and performing sports without any health issues that hindered them

from doing so.

“Alhamdullah [Thanking Allah], | walk and go around, and | do not feel
anything, and | do sport” (014F).

Self-awareness and self-trust played significant roles in the decision-making process of
participants who refused to accept the kidney failure stage and undergoing
haemodialysis. They felt that they knew themselves better than anyone else, they
trusted their own judgment and felt that they were in the best position to determine
what was right for their health. This stance influenced their decision to refuse

haemodialysis.

“I do not have [kidney problem] ....... | feel of myself.... is there anyone who
does not know himself ....... I know myself that | do not have a kidney
problem” (017F).

Another factor influencing participants' refusal to accept the kidney failure stage is

their perception of feeling fine while engaging in social interactions. Participants
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mentioned that they were able to talk, laugh, and interact with their family members
and colleagues without experiencing any significant discomfort or limitations. This
sense of normalcy in their social interactions further reinforced their belief that they

were not in a state of kidney failure, leading them to refuse to undergo haemodialysis.

“I do not agree....I do not have any problem, | go, talk and laugh with my
colleagues and family.... | have nothing and no issues” (018M).

A 61-year-old female participant with one year of ESKD expressed her refusal to accept
that she had reached the kidney failure stage based on her perception of being
asymptomatic. Despite feeling tired, she believed that she did not exhibit any
noticeable symptoms of kidney failure. She emphasised that her urine flow was
normal, and she was able to move around without feeling unwell. As a result, she saw

no reason to acknowledge or accept her kidney failure status.

“I did not feel sick, and my urine was flowing well, though I felt tired, | was
able to roam here and there” (O05F).

6.4.2 Sub-category two: Accepting end-stage kidney disease but not haemodialysis.
On the other hand, some participants showed acceptance when informed about their
kidney failure status. They expressed that sharing this information with others would
provide them with emotional support, help them stay strong, and contribute to their

overall well-being and resilience.

“no, | do not feel it is embarrassing.....the opposite, | received support when
I informed my colleagues at work, my family and my siblings.... everyone
would pray for me” (015M).

Other participants, for example, regularly followed their health condition with the
treating physicians and felt that they accepted the disease diagnosis against their will
because the blood investigations and the oedema signs proved the kidney failure

status. Despite that, they declined to undergo haemodialysis.

“Against my will.... yeah, the results of my investigations say that [kidney
failure], and at present, oedema in my legs is the main proof ....regarding
the dialysis.... | [am] not convinced.... | refused it” (019F).
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When some participants were asked about experiencing any kidney disease
complications, they expressed feeling fine and that their health was within normal

ranges. Consequently, they did not see the need to undergo haemodialysis.

“Till now I do not feel that [complications], .... | do not feel anything” (O3F).

Despite not experiencing any pain, some participants understood that their kidney

condition could worsen if they did not adhere to the prescribed medication.

“it’s not because | have pain, | have no pain, but sometimes the kidney gets
weaker when | do not use the medications” (04M).

A 51-year-old male participant with an intermediate level of education expressed a
sense of surprise and shock upon being informed by his physician that he had ESKD.
The participant believed that he was in good health and was caught off guard by the

sudden realisation that his kidney disease had progressed rapidly.

“the news surprised me....... I got shocked because | was fine and doing well
roaming here and there, and.... in one moment informed to have [ESKD]”
(003M).

Some participants accepted their kidney failure diagnosis but refused to undergo
haemodialysis due to various factors. For instance, 03F felt that she had not
experienced any serious symptoms of kidney failure that hindered her from carrying
out her normal daily activities, and she believed that the disease would persist as long

as she lived.

“yes, | am convinced..... | have the disease, and it will go along with me,
thank God | don’t feel anything, | am not very sick like weak lying on the
bed, | can carry myself” (03F).

Yet, one male participant (018M) with a primary level of education and one and a half
years of ESKD refused to undergo haemodialysis because he was not experiencing

kidney pain.
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“as a health problem, | have weakness in my kidney.... They [physicians]
were about to do me dialysis, but | refused....[because] | do not have pain”
(018M).

Some participants who accepted the diagnosis of kidney disease progression pointed
out that if there was something wrong with their bodies due to their kidneys, they
would expect to feel signs such as oedema. However, because they did not experience

obvious complications of kidney failure, they refused to undergo haemodialysis.

“if my body is fine, then it is fine. If my body is not fine, then it is not fine....
if I have pain, | would feel it..... | did not have oedema or anything else;
even today, the physician asked to see my legs” (017F).

There were a few of the participants who acknowledged their kidney failure status but
expressed their preference for kidney transplantation. Consequently, they chose to
adhere to their prescribed oral medications while awaiting a suitable kidney donor for

the transplantation procedure, opting not to undergo haemodialysis.

“... Il will not accept it [HD], | will continue on the medication until | get a
donor...... basically... | refuse the dialysis..... let us be on the medications”
(07M).

While a few participants acknowledged that they might undergo haemodialysis one

day but were not convinced to undergo it, they preferred to postpone it because they

were in an asymptomatic status.

“I am persuaded that | will undergo dialysis.... [but] | will delay it [HD].......
now | saw myself.... | am fine” (015M).

“I am not convinced to get dialysed....| see myself fine; [asking physician]
you just give me some time” (013F).

Some participants expressed satisfaction and a sense of accomplishment because they
had not undergone haemodialysis since they were first informed about it, and they
suggested that their kidneys had been functioning well without the need for

haemodialysis.
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“I resisted from 2018 up to date, and | did not undergo dialysis. That means
it [my kidney] was [doing] good” (015M).

To some extent, in a similar manner, some participants agreed to undergo
haemodialysis if their health condition deteriorated. However, they preferred to

continue taking their prescribed medications as they met their health needs.

“If it got worse maybe .... | would undergo dialysis, but thank God; the
disease has not worsened or increased, | use the tablets, and life is going
on” (04M).

In addition to the reasons for refusal mentioned above, the eGFR emerged as a
significant factor associated with some participants' refusal to undergo haemodialysis,
particularly in the context of end-stage kidney disease. This finding underscores the

critical role of eGFR in shaping individual’s decision-making.

Upon being informed of an eGFR of 15%, some participants understood that their
kidney function was severely compromised, indicating end-stage kidney failure and
necessitating the need for haemodialysis. Despite this understanding, they decided not

to consider undergoing haemodialysis.

“I mean [reached] the end condition ..... it is over, the kidney is weak ........ it
is over, [kidney function] reached 15%, it reached approximately 15%.... it
means over, | reached the dialysis level.... almost dialysis.... [but] | am not

going to think much about it” (02M).

Whereas one 74 years old participant, uneducated knew that his eGFR had dropped
from ten to seven percent as informed by his treating physician, but he declined to

undergo haemodialysis because he found no serious symptoms such as dizziness or
vomiting. Instead, he had good urine output and the ability to maintain a normal

lifestyle.

“he told me it was ten....[and] become seven percent.... But it did not cause
me any issue....l find myself having nothing serious.... for example, [not]
complaining of dizziness or vomiting; the urine flows well, and | walk...
currently, | bring the house stuff” (020M).
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A number of participants were informed by their physicians of a slight improvement in
their eGFR and advised observation, citing an increase from 7% to 11% as an example.
That elicited a positive response and fostered hope among participants that

haemodialysis could be avoided.

“He [physician] told me that your kidney [function] was 7% and now is
11%.... honestly, today | am very happy.... [I[timade my day” (O1F).

Furthermore, a few participants refused haemodialysis from the beginning without
providing a specific reason, stating that they were not obligated to embark on
haemodialysis, as they felt fine and were able to lead a normal life, engaging in various

activities, for example, roaming around.

“No, | will not agree [to undergo HD] .... for no reason..... and it is not a
must to undergo dialysis because | am fine....| am able to go and come
normally” (010M).

They believed that refusing to undergo haemodialysis was within their rights as they
perceived themselves to be healthy and saw no need to discuss haemodialysis with

anyone.

“The decision is my decision.... | am refusing [HD] because.... | feel better
and....| am well and in good health” (016F).

Whereas some participants displayed a lack of mental readiness to undergo dialysis

due to their dissatisfaction with the decision made by their physicians.

“right now, no, | do not want.... | am not in a hurry of it [HD]....
psychologically | am not ready because | do not accept their [physicians]
decision.... | do not want” (02M).

In conclusion, the research findings indicate that participants' decisions regarding
haemodialysis refusal were influenced by whether or not participants accepted the
diagnosis of their kidney failure condition in combination with associated factors such
as feeling asymptomatic and their levels of eGFR. The next section will present the

findings from the second category explored in this research, which focuses on how
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individuals with ESKD acquire knowledge to inform their decision-making. This section
addresses issues related to individuals' understanding of kidney failure symptomes,
their current stage of the disease, knowledge about eGFR, and when these factors

suggest the need for haemaodialysis or kidney transplantation and their implications.

6.5 Category two: Acquiring knowledge.

With regards to acquiring knowledge about their disease condition and recommended
interventions, the research participants had a diverse range of understanding
constructed based on the information gained through various medical and non-
medical consultations, which often superseded the information they had acquired
from some healthcare professionals and helped them in their decision-making process.
They relied on multiple sources to gain knowledge regarding their kidney failure signs

and symptoms and haemodialysis as a recommended intervention.

Participants who denied haemodialysis demonstrated a significant knowledge gap. This
was a result of barriers to communication with their physicians, lack of comprehensive
information received about haemodialysis and potentially the complexities of a kidney
transplant, difficulties in confirming information, and their tendency to selectively
process information. These factors contributed to their denial of reaching kidney
failure stage five and their refusal of haemodialysis. As a result, this second category of
acquiring knowledge encompasses three interconnected subcategories displayed in
Figure 6.4: 1) information provided by the physician, 2) information gathering, and 3)

knowledge gaps.
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Figure 6.4 Category Two: Acquiring knowledge.

6.5.1 Sub-category one: Information provided by the physician.

As mentioned in the introduction to this section, when participants were asked about
the source of the information that helped them understand kidney failure and the
haemodialysis process, some of their responses indicated a preference for receiving
information from their treating physicians. Despite the information provided by their
treating physicians, they chose not to undergo haemodialysis for various reasons
based on their perceptions. This decision was influenced by their ability to absorb a

specific type and quantity of information at a time.

For example, a young male participant (02M) with one year of ESKD expressed a
preference for receiving information about his health condition and the initiation of
haemodialysis exclusively from his treating physicians as he believed that physicians
possessed superior knowledge compared to others. Consequently, if his physicians did
not explicitly recommend starting haemodialysis, he would postpone the decision until
he received advice and information from his physician, despite his medical record

indicating that he had declined his physician’s orders to undergo haemodialysis.
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“I do not like anyone to talk with me except the physician because he knows
and understands my health condition, so it’s between me and the
physician ... The physician did not tell me yet [to start HD]....I am waiting for
the physician’s words” (02M).

However, the same participant (02M) exhibited contradictory behaviour by initially
showing a positive response to accepting information from his treating physician but
later refusing haemodialysis when informed. For instance, his treating physician
indicated an eGFR of 15%. Despite this medical advice, he remained unconvinced that

he had reached the end stage of kidney failure.

“They [physicians] told me your kidney approximately reached the end
level, 15% or 16% like that....I am not really convinced” (02M).

However, a 74-year-old male participant (020M), despite the information provided by
his treating physician, preferred to wait for the progression of his health condition, and

the complications became evident, and his eGFR dropped as low as 5%.

“They [physicians] said, we will create the device [fistula] for you, and at

any time you develop complications .... and your kidney reached five, you

must come to....[the] hospital.... but | postponed it....I find myself having
nothing serious” (020M).

In contrast, a young male participant with a secondary level of education and three
years of ESKD expressed anger towards information received from his treating
physician. Participant (001M) was instructed by his physician to undergo haemodialysis
during hospital follow-ups, and he claimed that he did not receive a clear justification
for initiating the procedure as he lacked knowledge about haemodialysis. Instead, he
acquired information from non-medical individuals, which led to his frustration and

subsequent refusal of haemodialysis.

“I was following up with them [physicians].....they informed me that | have
to start on dialysis...... Ok, what were the reasons? .... Not just to start me
on dialysis.... | got nervous..... | do not have any background.....what the
dialysis process is, | just hear about it from here and there [others]” (001M).
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Some participants expressed a lack of comprehension regarding their treating
physician's decision not to update them about the progression of their kidney disease
and to instruct them to undergo haemodialysis. For example, participant 018M, who
has a low level of education and is retired, stated that he did not understand why his
physicians withheld information from him about the deterioration of his kidney status
and advised him to undergo haemodialysis when he lacked knowledge about the

procedure.

“They did not tell me that | have weakness in my kidney, | really, myself, do
not understand anything about dialysis.... and | do not understand these
physicians” (018M).

Instead, some participants learned about the need for haemodialysis and their
kidney status through sources other than their treating physicians. For example,
47-year-old female participant 013F, who has a primary school education and is
divorced, stated that she received information about her kidney filtration rate
from her brother, who had been informed by her treating physicians that her
eGFR had dropped to 10% and that she would need to undergo haemodialysis.
However, she declined to undergo haemodialysis because she did not hear this

information directly from her treating physician.

“He [Physician] spoke to my brothers.... my brothers told me your kidney
reached ten, and.... [I] must undergo dialysis.... [and] they were.... panic, but
the physician himself did not tell me by his tongue” (013F).

Some participants claimed to have no knowledge or understanding of their treatment
plan, as they were not involved in any discussions with their treating physicians. For
instance, 57-year-old participant (014F), who was illiterate and widowed, expressed
that her treating physician preferred to discuss and deliver the information about her
kidney condition primarily with her daughter, as the daughter was more educated and

capable of comprehending the physicians' discussions effectively.

“I have no idea about my treatment plan” (010M).
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“He [physician] told me | got a [kidney] weakness....my daughter....always....
comes with me [to the hospital] because she is educated, and she
understands him.... She will explain it to you........ [but] he did not tell me
about the dialysis [plan]....” (014F).

In addition to the above-mentioned, some participants did not seek clarification
regarding their eGFR readings from their treating physicians. Instead, they relied on
individuals with medical backgrounds, assuming that these individuals had a
comprehensive understanding of the medical terminology used by the physicians. For
instance, one participant's daughter worked as a dietician in the hospital, leading the
54- years-old male participant to believe that she was familiar with all medical terms

and could interpret them accurately.

“l, myself, did not ask the physician what the 12% meant.... Because my
daughter was with me.... attends the follow-up.... and she studied in the
university, and she knew about all of those medical terms and their
meaning.... she has more medical information” (012M).

Despite some participants being informed by their treating physicians that dialysis
should be initiated when the eGFR drops to 15% or below, they chose alternative paths
and held to the hope that their kidney condition would improve. For instance,
participant 005F who had only basic reading and writing skills, did not fully understand
haemodialysis when the need for this was indicated by her treating physician, which

made her fearful. Consequently, she decided to explore alternative treatment options.

“the kidney enzymes started to drop down sharply........ they [physicians]
informed me that from 15[%] and below, | must undergo dialysis.......I
refused....| got scared because | did not know what dialysis meant, | decided
to go [and search] for [another] treatment to avoid this one[HD], and
maybe....my kidney[would] improve a little bit” (005F).

As discussed above, the statements provided by treating physicians had a significant
impact on the participants' decision-making process regarding the acceptance or

rejection of their kidney failure status and haemodialysis treatment.

In this study, some participants emphasised that during the initial stages, when they

were informed about their health conditions and the potential need for haemodialysis,
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they were satisfied with the physician's advice to continue with their prescribed
medications and schedule a follow-up appointment for re-evaluation. Participants
interpreted this guidance as an indication that their health is stable, and that
haemodialysis is not immediately necessary. Consequently, they developed the
perception that they were fine and did not require immediate initiation of

haemodialysis.

“he [physician] told me .... | should continue on [my] medication and | will
come next month to see the doctor .... but | do not need dialysis” (O1F).

Other participants exhibited positive reactions as they received clear explanations
regarding their updated health condition and the recommended treatment from their
treating physicians in a timely manner. These participants appreciated the fact that
they would be periodically re-evaluated and informed about the precise timing for
initiating haemodialysis. Hence, they indicated a sense of reassurance and

understanding to delay the start of haemodialysis.

“he [physician] told me,.... they will give me [blood transfusion] and then
they will see me every week,....they will inform me if | would need dialysis or
not, and they will give me blood every week for about three months” (02M).

Indeed, the word "fine" used by treating physicians when describing the participants'
investigation results played a significant role in their decision to decline to undergo
haemodialysis. For example, when the physician reassured elderly female participant
(O5F), who was diagnosed with ESKD seven years ago, that her investigations were
fine, it alleviated her stress and concerns about the immediate necessity of dialysis.
The term "fine" conveyed a sense of stability and normalcy, leading her to believe that
her health condition was not critical and did not require the intervention of

haemodialysis.

“at the beginning, they scared me, they informed me that | must undergo
dialysis....[but] physician (F)told me everything is fine....that my
investigations are fine, | was really scared, but now | am not scared, thank
God” (O5F).
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On the contrary, some participants experienced feelings of stress and fear when
physicians informed them about haemodialysis as the only treatment option. These
statements from physicians created anxiety and apprehension among the participants,
ultimately leading some of them to leave the hospital and avoid further engagement

with the healthcare professionals.

“so when they [physicians] told me that there is no hope except | undergo
dialysis .... | told them no....[and] | went out of the hospital” (011M).

Finally, some participants reported feeling frightened by physicians' explanations
regarding haemodialysis, particularly the prospect that they might not tolerate the
treatment after a few months and could potentially face mortality or remain on
dialysis forever. As a result, participants became hesitant and reluctant to undergo the

treatment.

“the physician says...... it's possible that in four or five months the person
might get fine with the dialysis...... [but] other body might not tolerate the
dialysis...... that’s it yatkharaj [die]...... [or] remain whole of his life on
dialysis” (07M).
6.5.2 Sub-category two: Information gathering.
In the case of participants' information gathering, most of the participants in this

research study browsed the internet to search for information that could potentially

help them avoid undergoing haemodialysis.

“Frankly, | searched on the internet....the point | was trying to avoid.... how |
would live with dialysis forever” (002M).

Therefore, nearly all the participants utilised internet browsing as a means to access
information regarding the signs and symptoms of kidney failure, as well as to gather
knowledge about haemodialysis. Google emerged as the primary search engine

employed by the participants for this purpose.

“I have the internet, | accessed it and read....in Google” (015M).
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“I checked.... On the internet.... what does dialysis mean and how [it
performed]” (O6F).

However, some participants remained unconvinced by the information they found on
Google because they felt that it did not directly apply to their specific health status,

even though there were some similarities to their apparent signs and symptoms.

“I search in Google about.... the symptoms ....[l found] something close to
what | have.... but | mean not exactly” (011M).

Another point of difference was that many participants took advantage of the internet
to verify and cross-check information with what their doctors had told them. For
instance, they discovered that the information they came across did not align with
their own situation, as they did not exhibit the signs and symptoms mentioned, and

they were able to carry out their daily activities as usual.

“l found many things....I saw symptoms [like]....swelling, fluid....slow
movement, nausea....[but] till now, | do not have these symptoms.... | am
normal, | do not complain of anything.... | go to the toilet normally..... |
mean, my urine is normal” (O6F).

The participants reported that the information found on Google could be incomplete
or overwhelming and possibly influenced by the writer's knowledge and biases. As a
result, they preferred to seek insights and advice directly from individuals who had
undergone dialysis, valuing their real-life experiences as more reliable than relying
solely on information obtained from internet sources. They believed that other
people's personal accounts and first-hand knowledge provided a more accurate and

trustworthy understanding.

“the information [in Google] could be uncompleted or overloaded....by the
writer...who might miss a piece of information.... Frankly, .... | always
contact people.... because they would tell you about their experiences....
[as] they underwent dialysis for at least twelve or fifteen years” (003M).

In this study, many participants experienced a sense of shock upon receiving the
information about their kidney failure diagnosis and the recommendation for

haemodialysis. However, despite this, some participants reported that they did not
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actively search and explore information about their kidney failure status and the
recommended intervention. They disregarded the advice provided by their physicians
and instead delegated the task of gathering information to others. For instance, a wife
took charge of searching for information and browsing the internet on her mobile
device. She also reached out to friends and neighbours, seeking to learn from their

experiences and stories related to kidney failure and undergoing dialysis.

“I did not search...., | did not keep it in my mind....[yes] | had a shock, but |
ignored it at that time.... She [wife] searches in the net, and she hears from
this person and another person that this happened to them” (011M).

Moreover, when the physicians informed the participants about their kidney failure
status and the necessity of undergoing haemodialysis, some participants chose to
refuse the dialysis because they expressed the need to consult other family members
who worked as health professionals to understand the advantages and disadvantages
of haemodialysis. If these family members confirmed that dialysis was an acceptable

option, the participants would proceed with the haemodialysis.

“yeah, he [physician] told me that | need dialysis.... till now, | am not
agreeing ....I told him that | would discuss it [HD] with my daughter because
she works here [in the hospital].... she knows about it [HD].... if she said

Furthermore, there were participants who declined to undergo haemodialysis after
learning about the pain experienced by individuals who had undergone the procedure.
They obtained this information through WhatsApp messages shared by individuals
who had undergone dialysis themselves. The accounts of pain and discomfort shared
in these messages influenced their decision to refuse haemodialysis, as they were

apprehensive about experiencing similar negative effects.

“Frankly, | read in the WhatsApp messages.... because those who
underwent dialysis three times a week have pain” (015M).

Among the participants, there was only one individual who demonstrated an
understanding of the haemodialysis procedure. This highly educated female

participant (019F) expressed gaining knowledge about the process by watching videos
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that detailed the various steps, beginning with catheter creation and concluding with
the actual dialysis procedure. Despite gaining this understanding, the participant made

a personal decision not to undergo haemodialysis.

“I saw it [HD] in the video.... they stated that they tie an artery with a vein
together and left it for a specific period till it gets healed, then use it for
dialysis........ but I do not want dialysis” (019F).

Despite having knowledge about the frequency and duration of dialysis sessions per
week, participants made a conscious choice not to seek further information. Their
decision was driven by a desire to avoid falling into a state of depression or anxiety by
constantly thinking about dialysis. They firmly believed that when the appropriate time

for dialysis arrived, they would accept it and deal with it accordingly.

“What I know is, it [HD] is performed for three hours .... but | do not want to
know additional information ..... | want to go there [for HD]....to be in
reality” (O6F).

When participants were asked if they inquired about their kidney failure status with
their treating physicians, most of them expressed a lack of interest in seeking
clarification. They felt content with their current food and fluid intake and ability to
carry out their daily activities, including walking. As a result, they wondered about the
possible reasons behind kidney failure development without actively seeking

explanations or further information from their physicians.

“I did not ask the physician.... | drink water, | walk, and | eat natural
food....now I am surprised how | developed a kidney problem?” (013F).

Only one 32-years-old male participant with a secondary level of education and four
years of illness relied solely on hospital materials as a source of information to help
him preserve and manage his remaining kidney function. He aimed to take measures
to prevent their kidney function from worsening because he was told 25% of kidney
function is better than 5%. Therefore, this participant placed their trust in the hospital
booklets, considering them to be reliable sources of information as they were Ministry

of Health publications.
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“| read what they gave me here in the clinic.... they gave me booklets [to
read].... And | depend on the booklets most of the time.... to protect what
remained from my kidney.... [because] they told me....25% is better than
5%, so try to keep it safe....because they are more reliable
resources ....because they are from ministry of health” (015M).

The same participant (015F) faced challenges in accessing and reading English scientific
publications from the internet as English was not his first language. He explained that if
he were a nurse, understanding scientific publications, including those in Arabic, would

be easier for him.

“First, the problem of the research is in English, and the second thing is the
translation would be difficult for me, | need to understand a lot of things, if
| were a staff nurse, | would understand [it] even if [written] in Arabic”
(015M).

Finally, as discussed previously, participants sought alternative ways to gather
information about kidney-related signs and symptoms and intervention in the hope of

avoiding a diagnosis of kidney failure and the necessity for haemodialysis.

6.5.3 Sub-category three: Knowledge gaps

There appears to be a significant gap among the research participants regarding not
just the gathering of information and comprehension but also the interpretation and
acceptance of that information within the context of their own health conditions.
Despite being aware of experiencing symptoms related to other comorbidities, some
participants did not fully accept or understand that they were actually ill and in need of

haemodialysis.

Several participants expressed that they actively desired to suppress any awareness or
memory of the term 'kidney failure' altogether. This significantly impacted their
acceptance of the kidney failure condition and their decision-making about whether to

undergo haemodialysis.

“I do not want to know; | even want to forget its name” (016F).
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Some participants conveyed a sense of indifference towards knowing their eGFR
results. They claimed that because they were not educated, they could not
understand the physicians’ explanations about the eGFR readings, such as 17% or
18%. They did not perceive it as significant or meaningful information in relation

to their health condition.

“not important [to know] .... | am not educated; | do not know.... but this
was his [the physician] talk .... it was 18, and now it is 17, do | know what
does 17 and 18 mean?” (03F).

“How I would know. | am not educated” (014F).

Due to a lack of knowledge, some participants highlighted that they did not know
whether their kidneys were functioning normally or they were weak because they

were in denial status regarding their progression towards kidney failure.

“Really, I don’t know. | don’t know if [my kidney] is normal or weak” (04M).

Consequently, they were unaware of the physicians' justification for initiating

haemodialysis for them.

“I do not know why he [physician] wanted that [HD]” (017F).

Moreover, some other participants expressed denial about reaching the stage of
kidney failure because their treating physicians had referred to their condition as
"kidney weakness" instead. However, when questioned about the meaning of "kidney
weakness," these participants were unable to provide a clear definition and expressed
frustration, stating that they were not physicians and, therefore, they did not have the
knowledge to understand the precise definition of the term. Interestingly, despite their
lack of understanding, these participants did not proactively seek clarification from

their physicians regarding the exact meaning of "kidney weakness.

“He told me, you got a weakness, and | do not know, | am not a physician;
frankly, 1 do not know.... | did not ask him [physician]” (014F).
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Some participants shared their lack of understanding regarding the meaning and
purpose of haemodialysis. Which ultimately led them to refuse haemodialysis medical

advice.

“I know nothing” (020M).

“I do not understand it [HD], | do not understand anything about dialysis,
and | do not know anything about it” (018M).

Some of the participants did not feel like asking and clarifying about the dialysis
procedure from their treating physicians. Instead, they preferred to hear from other
haemodialysis individuals who informed them that dialysis was performed with
chemical substances. Therefore, due to their lack of knowledge, they decided not to

think about their sickness.

“to tell you the truth, | do not much understand it [HD].... | did not ask.... |
am trying my best to forget my sickness in any meanes,.... but | heard....
those who undergo dialysis got dialysed with chemical substances”. (02M).

Lack of knowledge about the haemodialysis process and the machine led to
misconceptions among some participants, ultimately influencing their decision to

refuse to undergo haemodialysis.

When inquiring about the participants' perceptions of the dialysis process, it was
revealed that certain individuals held misconceptions regarding the function of the
haemodialysis machine, which was primarily derived from information provided by
others. These participants had the impression that the haemodialysis machine mixes
the blood within the kidney using a tube, leaving them uncertain whether the machine

mixes blood or water.

“I do not know what it mixes the blood or the water.... [but] They [other
people] told me it is a machine.... mixes the blood with each other.... inside
the kidney....[and] the tube will be inside [the kidney]” (013F).

Several participants held misconceptions about the haemodialysis procedure, which

contributed to their refusal to undergo haemodialysis or accept the diagnosis of end-

155



stage kidney failure. For example, an uneducated 57-years-old female participant had
the opportunity to witness the haemodialysis procedure while accompanying her
mother. Based on her observations, she formed a misconception that haemodialysis
involved the filtration of "bad" blood to extract toxins and then return it back to a

clean state.

“I did see it [HD]. They take out the blood and return it back to them; they
pull out the bad blood, or what is called poisoning, and after that, they
return it back again” (014F).

Another uneducated 74-years-old male participant held a misconception about the
haemodialysis process, believing that during the procedure, the blood would be
extracted from the body and filtered to remove dirt, poisons, and oil before being

returned to the body.

“During the dialysis, they would take out the blood to clear it from the dirt,
toxins, and oils that a human has, and God knows” (020M).

Furthermore, participant 09M, who was a 71-year-old uneducated male with five years
of ESKD, feared the dialysis procedure, as he heard that the dialysis machine flips the
individual up and down. Where in fact, this male participant had never personally
witnessed a dialysis machine or visited a dialysis unit himself. Instead, he was
influenced by second-hand information and anecdotal accounts from others, such as

stories heard from his brother.

“my brother told me.... it is a machine kept on the bed, then it flips.... [and]
shakes you up and down.... : | am scared of it.... and I did not enter the
dialysis place” (09M).
A few of the participants saw the dialysis machine and described that they saw two
wires connected to the dialysis machine; one wire takes the blood from the individual
to the machine, and the other wire carries the filtered blood from the machine to the

individual’s body.

“I saw the machine; | saw there was a wire that takes out the blood, and
another wire returns the blood” (020M).
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Some other participants held misconceptions about the haemodialysis preparation
procedure, particularly regarding catheter creation. They expressed reluctance
towards the idea of having a catheter inserted, as they perceived it as a metal object
being inserted into their skin. This misunderstanding has contributed to their refusal to

undergo haemodialysis.

“I did not get convinced, yeah, because it is a metal placed in the flesh”
(017F).

Others refused to undergo haemodialysis because they described the haemodialysis
catheter as a device, nail or hose implanted in their forearm. They also believed that if

they did not adhere to the required follow-up visits, they would ultimately face death.

“A device will be placed there[forearm].... [or][something like a nail placed
here[forearm].... and they would use .... that hose.... and if they[individuals]
did not follow up.... the device, bye [would die]. (007M).

In contrast to the participants who held misconceptions and fears about
haemodialysis, there were a few participants who demonstrated a good understanding

of the haemodialysis procedure.

Some were aware of the mechanism of dialysis and understood the purpose of the

dialysis machine.

“they filter the blood through the machine, then return it [blood] clean and
free of toxins” (019F).

Some showed a good understanding of the dialysis process, and their knowledge was
derived from reliable sources. For instance, a 61-year-old female participant
mentioned that she had heard about the dialysis procedure from her late husband,
who worked at a renal dialysis unit. But despite that, she refused to undergo

haemodialysis.

“I knew it [HD] from my late husband because he was working here [dialysis
unit].... | know this machine has two bloodlines; one takes blood from one
side, and the other one filters the contaminated blood .... and the machine

separates it” (005F).
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In summary of this section, the research findings indicate that participants' decision to
refuse to undergo haemodialysis was influenced by information or lack of information
provided by their treating physicians, information gathered from various sources, as
well as knowledge gaps that resulted in misconceptions, despite some participants

having a good understanding.

6.6 Category three: The influencers.

In addition, and in connection with the two previous categories, the decision-making
process of most research participants to decline haemodialysis was influenced by
several sub-categories falling under the main category in this section, as illustrated in
Figure 6.5. These sub-categories include 1) being influenced by the experiences of HD

users and 2) being influenced by family members and others.

Experiences of HD
users

Influencers

Family members
and others

Figure 6.5 Category Three: Influencers.

6.6.1 Sub-category one: Influenced by the experiences of HD users.
Some participants expressed satisfaction in not undergoing haemodialysis, as they
observed that dialysed individuals exhibited signs of post-dialysis fatigue and a lack of

vitality. Therefore, they rejected undergoing haemodialysis. In contrast, the
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participants reported feeling well and capable of carrying out their daily activities

without hindrance.

“I have seen those who came out from their dialysis session..... on a pulled
wheelchair or ....walking with a stick.... looked dead.... tired.... and did not
have life.... ? If | underwent dialysis, | would definitely become like
them....[but] now, | am fine and doing well (018M).

The friends of several other participants undergoing haemodialysis described the
procedure as challenging, causing tiredness and dizziness. Therefore, the participants
believed that this condition would be physically exhausting and draining, impacting

their overall well-being based on the experiences shared by other dialysis individuals.

“I am refusing the dialysis....[because] my friends are those.... who have
undergone dialysis already ..... all of them complained and stated......
dialysis is not something easy ..... you [would] come out from the hospital
tired and dizzy....[so] if they told you to undergo dialysis, do not undergo
dialysis. (07M).
Likewise, some participants opted against haemodialysis, and this decision was

influenced by personal experiences, such as the death of close family members whom

they believed passed away as a result of haemodialysis.

“my uncle did dialysis ..... and he did not continue....| mean, may God have
mercy on him [died], | refused because of that” (07M).

One participant's decision to decline haemodialysis was influenced by a friend's
experience. This 57-year-old male participant (007M) who was newly diagnose with
ESKD, believed that the absence of proper follow-up after the creation of a
haemodialysis fistula could have fatal consequences. He cited the case of a friend who
passed away because he did not attend regular follow-up appointments in regard to

the fistula and its utilisation.

“One of my friends who had the permanent catheter; he died because he
did not come for his dialysis [catheter follow up]” (007M).
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On the other hand, some other participants’ decision-making to undergo
haemodialysis was influenced by other kidney disease individuals experience who
reached the dialysis stage and waited for some time and did not embark on
haemodialysis, and then their kidney failure stage improved and did not require
haemodialysis. Therefore, the participants followed the same experience and decided

to wait, hoping their kidney failure might improve.

“Maybe my matters would get improved because | have heard from some
people that “someone’s kidney reached the dialysis stage and after some
time it became better”, then | decided to wait for some time and see”
(005F).

6.6.2 Sub-category two: Influenced by family members and others.

Nearly all participants in this study discussed their health condition and potential
interventions with others, such as family members or friends, who held reservations
about accepting the reality of kidney failure and the necessity of haemodialysis.
Consequently, the opinions expressed by these individuals significantly influenced the
participants' decision-making process, leading them to reject the notion of being in the
kidney failure stage and the need to embark on haemodialysis. These participants
believed and relied on the views of family members (such as sisters, brothers, wives,
and father) and friends, as they saw these members as having extensive experience
gained by witnessing different dialysed individuals’ situations. Therefore, some of
those family members were given the full power to decide on behalf of the

participants.

For example, certain family members believed that their ESKD individual was too
young to undergo haemodialysis and instead encouraged them to explore alternative

treatments such as kidney transplantation.

“In the beginning, my family said it’s impossible you undergo dialysis and
try to find other solution.... it’s difficult that you undergo dialysis and your
agelis] 37 [years].... you try to travel abroad [and] do [kidney]
implantation” (02M).
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Several participants provided justifications for their reluctance to undergo
haemodialysis by citing accounts they heard from others about HD users who had
experienced negative outcomes as a result of undergoing haemodialysis. For instance,
a brother and sister mentioned hearing about the unfortunate deaths of individuals
who had undergone haemodialysis. These stories contributed to their apprehension

and reinforced their decision to avoid undergoing kidney haemodialysis.

“my brothers and sisters told me that we had heard much from people who
said.... many people....from.... relatives had dialysis and died” (01F).

Simultaneously, some participants depend on their wives when reaching a decision

and perceive a sense of accomplishment due to the support they receive from them.

“If | decided to make a decision, her [wife[ decision would be the decision....
She does whatever she wants to do ....... She orders, and | implement”
(007M).

Some participants encountered various perspectives during the discussions about their
health condition with close family members. For instance, one participant's wife
discouraged her husband from undergoing haemodialysis, urging him to seek
alternative treatments instead. Her own personal experience influenced her advice, as

her father had undergone haemodialysis and died.

“My wife's father was doing dialysis .... she said,....my father stayed for a
period of time,.... | do not advise you [undergo HD] .... you need to find
another way if you can” (02M).

A 40-year-old male participant, unemployed with a secondary level of education, chose
not to undergo haemodialysis based on the instruction of his wife, who firmly
prohibited the haemodialysis option for him. In addition to the participant's friends,

she advocated for the use of medicinal herbs as an alternative approach to treatment.

“my wife....told me that dialysis is prohibited.... and they [friends] told me
not to undergo dialysis.... they advised me and told me ......... thereis a
place.... for medicinal herbs” (011M).
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Besides, some participants were significantly influenced by their parents' strong
opposition to haemodialysis as a treatment option and rejected undergoing
haemodialysis. Instead, their parents advised them to wait for a suitable kidney donor
for a kidney transplantation, disregarding the deteriorating state of the participant's

health condition.

“My mother knew about my condition.... it means my condition is
deteriorating.... she told me, you just wait, and if God willing, we will get a
donor for you.” (07M).

Furthermore, certain participants had family members who worked either as
healthcare professionals with expertise or healthcare professionals and were without
formal expertise in a healthcare institution. Consequently, these participants' decision-
making processes regarding haemodialysis were negatively influenced as they placed
significant trust in their family members' expertise and relied on their advice. For
instance, one participant, upon being informed by a treating physician about the need
for haemodialysis, became anxious about the potential impact on her ability to
conceive. This anxiety was boosted by information shared by her sister, who worked in
the hospital's food catering department and relayed a story suggesting that

undergoing dialysis could potentially interfere with completing a pregnancy.

“They [physicians] said it is very rare that who does dialysis gets
pregnant.... | asked my sister, who works here in the hospital.... and she said
there was a woman who was pregnant and aborted.... it could be that the
dialysis....substance that the baby could not tolerate” (O6F).

Most of the participants in this research were advised clearly by their friends not to
undergo haemodialysis when consulted about the participants’ kidney failure
condition, and these friends had heard that haemodialysis caused tiredness and
exhaustion. Therefore, they directed the participants to undergo kidney
transplantation or search for other alternative treatment, otherwise to undergo kidney

haemodialysis if no other treatment option.

“l got.... Football friends.... Who heard that dialysis causes tiredness and
exhaustion” (001M).
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“some people contacted me because they heard about my issue, and they
told me not to undergo dialysis.... if you are not sick and weak, | advise you
to remain as you are normal....but if you are sick and tired, that would be
something else” (011M).

This section aimed to briefly explain the influence of external factors on the decision-
making process of the research participants regarding whether to accept or reject
kidney disease progression and the initiation of haemodialysis. The subsequent section
will explore the participants' reasons for refusing haemodialysis, driven by feelings of

fear.

6.7 Category four: Fear

Fear of undergoing haemodialysis was identified as a significant driver for refusing
haemodialysis in this research study and played a crucial role in the decision-making
process. Fear manifested in two sub-categories: 1) fear of haemodialysis's negative
consequences and 2) fear of feeling stigmatised. These factors (see Figure 6.6) strongly
influenced nearly all the main categories that impacted the participants' decision-

making.

Figure 6.6 Category Four: Fear
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Most of the participants were hesitant to experience the same situations as other
individuals who were undergoing dialysis, as they felt asymptomatic and expressed a

lack of desire to learn about dialysis due to fear.

“I do not want [to know about HD], | am afraid” (O5F).

6.7.1 Sub-category one: Fear of haemodialysis negative consequences.
When participants were asked about their feelings towards haemodialysis, the
common response was that they were scared because the idea of dialysis and the term

haemodialysis was frightening.

“of course, | got scared” (07M).

“the word is scary” (011M).

A number of participants in the study reported that they declined to undergo
haemodialysis due to the negative consequences they learned about haemodialysis

from other dialysed individuals or from their own observations.

For instance, some participants feared experiencing the same symptoms and
complications as others who had undergone haemodialysis. Therefore, participants
wanted to avoid the potential suffering and discomfort that they had heard or

witnessed from others and declined to undergo haemodialysis.

“dialysis is too scary.... when you see it [HD]on others, you would say, |
might [go through same path].... | am scared of this [HD], it would be too
difficult.... and painful.... [because] when you go home, you would be tired

and cannot carry yourself” (016F).

However, some other participants believed that undergoing haemodialysis would
result in a restricted life, as it would require them to attend dialysis sessions regularly
and limit their freedom to go wherever they wanted. Therefore, they believe that their

quality of life would be compromised by undergoing haemodialysis.

“I am afraid.... | am not encouraged .... If | underwent dialysis.... | feel the
life would stop.... my movement will be restricted.... | won't be able to go
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out.... | cannot go to any place.... my life would depend on the dialysis”
(O6F).

A highly educated female participant (019F), diagnosed with ESKD for less than one
year, explained that she refused the idea of haemodialysis specifically due to the
requirement of undergoing a haemodialysis fistula creation procedure, which scared
her when she saw it on the dialysed individual's hand. The participant expressed fear
and discomfort when she saw the fistula on the hand of a dialysed individual. She
found the idea of having a foreign body in her body and being injected with a large
needle during the needling process overwhelming. She featured the needle to a sheep
injection, which further added to her concerns and reservation to undergo

haemodialysis.

“I told them [physicians] | do not want [HD].... | saw her [dialyses individual]
hand and that thing [AVF] created in her hand.... | cannot tolerate that you
look at something in your body.... It is an injection, and | imagined it as a
sheep's injection, not a human's” (019F).

In addition to the negative haemodialysis consequences, some other participants felt
that undergoing haemodialysis would be a lifetime commitment. They believed that
for those who would start on haemodialysis, there would be no way to come out of it,
and it would become a permanent part of their routine life, which might negatively
impact their life. For example, attending the hospital every three or four days would

impact their ability to fulfil personal and professional responsibilities.

“frightened me because it would be a commitment process....I will live the
whole my life on dialysis and for forever” (002M).

As a result, many participants refused haemodialysis due to their reluctance to attend

the hospital frequently and to be in-patient.

“I did not want to be in the hospital every day, and I did not want to be a
patient” (OO6F).

In addition to the life commitment, participants felt that undergoing haemodialysis
would limit their mobility and upset them as it would disrupt their lives and it would
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significantly impede their ability to travel, both within their country and abroad, due to

the challenges associated with arranging haemodialysis sessions at different locations.

“Yes....[it is] commitment.... [and] it would disturb.... [the] life.... if you are
having dialysis on alternate days, you.... do not have freedom.... to go
anywhere....[and] how would you arrange the dialysis .... if you want to
travel out of Oman... a person [would] feel upset because....this disturbs
your life too much” (012M).

Some other participants felt scared they would become bed-bound due to
haemodialysis; they had heard that people undergoing haemodialysis faced difficult

experiences when they were in the hospital and developed tiredness post-dialysis.

“I have heard....who underwent dialysis got tired and remain screaming....in
the hospital” (002M).

“I will be bedridden” (001M).

One of the other reasons that made some of the participants refuse and fear

undergoing haemodialysis was experiencing pain.

As an idea, | always think about the pain” (015M).

However, some other participants refused haemodialysis due to their fear of the

dialysis machine and their inability to tolerate the sight of blood.

“I am scared of the machine and scared of seeing blood” (005F).

Therefore, death emerged as a significant negative experience factor, leading many
participants to decline haemodialysis intervention. Some participants deemed it
unnecessary to follow the same path that others went through and expose themselves
to the risk of death as they felt asymptomatic and capable of performing their routine

daily activities.

“I do not want to repeat their [HD individuals] same experiences. As long as
I am able to carry myself, | do not want to do like them” (03F).
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Many participants reported that they had heard about the death of dialysed
individuals within three or four sessions of haemodialysis. For example, a 46-year-old
male participant with an intermediate level of education and four years of ESKD, felt
that he had had enough and was fed up (Mataged) with hearing frequently about the
death of his friends or people he knew. As a result, he felt there were no positive

outcomes associated with undergoing haemodialysis.

“there were people who died, | asked about them....some of them got three
sessions, and others got four sessions.... But | do not know .... The reasons
that led them to die fast” (02M).

” Taqadet [| get fed up].... frankly, | see... the negative thing [from]...
dialysis... [because] half or ten of my friends [who] underwent dialysis,
tkharajo, which means they died” (07M).

A 57-year-old female participant with less than one year of ESKD and limited education
had a distressing experience witnessing the death of other individuals with ESKD
during haemodialysis while accompanying her mother. Consequently, she became
frightened when informed of her own need to undergo haemodialysis and

subsequently refused the treatment.

“I do not want to undergo dialysis.... telling you the truth, | am scared....
there are people who died when on dialysis; we have seen them many
times.... when we followed up.... with our mother” (014F).

Other participants held the view that undergoing haemodialysis would end their lives,
and they had some concerns about some of their family members. For example, they
would leave behind their young children who cannot manage their lives alone and
would have no one to look after them. Additionally, another significant concern was

the thought of not being able to see their family again.

“dialysis scares me.... if | underwent dialysis .... | am scared that | may not
see my family again” (O8F).

“it [death] made me scared because | am thinking about my children all the
time.... my children are small, | am scared that one day | will leave them due
to this disease” (02M).
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“I got scared, and | remained thinking....I will die and leave my daughter....
how would my daughter manage her life?” (013F).

Most of the participants in this research study constructed their fear of undergoing
dialysis based on their perception of death as a potential consequence. They perceived
that they must think about death because they were worried that their vein might be
cut off and they would die during the process of filtration of blood. Furthermore, they
emphasised worries about their bodies being unable to tolerate dialysis and potentially

resisting the treatment, and they were unsure if they would remain alive.

“I am thinking, God knows what would happen to me after the
dialysis....will | remain alive? Will | resist or tolerate it [HD]?.... people must
think about it[death].... could be while taking out my blood, | die, or while
processing the operation, they might cut off my vein, and | die” (020M).

6.7.2 Sub-category two: Fear of feeling stigmatised.

Feeling stigmatised is another potentially negative consequence of haemodialysis and
the second sub-category within the fear category. A set of the participants in this
research experienced feelings of stigmatisation, leading them to avoid community
social gatherings due to the pity and sympathetic perceptions associated with their
health condition. This stigmatisation deeply frustrated them, as it further exacerbated

their existing vulnerability.

“ves, | feel shame......... I mean, you would feel like you are thrown in a deep
hole, and everyone looks at you from different angles, so you imagine
yourself small ...... everyone talks about you, for example...... you find

everyone throws talks on you” (02M. 37 yrs old).

A few participants in the study expressed that individuals within their community
labelled those with ESKD who required haemodialysis as individuals who were nearing
death. This labelling contributed to the stigmatisation and negative perceptions

associated with ESKD and haemodialysis.

“people would perceive that ....who continue on dialysis means ....that this
person reached the end [die] ..... everyone would say reached the end and
reached the end” (07M. 46yrs old).
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So, those participants expressed a reluctance to discuss their iliness and their potential
need for haemodialysis with others in the community because people in the
community often enquired about the reasons behind their disease occurrence and
questioned why they had developed kidney disease at a young age, for example, at 23
years age (see Table 4.3). Therefore, they wanted to avoid being perceived as weak or

labelled based on their kidney failure condition.

“[due to] society's perception... | avoid talking about my health
condition...[as] they [community people] keep telling me that | am still
young ..... and how this [kidney failure] happened” (06F. 23yrs old).

Another 42-year-old female participant expressed that she could not bear the thought

of others seeing the haemodialysis catheter on her forearm.

“I cannot tolerate that.... [someone] looks at something in your body
[forearm].... [such as] device appearance” (019F. 42yrs old).

In summary, the findings from this section revealed that participants' fear was
influenced by haemodialysis's negative consequences and feeling stigmatised, leading
them to reject medically advised haemodialysis. The subsequent section will also
explore several factors contributing to participants' refusal of haemodialysis and taking

control of their health condition.

6.8 Category five: Self-Control

Almost all the participants in this research study rejected undergoing haemodialysis
when treating physicians discussed the treatment plan with them once they reached
the fifth stage condition. When discussions focused on future plans and the potential
for their condition to deteriorate, they reconsidered their initial decisions and
contemplated alternative approaches to self-manage their health condition, seeking to
avoid undergoing haemodialysis. The desire to have self-control is one of the
influencing factors that caused participants to refuse to undergo haemodialysis. It
consists of two sub-categories, as displayed in Figure 6.7: 1) Looking for alternatives

and 2) Fatalism.
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alternatives

Self-control

Figure 6.7 Category Five: Self-control

6.8.1 Sub-category one: Looking for alternatives.

Some participants expressed a desire to delay the initiation of haemodialysis as they
preferred to continue on their oral medication, seek second consultations, both locally
and internationally, and explore alternative treatments rather than undergoing

haemodialysis.

“I have no intention of undergoing dialysis....I will try to postpone it a little
bit” (02M).
In regard to seeking a second consultation, some participants chose to decline
haemodialysis after travelling abroad for a second consultation, as they were content
with the opinions and recommendations provided by the physicians they consulted.
These participants were able to avoid undergoing haemodialysis by following the

prescribed course of oral medications and regular follow-up appointments.

“my kidneys got saved from the dialysis.... [because]he [physician abroad]
said, she [participant] does not need dialysis.... and they gave me
medications.... and said, come again for follow-up” (05F).

In the case of some participants, physicians abroad informed them that they had not

yet reached the stage of kidney failure that necessitated haemodialysis. Consequently,
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these participants were advised to continue with their prescribed oral medications, as

they were deemed sufficient for their condition.

“he [physician abroad] told me, do not undergo dialysis.... because your
current stage did not require you to undergo dialysis.... you just need
medications only.... [you] continue on your medications” (011M).

As a result, some of these participants believed that physicians in other countries
possessed superior knowledge and expertise compared to physicians in Oman because

they were able to save them from undergoing haemodialysis.

“You see, they [physicians in Oman] would trouble me with their decision
and dialysed my kidneys” (O5F).
Some participants strive to maintain their health through a balanced diet and

prescribed medication, with their primary focus being to undergo a kidney transplant

“I will maintain it [kidney] through the diet and taking medications.... my
vision is going for implantation if Allah permits” (019F).

On the other hand, a male participant with an eGFR of 11% reported that their treating
physicians recommended travelling to Thailand for a second consultation and better
treatment. After the experience in Thailand, the participant thought of travelling to
India. This would offer the participant the potential for treatment via intravenous

infusions, avoiding the need to undergo haemodialysis.

“he [treating physician] said the treatment would be better in
Thailand....after that, | had an idea to go next to India.... because | believe
people in India wanted money...... and they would not tell you this [HD]....

he [physician in India] told me, if you did not undergo dialysis, | would treat
you.... [with] infusion” (018M).

In addition to the aforementioned factors, a number of participants opted for non-
medical therapies as an alternative approach to avoid undergoing haemodialysis as
they believed that these non-medical therapies are safe and free from harmful side

effects.
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“l use the folk medicine therapy; it is not like what you would say harmful
to the body. No” (012M).

As an example, one such folk remedy involved the use of frankincense and pumpkin.
They believed that soaked frankincense acted as a diuretic, causing them to pass urine
frequently throughout the day. They viewed this practice as a natural way to promote

kidney function and potentially alleviate the need for haemodialysis.

“l use frankincense.... | soak it in a Still water bottle.... | take one glass....
before breakfast.... so this works as a diuretic and makes me urinate”
(012M).

Furthermore, some participants held the belief that pumpkin was 100% effective in
treating kidney disease, which they had learned from others who were on the edge of
undergoing dialysis. They also considered pumpkin to be a safe remedy and even

regarded it as a palatable addition to their diet.

“The second thing | use pumpkin.... this pumpkin is number one and good
for kidney treatment 100%.... people who tried this pumpkin.... were close
to undergoing dialysis.... So, the pumpkin is too beneficial....it does not
harm.... it is a taste that is added to the food” (012M).

6.8.2 Sub-category Two: Fatalism.

In terms of self-control, in this study, participants engaged in fatalistic behaviour to
indicate that they have no power to change their health condition and procrastinate

undergoing haemodialysis, where everything is in God’s hands.

“Lives are in Allah’s hands” (001M).

Most of the participants at the time of the interview expressed that they were feeling
fine and rejected the idea of undergoing haemodialysis. However, they emphasised
that if the actual day of haemodialysis were to arrive, they would agree to and begin
haemodialysis. They believed that their deteriorating health condition at that point
would be the compelling factor and acknowledged that they would not have the

power to avoid undergoing haemodialysis. Therefore, they will wait till that day reach.
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“I will not undergo dialysis since | am [able to] carry myself.... [but] when
that day comes, and | become sicker after that there is no might nor power
except in Allah, | cannot do anything, but now.... | do not want [HD]” (03F).

They regarded the need for haemodialysis as the outcome predetermined by God’s

judgment, accepting it as their destined path.

“so if it happened, it happened” (07M).

“I wish if Allah is willing not to undergo dialysis.... [but it’s] Allah’s
judgment” (O8F).

Moreover, the participants perceived that if God granted them the ability to live
without the need for haemodialysis, they would carry on their lives accordingly.
However, if God determined that haemodialysis was necessary for them, they believed
they had no power to reject it. They considered themselves equal to those who had
already undergone haemodialysis, including women, youth, and children whom they

had witnessed. Nonetheless, they prefer not to undergo haemodialysis as they fear

death and their desire for a longer life.

“When we attend the follow-up clinic.... we see them ourselves.... most of
them are youth, women, and .... children on dialysis.... so, | am not better
than those people.... but Allah chose them to be on dialysis, so, if | would
have live without dialysis, | will live, and if Allah chose me to be on dialysis, |
would handover.... that to his mighty Allah .... [but] anyone does not prefer
to undergo dialysis.... [as]everyone feared death and.... would like to have
prolonged life” (012M).

Some other participants refused to undergo haemodialysis because they felt fine; they
explained that they were not scared of undergoing haemodialysis and they would
accept whatever God planned for them, as he is the ultimate healer of their disease. In
addition, when the time comes and complications develop, physicians are free to do

whatever they want, as the matter is in God’s hands.

“Really, I am not scared, | swear, | am not scared.... | accept whatever
comes from Allah.... | have nothing, and Allah is the healer.... [but] | told him
[physician] once | become tired you do whatever you want that time ....but
now [ feel myself is fine and have no problem” (017F).
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Consequently, the findings revealed that the participants preferred to pray to God,
believing their health condition would be healed, and consequently, they

procrastinated undergoing haemodialysis
“I would pray to God, and maybe something might happen.” (006F).

In contrast to the experiences of other participants, one individual felt no shame or
hesitation in discussing his kidney failure condition and the recommended intervention
of haemodialysis with others. This participant held the belief that his disease was given

by God and trusted in God‘s ability to heal his disease.

“I am not ashamed,; this is a sickness given by Allah, and Allah will heal me”
(09M. 71 years old).

At the conclusion of this section, the individuals in this study relied on the reasons that
led them to refuse haemodialysis and relied on God in making their decision. They
believed that they could manage their condition without dialysis by exploring
alternative options, such as seeking a second consultation and following
recommendations, especially when dialysis is not the choice. Otherwise, they
preferred to explore traditional treatments based on the experiences and guidance of

others.

6.9 Participants who underwent haemodialysis.

In addition, it is important to highlight the findings that focused on the participants
who initially refused haemodialysis and then accepted to undergo haemodialysis.
Section 5.1.3 explained the theoretical sampling and the recruitment amendment that
was made to include the ESKD who were at stage five and started on haemodialysis
after their initial refusal. Those participants' decision-making was found not to be a
definite process when they initially refused haemodialysis, and their decisions were
always influenced by different factors, whereby their decision changes were similar to
those of the refusal ESKD group. For example, if they felt extremely symptomatic or
the treating physicians informed them that their eGFR became worse, that then

triggered them to re-visit their initial decision and make a new decision based on their
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current health status. So, this implies an ongoing decision-making process. When their
ESKD condition deteriorated and undergoing haemodialysis was unavoidable, they

accepted and surrendered to undergo haemodialysis because it became real.

“veah, | was not agreeing, but when he [physician] informed me that my
condition was deteriorating and | must undergo dialysis now and
immediately ..... | said, what to do.... | must agree, and | have no other
choice” (001M).

“I got convinced when ..... the axe fell into the head” (007M)

Of those seven participants who started on dialysis, five of them felt regret that they
did not start dialysis on time, and they felt that they would advise others to undergo

haemodialysis when medically advised.

“I regret that | did not undergo catheter creation....l did not know what |
was thinking, | was trying to procrastinate and avoid it [HD].... | would tell
him [ESKD individual], the good thing, you go for it [HD], and do not
wait” (O05F).

Despite undergoing haemodialysis and feeling better, two participants were not
convinced to continue on haemodialysis, and their medical records showed

inconsistency in attending dialysis sessions. These participants had faith in God that

their kidneys would recover, and they would lead a normal life without haemodialysis.

“till now, | am not convinced.... | hope Allah heals me.... that my kidney
would function again” (006F. 25yrs old).

“I did not come; it was on Wednesday. They told me to attend the dialysis
on Wednesday, but | told them | am not coming” (007M. 57yrs old).

In summary, the decision-making process for the haemodialysis refusal group and the
group that opted for haemodialysis almost followed the same pattern of influences. In
addition, the main trigger for undergoing haemodialysis is the deterioration of their

health condition with obvious complications and symptoms.
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6.10 Grounded theory and interrelation of categories

As indicated previously, the five identified categories were more than just an
overlapping set of factors that influenced the individuals affected by ESKD in this
research study to refuse haemodialysis; they are part of a continuous process where
those categories were being completed, continuously revisited in different ways by

different people as a part of the decision making.

The fundamental social process of these five categories demonstrates an ongoing
development that is not entirely sequential for most of the participants, where most of
the categories took the form of revisiting or re-evaluating processes. Each category has
its own characteristics, and sub-categories were found to repeatedly influence each

other and affect the refusal decision-making process of an individual.

In this study, the social process of ‘balancing’ while making a decision to refuse
haemodialysis is an ongoing, revisiting choice process over time and an endless cycle
as a ‘spiral movement,” establishing its connection with the five key factors that
influence individuals affected by ESKD decision-making and considering the balance
benefit-risk decision (Figure 6.8). Notably, progressing forward does not hinge on
completing the previous decision-making process. The primary process of ‘balancing’
was at the core of the grounded theory on haemodialysis refusal decision-making

among individuals with ESKD in this study.
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Figure 6.8 The Haemodialysis refusal decision-making process theoretical Framework.

This section explains the grounded theory's connection to the balance of the factors
that help the participants make decisions. Figure 6.8 displays the relationship between
the decision-making process within the five categories and the categories'
interconnections. The participants' decisions were influenced by several factors,
ultimately leading them away from undergoing haemodialysis. The highlighted factors

stand as standalone categories; the interconnecting factors are described as follows.

Each participant in this study went through different stages, with various factors
influencing their decisions to refuse haemodialysis at different points. Each participant

had a personal journey encompassing all of these factors.

For example, in the case of participant 018M, an interconnection appeared between
the information given by the treating physician advising him to undergo haemodialysis
due to his weakening kidney condition and the participant's understanding of his
illness “I have weakness in my kidney....and the weakness doubled". At that stage, he
refused to undergo haemodialysis because he conceptualised that he did not complain
of kidney pain, “I do not have pain in my kidney or complications”, and he did not reach

the dialysis status as he did not develop any complications. Then demonstrating a
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knowledge gap was another linked factor as he was convinced that the prescribed
medications would prevent him from developing kidney complications and maintain
his kidney function: “It [medication] prevents this from enlarged [the complications] ...
and increase the flow of this [urine]”. Consequently, he balanced these factors and
decided to refuse dialysis regardless of his kidney’s current level. Another knowledge
gap is highlighted, as he believed his kidney condition is hereditary and would not lead
to complications “It is hereditary....I do not think there would be complications”. This
belief is interlinked with fatalism feeling since he believes that if he developed kidney
complications at any time, he would undergo dialysis to relieve his pain: “If | was sick....
I would agree to it....because dialysis would relieve my pain". Therefore, a clear
interconnection emerged between the participant's decision to refuse haemodialysis,
the information provided by the physician, the participant's self-conceptualisation,

knowledge gaps, and feelings of fatalism.

Another example demonstrates the interconnection between participant 005F, her
realisation of biomedical markers, specifically a significant reduction in eGFR over five
months, and the physician's recommendation for her to undergo haemodialysis due to
the substantial drop in kidney enzymes haemodialysis. However, she did not feel that
she had reached the stage of kidney failure yet, stating, "/ was not convinced....I do not
feel sick." Consequently, she did not fully consider the treating physician's information
and advice because her main concern was that she felt asymptomatic, had good urine
flow, and was able to move around despite feeling tired at times, "my urine was
flowing well .... although | felt tired, | was able to roam here and there." The
interconnection in this element seems to be related to her perception of herself as fine
and asymptomatic despite the evidence from biomedical markers and the physician's
information and advice. She had to weigh the benefits and risks of accepting the
diagnosis of kidney failure and opting for haemodialysis against her current state of

feeling fine, but she preferred to refuse haemodialysis.

Almost all the participants experienced fear of undergoing haemodialysis, and it had

different impacts on their experiences of weighing up the direction to avoid
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haemodialysis. Therefore, fear presented a strong relationship with almost all of the
factors in this study. For instance, one of the interconnections is the negative
experiences of haemodialysis users such as sisters, nieces, mother-in-law, uncle,
brothers, and others, which influenced most of the participants to fear undergoing
haemodialysis and decided to refuse it because they did not want to undergo the same
negative experiences (fear of HD negative consequences). Therefore, they bargain with
their treating physicians to delay the haemodialysis and provide them with a chance to
continue with their prescribed oral medications, as they feel asymptomatic and
performing normal life (Self-conceptualisation). Another link is due to fear of dialysis;
the participant decided to seek a second consultation either within the country or
abroad to find alternative treatment replacing the haemodialysis because they
believed that starting on dialysis would not end. Therefore, on some occasions, the
participants relied on the second consultation advice to continue the orally prescribed
medication and omit the dialysis as much as they could (information provided by the

physician).

Moreover, fear due to some misconceptions, for example, that the haemodialysis
machine shakes the individual up and down, influenced the participants’ decision to
refuse to undergo haemodialysis and prefer to travel abroad to search for alternative

treatment.

They also demonstrated fear of being committed to attending dialysis sessions
because it would limit their movement and restrict their diet and fluid intake, as they
heard and witnessed other haemodialysis users' experiences (influencers). Therefore,

they decided to consult their family member and pray to God.

Fear of pain and becoming bed-bound had a relation to refusing the haemodialysis and

delaying the maximum time to go for kidney implantation (looking for alternatives).

Additionally, Lack of knowledge about kidney failure disease was a factor that
influenced some participants to refuse dialysis, as they held a concept that if they

started on dialysis, their kidney condition would turn into a chronic condition.
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Moreover, fear of death is linked with participants’ decision to refuse haemodialysis
and start on folk remedies, for example, frankincense and pumpkin, as they are safe to
use and have no side effects (looking for alternatives). Finally, because they wish to
live long periods of life, they believe that God would take over their health matter and
decided to ignore the fact and wait till the defiant day of dialysis arrived, and at that
time, they would have nothing to do except accepting the fact of undergo

haemodialysis (fatalism).

6.11 Conclusion

This chapter describes the study data analysis and the emergence of grounded theory.
Through data analysis, a grounded theory was developed, and the decision-making
process related to refusing haemodialysis was outlined. This theoretical framework
consisted of five distinct categories, which aimed to explain the factors influencing the
decision-making journey of individuals with end-stage kidney disease who choose to
refuse haemodialysis.

The theoretical framework illustrated how individuals' decisions to refuse

haemodialysis are influenced by various factors and how they 'balanced' the benefits
and risks involved. This process involved self-management, seeking second opinions, or

relying on the advice of others while trying to delay dialysis as much as possible.

Most of the participants in the study engaged in a state of 'denial,’ to refusing
haemodialysis. They perceived themselves as healthy due to the absence of noticeable
ESKD symptoms, and many preferred to continue with orally prescribed medication.
However, a few participants considered kidney transplantation as an alternative

option.

The role of spirituality and religion played a fundamental part in the decision-making
process for some participants. They believed that they had no power to change their
health conditions, as everything was in God’s hands. Their faith led them to try and
delay undergoing haemodialysis for as long as possible, but they would ultimately
surrender to God’s will if the need arose. They recognised their limited power and

believed that they had no authority to reject haemodialysis if God determined that
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haemodialysis was necessary for them. In the end, they would continue to pray for

healing.

The next chapter will discuss the research outcomes by situating them within the

framework of both practical observations and theoretical literature.
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Chapter 7 Discussion

This chapter provides a comprehensive overview of the principal findings emerging
from the current research study, offering valuable insights into the decision-making
processes under investigation. It systematically examines the implications of the

study's results, drawing comparisons with other pertinent empirical research within

the field.

The experiences of Omani individuals affected by end stage kidney disease in this study
contributed both novel and confirmatory findings related to their refusal of
haemodialysis. The analysis of research data revealed that the central social process of
'balancing' is an integral part of the decision-making process, which is underpinned by
various interconnected factors that influence individuals affected by end stage kidney
disease refusal of haemodialysis. This refusal is part of the decision-making process,
which is connected with the core category of balancing benefits and risks. The main
overarching categories identified in this study demonstrated individuals' decision-
making process and its impact on their overall health status. Although each individual
experienced the decision-making process related to haemodialysis refusal differently
and at different stages in their journey, they exhibited almost the same influencing

factors.

The concept of refusal in this study is based on the Omani context. The refusal to
undergo haemodialysis among individuals with ESKD emerges as a significant concern.
The term ‘refusal’ in this context, refers to the decision by Omani individuals choose to
decline to undergo haemodialysis treatment despite medical advice indicating its
necessity for sustaining life and managing their condition. This decision, though rooted
in the principle of individuals' autonomy, often reveals underlying factors that
complicate the notion of making a decision. Through my PhD research project, it
became evident that many individuals who refused haemodialysis in Oman were not

fully informed about the implications of their decision.
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Therefore, several key factors have contributed to the phenomenon of uninformed
refusal to undergo haemodialysis among the individuals affected by ESKD stage five in

Oman.

Decision-making is an essential task that guides individuals facing iliness in treatment
preference situations, where they must choose one treatment option from among
several alternatives (Chandaran et al., 2021; Kim & Son, 2022). In this study, the main
factors that influenced the individuals affected by ESKD decision-making included self-
conceptualisation, acquiring knowledge, influencers, fear, and self-control, as shown in
Figure 6.8. A literature review conducted by Chandaran et al. (2021) identified a
number of main factors influencing the decision-making of individuals with chronic
diseases. For example, personality and experiences, as found by Chandaran et al.
(2021), align to some extent with this study's findings about self-conceptualisation and
influencers. Where Chandaran et al. (2021), discuss awareness and knowledge, this
study found the process of acquiring knowledge to be an important factor influencing
individuals with ESKD to refuse haemodialysis. Chandaran et al. (2021) reported that
values and internal beliefs influenced the decision-making of individuals with chronic
diseases, which is consistent to some extent with this study's results about feeling fear
and fatalism. However, the communication, socio-demographic, and psychological
factors found by Chandaran et al. (2021) did not manifest in the current study

population.

In general, decision-making entails individuals evaluating the risks and benefits linked
to different options, requiring an understanding of the risks and the capacity to
compare them with alternative treatment options (Chandaran et al., 2021). The
decision-making process of initiating or forgoing kidney interventions in ESKD is
complex and dynamic, developing over time. People with Chronic Kidney Disease (CKD)
conveyed feelings of denial about prognosis, subjective perception of deteriorating
health, and ultimately refusing dialysis (Ashby et al., 2005; Chan et al., 2020). In this

chapter, the most prominent finding identified is that the decision-making process is
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associated with feelings of denial and fatalism. These two significant key factors are

interlinked and shape the individuals' lived experience of haemodialysis refusal.

Four key concepts are discussed in this chapter:

Haemodialysis refusal decision-making process.
Denial.

Fatalism.

P w N

Models of grief.

7.1 Haemodialysis refusal decision-making process.

The grounded theory in this study is constructed around the haemodialysis refusal
decision-making process, indicating that the decision-making process for Omani
individuals with end-stage kidney disease (ESKD) is a continuous and revisited process.
Almost all individuals affected by ESKD in this study who refused to undergo
haemodialysis consistently engaged in contemplating and balancing the benefits and
risks of their haemodialysis refusal decision. They revisited triggering factors and
constantly reflected on the decision, demonstrating that the haemodialysis refusal
decision is not a fixed decision but an ongoing process as most individuals affected by
ESKD consider their feelings and how they feel about different influencing factors, for
example, denial of reaching the end-stage kidney failure condition, fear of
haemodialysis, the experiences of other haemodialysis users, misconceptions about

haemodialysis, and applying fatalistic behaviour.

The decision-making process among individuals with Chronic Kidney Disease (CKD)
mandates continual adaptation to align with dynamic circumstances, evolving as
individuals' health conditions progress along their disease trajectory (Hussain et al.,
2015; Chan et al., 2020). In this study, the results were clear and prominent, and the
core category of the decision-making process, supported by five main categories,
effectively balances the benefits and risks. Participants in this study highlighted the
challenges that they faced in their journey towards decision-making regarding

haemodialysis refusal. Within those five main categories, factors that link them were
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identified, displaying interactions shaped like a spiral. This structure involves a
progressive circular movement, each step building on the previous decisions made in

relation to these factors, as shown above in Figure 6.8.

In this study, individuals affected by ESKD perceived that commencing haemodialysis
would actually shorten their lives. A considerable number demonstrated a lack of
comprehension regarding the progressive nature of their disease, influenced by factors
such as denial, feeling asymptomatic, the level of GFR, and fatalism. However, some
haemodialysis users shared negative experiences with the aim of dissuading individuals
affected by ESKD from opting for haemodialysis. Additionally, the family members and
friends of individuals affected by ESKD also played a significant role in influencing their

decision to refuse to undergo haemodialysis.

In contrast, another interconnected factor, as described by participants in this study,
pertained to the fear of negative consequences associated with haemodialysis,
including complications and mortality. Where some participants expressed concerns
about potential stigmatisation associated with being identified as individuals with ESKD
and undergoing dialysis, the possible explanation for these differences might be that
individuals with ESKD discussed their health condition with family members, such as
spouses, children, and friends, seeking advice regarding the diagnosis of end-stage
kidney failure and the medically advised option of haemodialysis. Some individuals
affected by ESKD described their family members or friends encouraged them to avoid
undergoing haemodialysis. This is primarily attributed to their family and friends’
beliefs and lack of understanding of kidney failure conditions and dialysis. Moreover,
the individuals affected by ESKD lack of symptoms and concerns about haemodialysis
complications may have persuaded their family members and others that undergoing
haemodialysis was unnecessary. Instead, they preferred to continue with their orally
prescribed medication, considering it sufficient, or explore alternative treatments such

as kidney transplantation.

However, these findings contrast with those of Hussain et al. (2015), whose systematic

review of qualitative research on individuals affected by ESKD and healthcare
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professionals decision-making regarding initiating and stopping kidney dialysis
revealed that families encountered substantial challenges in decisions to withdraw
treatment. Families often found it difficult to distinguish between 'allowing death' and

‘actively choosing it,' leading to a deep sense of guilt associated with these choices.

Individuals with ESKD in this study used Google as their primary search engine to seek
information about signs and symptoms of kidney failure, as well as information that
could potentially help them avoid undergoing haemodialysis. Furthermore, they highly
valued the real-life experiences of other haemodialysis users and sought direct advice
and insights from them because they believed that the personal accounts of
haemodialysis users provided a trustworthy understanding. WhatsApp messages from
fellow haemodialysis users influenced participants with ESKD in this study to reject the
treatment due to fears of negative effects. This resistance may stem from their
satisfaction with daily activities and a reluctance to seek clarification from healthcare

providers regarding their condition.

Engels et al. (2022) demonstrated that a kidney failure decision aid could support
individuals with ESKD in selecting treatment options. The aid included a paper
handout, an interactive website, and a personalized summary sheet. The interactive
website offered comprehensive information, featuring customisable elements such as
guestions, exercises, infographics, and videos. This tool was regarded as essential for
informed decision-making, with enhanced navigational buttons and an option for
individuals with ESKD to share their summary sheets directly with clinicians. However,

such support may not always be effective in practice.

Chan et al. (2020) randomised control trial study showed that Individuals in the
advanced stage of chronic kidney disease often experience regret when faced with
decisions about whether to undergo dialysis or choose palliative care. The individuals
often find the decision-making process emotionally challenging in such situations.
Therefore, a brief hope intervention is employed to assess the hope level, decisional

conflict, and quality of life in individuals with ESKD. A higher level of hope in individuals
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was associated with a decrease in both physical and psychological symptoms (Chan et

al., 2020). These did not appear to be the case in this research study.

The finding of this current study is consistent with that of Boateng et al. (2018)
framework, as they reported that decision-making among individuals with ESKD who
undergo kidney replacement therapy and decide to withdraw or discontinue dialysis is
a continuous and recurrent process. As they were faced with the challenges of coping
with and managing ESKD and actively adapting to the treatment's new reality, the
individuals with ESKD must reassess their decisions each time they approach a
scheduled treatment. There are similarities between the interlinked factors expressed
in this study and those described by (Boateng et al., 2018). For instance, personal
factors play a significant role, as individuals with ESKD perceive that initiating
treatment will save their lives, viewing it as a curative intervention. Additionally, most
of them lack an understanding of the chronic nature of their disease, with their
perceptions influenced by a lack of knowledge and shaped by religious and spiritual

beliefs.

This study also confirmed that searching for alternatives and using traditional
treatment is consistent with that of Boateng et al. (2018), who reported that
individuals with ESKD preferred seeking kidney transplantation overseas and
occasionally used traditional medicine and faith healing alongside biomedical
approaches. Furthermore, a support network, as described by participants in Boateng
et al.'s (2018) study, was observed among individuals with ESKD within the dialysis
unit. In this network, they shared information and ideas with other individuals affected
by ESKD to strengthen the decision to continue treatment. Contrary to this, the
narratives of individuals with ESKD revealed that their association with haemodialysis
users within their network had a detrimental impact, leading them to distance
themselves from haemodialysis. This influence was attributed to the dissemination of
negative consequences associated with haemodialysis, including fatigue, lifestyle

restrictions and death.
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Boateng et al. (2018) demonstrated that financial considerations and the availability of
dialysis centres were influential factors in treatment sustainability and broad
consistency with Mohamed Hussin and Syed Jamaludin (2023) findings. However, no
evidence of health service availability and costs was detected in this study, as health
services are available for each 10,000 population, and all health services, including

haemodialysis, are free for Omani citizens in Oman, as described in section 2.2.

In contrast, a literature review (Duma et al. (2020); Kaltenmeier et al. (2020); Dias et al.
(2021); Birkenbeuel et al. (2022); Hu et al. (2022)) focusing on individuals with various
types of cancer revealed that the influence of social networks, family and friends, and
treatment negative consequences were not evident among those with cancer
conditions. However, socio-demographic factors such as advanced age, marital status,
race, ethnicity, gender, earlier cancer stage, and lower income, particularly being
uninsured or reliant on Medicaid, were found to be associated with the refusal of
medically recommended chemotherapy or cancer surgery and were further linked to a
poor prognosis (Duma et al., 2020; Kaltenmeier et al., 2020; Dias et al., 2021;
Birkenbeuel et al., 2022; Hu et al., 2022; Jabbal et al., 2023). Furthermore, in the
context of COVID-19 vaccine status, some individuals decline to receive the COVID-19
vaccine due to negative information about its safety and efficacy that they have
encountered through social media and friends (Soares et al., 2021). This aligns with the

earlier findings of this study.

In accordance with the results of the present study, the decision-making process is
continuous and revisited by individuals affected by ESKD when it comes to refusing the
initiation of haemodialysis medical advice due to different interlinked factors indicated
in this study. Strohschein et al. (2011) took a pragmatic utility approach to examine the
concept of decision-making among older individuals with cancer. They have
demonstrated that some qualitative studies, particularly focusing on older individuals
with cancer, indicate a prevailing perception that decision-making is not a one-time
event but an ongoing process involving various steps and revisitation over time. It is

initiated at diagnosis and persists throughout the disease trajectory, extending into
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end-of-life care. This process is individual, highlighting interactions among ill

individuals, family, and healthcare providers.

Some individuals in those studies acknowledged the significance of family involvement,
considering factors like not burdening family members or family roles in decision-
making. Despite valuing family input, individuals also stress the importance of personal
ownership and autonomy in decision-making. The balance between individual and
communal decision-making is influenced by cultural contexts. Moreover, Strohschein
et al. (2011) reported that the individuals highlighted the role of interactions with
healthcare professionals as integral to their decision-making. Some viewed treatment
as their physician's choice and willingly followed prescribed plans, while others faced
challenges in deciding against recommended treatments. Whereas in tourism
literature, Decrop and Snelders (2005) found, in their qualitative study using grounded
theory, that vacation decision-making is a complex and ongoing process influenced by
various factors, including environmental, personal, interpersonal, and situational
elements. For example, emotional factors play a significant role, sometimes leading
individuals to make spontaneous decisions based on momentary moods. The decision-
making process extends beyond the initial choice, with late decisions often influenced

by risk reduction and situational variables.

Additionally, Griva et al. (2013) emphasised that the decision-making process for
individuals undergoing haemodialysis is influenced by various internal and external
factors, which can either support or challenge adherence to treatment. Internal factors
encompass elements such as knowledge, beliefs about medication, personal control,
risk perceptions, and lifestyle preferences. External factors include the impact of
family, peers, and societal influence. In the present study, the experiences of
individuals with ESKD in refusing haemodialysis were shaped by the influence of family,

peers, and friends.

Culturally, Omani families typically take the form of extended families, with the father
serving as the authoritative figure and the mother playing a pivotal role as the primary

agent in socialisation (AL-Sawafi et al., 2021). Parents in Oman frequently take on the
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responsibility of making significant decisions for family members, including those
related to education, marriage, and treatment (Al-Barwani & Albeely, 2007). Omani
families are characterised by robust interpersonal relationships and interactions, and

they typically handle family matters internally.

In the Omani cultural context, families frequently participate in decision-making when
it comes to illness and wield a significant impact on treatment choices (Arabiat et al.,
2021). Individuals are often accompanied by family members during their medical
consultations, in this study, individuals with ESKD placed their trust in their families
regarding treatment options, considering the past experiences and knowledge of
family members related to the illness or its treatment. They believed that ESKD and
haemodialysis are life-threatening and might lead to complications and early death.
Therefore, they advised individuals with ESKD to refuse haemodialysis and rely on
prescribed oral medication or explore alternatives, including seeking a second medical

consultation, or undergoing kidney implantation abroad, or considering folk remedies.

These findings align with the data reported in the systematic review by Lamore et al.
(2017), which identified family members as significant contributors to treatment
decision-making in fifteen studies. Family members were found to offer various forms
of support, including emotional, informational, and esteem support, with
informational support being the most frequently provided. Specifically, family
members often summarised and reiterated the information presented by physicians to
individuals with chronic diseases. Additionally, they filtered out treatment options that
conflicted with either the individuals' or the families' preferences, aiming to prevent

overwhelming those effected by chronic diseases.

Consistent with Lamore et al. (2017), this research found that family members often
serve as intermediaries between individuals affected by ESKD and their treating
physicians. Family members can act as active advocates for individuals with ESKD,
defending their interests, providing important information such as medical histories,
and asking questions to better understand treatments, including alternatives and

potential outcomes. This role highlights the strong alliance between those affected by
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ESKD and their families. However, this study was unable to demonstrate that family
members attending medical consultations often act as messengers to the extended
family, sharing information from the consultation and supporting the haemodialysis
refusal decisions of individuals with ESKD. This role can be stressful and may lead to

family conflict.

Furthermore, in the context of haemodialysis refusal decision-making in individuals
with ESKD, the findings of this study are consistent with those of Lamore et al. (2017).
Family members frequently exert direct influence on treatment decisions by offering
not only emotional and informational support but also through specific actions, such as
expressing opinions on treatment options, encouraging individuals to consider the
family’s perspective, or persuading them toward particular choices. This direct
influence can significantly shape critical decisions, including treatment refusal, and

may ease the burden of decision-making on the individuals.

In this study, some elements within that decision-making process mirror some of the
elements of the grieving process highlighted in the ...... Klbler-Ross, such as denial and

bargaining.

Peer influence plays a critical role in shaping individuals' treatment decisions. Positive
experiences in others may motivate individuals to pursue similar treatments, whereas
witnessing complications can lead them to reject certain options. Additionally, when
considering treatment choices, individuals are often guided by a desire to maintain

their current lifestyle and the opinions of family and friends. (Morton et al., 2010).

This study corroborates the findings of the systematic review by Lamore et al. (2017),
indicating that family influence can be perceived negatively when family members
interfere in the decision-making process by pressuring individuals with chronic
diseases, exhibiting a dominant attitude, or overwhelming them with information.
Furthermore, the presence of family members during consultations can create tension

and inhibit individuals from discussing certain topics. In some cases, when family
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members act as the primary communicators with the medical team, individuals with

chronic diseases may struggle to fully comprehend the decision-making process.

It is encouraging to compare the findings of this study with those of Lamore et al.
(2017), which reported that twelve studies indicated family members were more
involved in the decision-making process when individuals did not speak the same
language as the physician. In these cases, family members often acted as translators,

which could lead to difficulties in accurately conveying medical terminology.

The individuals diagnosed with ESKD at stage five, upon being informed of the need to
undergo haemodialysis, reacted with shock and denial regarding their ESKD status.
They preferred to discuss and consult with family members and friends, seeking their
advice. Family members, especially spouses, sons, fathers, and mothers, were the main

influencers on the trajectory of kidney failure disease.

This finding is consistent with Murray et al. (2009) systematic review study, who
identified family influence as a crucial factor in the decision-making process for
individuals with CKD. The opinions of family members, interpersonal dynamics, and the
self-perceived burden placed on loved ones frequently shape CKD individuals'
treatment decisions. This influence is particularly pronounced among older individuals,
who are more likely to rely on both their family and healthcare providers when making

decisions regarding their care.

A comparison with the findings of Morton et al. (2010) systematic review reveals that
fourteen studies identified the significant influence of family and caregivers on
individuals' treatment decisions. This influence varied from providing practical support,
such as transportation for dialysis, to offering kidney donations, and even withholding

information about treatment options that conflicted with the family's preferences.

The expectation of unfavourable information and the subsequent encounters with it
proved to be consistently devastating for numerous ill individuals. In certain cases, the
impact was as shocking as the initial revelation of the diagnosis (Thorne et al., 2014).

Almost all of the individuals affected by ESKD in this study denied that they had not yet
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reached the end-stage kidney disease status despite the substantial drop in eGFR and
the information provided by physicians regarding the individuals affected by ESKD

kidney condition. They believed their kidneys were in a stable condition because they
had not developed obvious complications that hindered their ability to perform their

normal daily activities.

This finding is consistent with that of Ashby et al. (2005), where, in their study, four
participants with ESKD exhibited a reluctance to acknowledge their kidney issues. This
reluctance resulted in familial discord and fostered ambivalence concerning their
choice to avoid initiating dialysis. Furthermore, the findings of this study mirror those
of a qualitative study that explored perceived factors leading to Lower Extremity
Amputations (LEA) in individuals with type two diabetes (Ben chmo et al., 2023). The
study reported that denial was identified as one of the intrinsic personal attributes,
where some participants believed that the consequences of Lower Extremity
Amputations would not apply to them. Therefore, in terms of denial in this invisible
illness Ben chmo et al. (2023) stated that individuals' responses to their health status
varied from rationalisation to outright denial. Some experienced great health
outcomes despite undergoing amputation and completely disassociated themselves
from any responsibility for the outcome. Others acknowledged being in a state of
denial regarding diabetes management, despite possessing adequate knowledge and
education about the condition. For individuals living with diabetes for more than two
decades, denial regarding the risk of LEA often involved rationalisation. Some
participants believed they were immune to such consequences, dismissing the

likelihood of experiencing LEA.

Furthermore, most of the individuals affected by ESKD in this study experienced fear
when medically advised to undergo haemodialysis, and this fear significantly
influenced their decision-making process to refuse haemodialysis. The primary concern
that surfaced was the potential impact on their future life as they anticipated a
restricted lifestyle because they would depend on attending haemodialysis sessions for

three hours a day and two to three times a week, and that would limit their movement
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as they will not be able to visit different places within the country or outside the

country.

Consequently, individuals with ESKD in this study engaged in continuous
contemplation, weighing the benefits and risks of medically advised haemodialysis.
They revisited triggering factors, drawing on the negative experiences of other
haemodialysis users in the same community and reported post-dialysis health status
changes, such as sickness, tiredness, and death. Therefore, they had no desire to
undergo the same experiences. These negative perceptions extended to foster
sceptical attitudes regarding the potential benefits of the haemodialysis intervention

(Kustimah et al., 2019).

These results reflect those of Mohamed Hussin and Syed Jamaludin (2023), who also in
their phenomenological study, discovered that certain individuals with chronic kidney
disease in Malaysia, opting against haemodialysis, expressed apprehensions about
dependency on the haemodialysis. They also harboured fears that undergoing
haemodialysis would restrict their mobility and impede their ability to carry out daily
activities. Although undergoing haemodialysis allowed longer survival of individuals
with ESKD (Morsch et al., 2006), these findings broadly support the findings of other
studies in this area, linking the fear of dialysis with negative consequences, the fear of
becoming dependent on dialysis and concerns about mortality if haemodialysis is
forgone (Anees et al., 2014; Kim & Son, 2022; Mohamed Hussin & Syed Jamaludin,
2023).

Whereas Ahmed et al. (2018) explained that individuals’ decisions to refuse ART
treatment were influenced by emotions such as fear and anxiety, particularly regarding
clinically recommended changes affecting their current lifestyle. The perceived
constraints included the overwhelming list of requirements, lifestyle modifications,
and the need for a life-long commitment, leading to hesitancy in accepting the
recommended treatment. Coping and resilience strategies and self-determination
were effective factors that promoted and supported individuals in initiating medically

recommended treatment and accepting their medical condition. It can thus be
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suggested that healthcare professionals recognise the fears of individuals with ESKD
regarding both kidney failure and haemodialysis, and fostering open communication

about these fears is essential (Thorne et al., 2014).

In this study, a rather surprising result emerged, as individuals with ESKD primarily
focused on the negative consequences of initiating haemodialysis, neglecting
considerations of the kidney disease prognosis and potential complications.
Consequently, their intention was oriented towards seeking alternative treatments to

haemodialysis or opting for kidney transplantation overseas.

The individuals affected by ESKD in this study constantly ruminated over the decision
as they balanced the benefits and risks of their decision and perceived that the
prescribed oral medication would prevent them from developing kidney complications,
assuming their condition was merely a simple kidney weakness. This aligns with the
findings of Shafi et al. (2018), who conducted a cross-sectional study using a non-
probability consecutive sampling technique with a sample size of 100 individuals
diagnosed with stage five CKD. In their study, 54.7% of those who refused
haemodialysis indicated that they would continue with medical treatment when asked

about their future plans.

At the same time, the participants in this study explored alternative treatment options
by sending medical reports abroad for second consultations and to avoid undergoing
haemodialysis to the greatest extent possible. Despite the availability of all kidney
replacement therapies in the country, most individuals affected by ESKD have placed
their faith in kidney implantation. Therefore, they worked on saving money and
searching for countries where safe and legal kidney transplants could be performed. A
potential explanation for this trend can be found in the research by Al Rahbi and Al
Salmi (2017), who conducted in-depth questionnaire-based interviews with 106
individuals who had travelled abroad for commercial kidney transplantation. Of these
participants, 44% had received commercial transplants. When asked about their
reasons for choosing this option, the majority (71%) cited the unavailability of living-

related donors. Additionally, 13% expressed objections to receiving a kidney from a

195



family member, while 9% were concerned about the implications of taking a kidney
from a relative. Furthermore, 60% of the participants reported that they lacked
financial support for overseas transplantation, relying instead on their own savings to

cover the costs.

Some other individuals with ESKD in this study utilised folk remedies such as
frankincense, pumpkin, and parsley, perceiving that these substances promote kidney
function and potentially alleviate the need for haemodialysis, given their natural

composition of 100% and perceived lack of adverse effects.

Additionally, most individuals with ESKD in this study were reinforced the decision to
use traditional treatments by their family members and friends, and by following some
Omani celebrities on different social media platforms, who advertised centres treating
chronic conditions such as diabetes, hypertension, and kidney diseases. These
participants refrained from disclosing their use of folk treatments to their attending
physicians, deeming it unnecessary, as they perceived it to be within their rights to
explore alternative therapies as a means to avoid haemodialysis. Additionally, the
belief that traditional medications could stimulate kidney function and potentially
prevent the necessity for haemodialysis influenced their decision-making. As a result,
the utilisation of traditional treatments remained undocumented in their medical
records because these individuals felt more comfortable expressing their health
problems to the traditional healers in their local dialects than to their treating
physicians and medical professionals. Moreover, some individuals integrated folk
medicine with modern medicine without keeping their physicians informed. They often
believed folk remedies were safe because they were derived from naturally occurring
plants, assuming that being natural implies safety without adverse effects, unlike
modern medicines. However, they neglected the fact that traditional medicines
contain bioactive compounds that have the potential to be toxic. These individuals
neglected that compounds considered safe at low doses could become toxic at higher

doses and vice versa. Concerns about the toxicity of folk medicines included issues
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such as their potential to cause cancer, liver damage, genetic mutations, and genetic

damage, as shown in some literature (Okaiyeto & Oguntibeju, 2021).

Also, these present study results are in accord with a scoping review conducted by
Lunt and Fung (2022), which showed that cancer Individuals travel abroad for diverse
reasons, such as obtaining second opinions on diagnosis and treatment, accessing
treatment unavailable in their home country, and undergoing standard treatments not
accessible within the local health system, sometimes necessitating regionalised travel.
Furthermore, some individuals travel internationally seeking genuinely specialised care
that is exclusively available abroad. However, Thorne et al. (2014) reported that
individuals who have received cancer diagnosis keenly recognised the significance of
their decisions, understanding that an incorrect move at this crucial point could dictate

the outcome of the treatment, either success or failure.

This study findings also accords with Okaiyeto and Oguntibeju (2021) and Kustimah et
al. (2019), who stated in their studies that many users of a mixture of herbal
medicines. Okaiyeto and Oguntibeju (2021) often recommend herbal preparations to
individuals in their vicinity who share similar ailments. The underlying assumption is
that if these remedies have proven effective for others, they would likewise serve the
same purpose for any ill individual experiencing similar symptoms. In addition to
microbial contamination, heavy metals have been identified as contributors to the
toxicity of herbal products, resulting in life-threatening situations or fatalities. The
results of this study align with those observed in an observational cross-sectional
comparative study conducted by Jermini et al. (2019). In their research, they noted
that individuals undergoing cancer treatment commonly utilised complementary
medicines, such as green tea, herbal tea, homoeopathy, dietary supplements, and
herbal medicines. The study highlighted potential risks associated with the use of
herbal complementary medicine (CM), including interactions with anticancer agents.
These interactions were primarily attributed to interference with liver enzymes or
transporters and, at times, through unknown or non-pharmacokinetic mechanisms,

posing a significant risk of clinical impact. Despite these identified risks, the majority of
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individuals who were diagnosed with cancer perceived CM as harmless and safe,
holding the belief that these therapies could enhance the efficacy of anticancer agents

and mitigate their adverse effects.

These study results also reflected those of Chiaranai et al. (2022), who also found that
apart from adhering to contemporary medical treatment plans, ten breast cancer
participants mentioned incorporating herbal regimens into their health practices.
These herbal approaches were neither recommended nor prescribed by their treating
physicians; however, the participants believed in their efficacy for curing breast cancer.
The herbal regimens employed included lemongrass juice, lingzhimushroom extract,

crocodile blood extract, and soursop leaf juice.

The findings of this study align with Ceylan and Yang6z (2024) descriptive qualitative
research involving seventeen HD individuals, which explored their experiences with
complementary and alternative medicine (CAM). The study revealed that many
individuals turn to CAM to regain a sense of control over their health, motivated by a
desire for autonomy. Some participants perceived these therapies as natural, non-
pharmacological alternatives with fewer side effects, which contributed to their
psychological resilience and hope for improved health, symptom relief, or even a cure.
However, a significant number of participants were hesitant to discuss their use of

CAM with healthcare providers due to concerns about judgment or lack of support.

Oman has a significant history of utilising traditional and herbal remedies, alongside a
longstanding tradition of trade with countries in Africa, the Indian subcontinent, and
more distant regions such as Europe and China (Al-Kindi et al., 2011; Al-Riyami et al.,
2023). In Oman, prevalent traditional medicine practices encompass the use of herbal
oils in traditional massages, a technique called branding (locally known as Wassam),
cupping (locally known as Hijama), and the administration of herbal medications (Al-
Riyami et al., 2023). Al-Kindi et al. (2011) highlighted that despite the substantial
progress in the country's healthcare system, coupled with the availability of free health
facilities and medications, traditional medicine continues to be prevalent. The

inclination towards Complementary and Alternative Medicine (CAM) usage likely stems
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from the nation's cultural heritage. Traditional healers supply these remedies, or
individuals acquire them independently, using them to address a broad spectrum of
both acute and chronic conditions. Family, friends, and traditional healers serve as the
primary sources of information on CAM for treating diabetes. These products have
been utilised across generations without apparent harm. Notably, there is a lack of
quality control for these products, which are readily accessible through specialised
outlets in the market (souk). Herbal remedies are widely considered to be inexpensive

(Al-Kindi et al., 2011).

The present study raises the possibility that some individuals with ESKD in Oman have
limited health literacy, which leads them to not understand the nature of kidney

disease and the need for intervention and traditional treatment.

The decision-making process for haemodialysis refusal among individuals with ESKD is
intricately tied to their values, beliefs, and personal experiences, as noted by Harwood
and Clark (2013). Interestingly, certain aspects of Kubler-Ross's insights resonate with
the findings from Omani individuals affected by ESKD in this research project. This is
highlighted in our study; participants with ESKD often denied reaching the kidney
failure stage due to a lack of evident disease signs and symptoms, while others actively
suppressed the term 'kidney failure' from their memory as they fear the kidney failure

condition and undergoing haemodialysis.

Therefore, as individuals with ESKD progressed to another stage in the decision-making
process, they weighed the risks and benefits of their decision. In this study, some
individuals with ESKD based their choice to refuse haemodialysis on misconceptions
about the procedure. They perceived it as a machine that shakes individuals up and
down. Meanwhile, others feared potential harm, speculating that they might die if
blood returned due to a possible cut in the dialysis lines. However, some individuals
with ESKD believed that continuing dialysis sessions would result in severe restrictions
on their lives and a transformation of their kidney condition into chronic kidney
disease. As a consequence of adhering to their refusal decision, there was a belief that

if the inevitable day of haemodialysis arrived and their condition worsened with
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noticeable signs and symptoms, they would have no choice but to rely on the power of
God. In their view, their health condition is in God’s hands, and God would take control

of their kidney issues.

These results reflected those of Alzahrani et al. (2023), who explored the lived
experience of haemodialysis among middle-aged individuals in Saudi Arabia. Some of
their research participants reported that due to haemodialysis, they felt isolated and
restricted despite the family, healthcare professionals and the government's strong
support. Moreover, findings from Mohamed Hussin and Syed Jamaludin (2023)
phenomenological study about CKD individuals experience to refuse haemodialysis
confirmed the misconception of individuals affected by ESKD that undergoing
haemodialysis might limit their capacity in physically demanding tasks and might result
in irregular attendance at work. While Ahmed et al. (2018) systematic review study
about individuals living with HIV and refused to initiate ART, some individuals claimed
awareness of the benefits of ART, and studies revealed misconceptions about its
impact on mortality and morbidity, such as the belief that ART causes cancer, deterring

them from accepting treatment.

These study results agreed with the findings of other studies, in which a qualitative
study conducted by Ben chmo et al. (2023) to explore diabetic individuals-perceived
factors that lead to their lower extremity amputations. They reported that participants
exhibited various forms of denial regarding their health, rationalising positive
outcomes despite amputations, ignoring their conditions, or feeling resigned to

inevitable complications and poor health outcomes.

Within the Omani context, a recent study has highlighted an attitude of disease
ignorance, particularly concerning cancer, though not for ESKD. A study by Al-Azri and
Al-Awaisi (2022) delved into the perceptions of 17 Omani women with symptomatic
breast cancer, investigating reasons for delaying medical help-seeking. The findings
revealed various reasons aligned with this study's findings, such as denial of breast
cancer symptoms due to fear of death, strong personal beliefs in the healing power of

God, and anxiety associated with hospitals and medical procedures. The normalisation
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of breast cancer symptoms and the misinterpretation of these symptoms as being
linked to other diseases or conditions were factors that led to delayed cancer
treatment. Moreover, the pursuit of alternative medicine remedies, receiving false
reassurance or incorrect advice from family members or friends, and practical barriers
such as focusing on childcare responsibilities or lacking access to transportation caused
these women with breast cancer to ignore their health condition and delay seeking
treatment. It is suggested that understanding the signs and symptoms of kidney failure
is essential for prompting the correct help-seeking response and mitigating individual-

related refusal of haemodialysis.

According to Rezaeipandari et al. (2023) coping mechanisms play a crucial role in
managing the stressors of daily life, particularly for individuals confronting chronic
diseases, which can profoundly impact health and quality of life. For many, religiosity
serves as a vital alternative coping strategy when dealing with negative life events.
Religious coping refers to the process of trying to understand and manage life stressors
through methods that are connected to the sacred. Common religious coping
mechanisms include practices such as praying, meditating, attending religious services,
and engaging with sacred texts, reflecting a personal understanding of one’s
spirituality. Across various cultural contexts and religious backgrounds, such as Islam,
turning to religion during times of crisis is a widely recognised method for alleviating
physical, psychosocial, and spiritual distress, especially in the face of chronic illness

(Rezaeipandari et al., 2023).

Yodchai et al. (2017) an exploratory qualitative study found that most Muslim
participants perceived their CKD as a consequence of sinful behaviour or as a form of
divine punishment for their transgressions, viewing CKD as a test from God, which they
accepted with patience. Consequently, participants also faced the challenge of seeking
ways to reduce or atone for their wrongdoings. Family members often prayed on
behalf of participants who were unable to plead with Allah themselves. However, the
findings of this study suggest a different perspective. While most participants

acknowledged reaching CKD, there was notable resistance to accepting stage five CKD
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and the need for haemodialysis. Nonetheless, these findings are consistent with
Yodchai et al.'s (2017) observation that ESKD participants viewed stage five ESKD and
the need for haemodialysis as ultimately 'in the hands of God. As a result, some
participants decided to refuse haemodialysis and instead pray to God, believing that
one day they would be healed from ESKD. Notably, certain elements of the Stroebe
and Schut model of grief align with the findings observed among Omani individuals

affected by ESKD in this research project.

This study aligns with evidence from qualitative research exploring individuals'
decision-making regarding ESKD treatment in Ghana (Boateng et al., 2018). While
participants recognised the severe and life-threatening nature of ESKD after their
diagnosis, their treatment decisions were strongly influenced by personal values and
beliefs, particularly religious convictions, as well as their expectations about the
disease's progression—they often held onto the hope of a future cure. Some
participants expressed faith in the possibility of healing during the period when they
were making choices about starting and continuing treatment. Consequently, they did
not generally view ESKD as a terminal condition, nor did they report engaging in
discussions with healthcare providers about conservative treatments or end-of-life

care (Boateng et al., 2018).

Cassidy et al. (2018) narrative review highlighted that effective education and
informed decision-making in the CKD population face multiple challenges, largely due
to individuals with CKD unique values and beliefs and generally low health literacy.
Addressing these barriers requires a patient-centred approach involving a
multidisciplinary care team and clear, accessible educational materials. Strategies
should prioritise understanding individuals’ needs, involve them in research, and
improve communication skills among clinicians. Enhancing health literacy through
simplified language, visual aids, family involvement, and techniques like "teach-back"
can help individuals better manage their care and make informed treatment choices,

respecting cultural differences in decision-making autonomy.
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Moreover, Cassidy et al. (2018) conducted a narrative review that identified several
challenges to effective education and informed decision-making within the CKD
population. These challenges are primarily attributed to individuals' diverse values and
beliefs, as well as generally low levels of health literacy. Overcoming these barriers
requires a patient-centred approach, incorporating a multidisciplinary care team and
clear, accessible needs, involving them in research processes, and enhancing clinicians'
communication skills. Improving health literacy is crucial and can be achieved through
the use of simplified language, visual aids, family engagement, and communication
techniques such as the "teach-back" method. Additionally, it is essential to respect

cultural differences regarding autonomy in decision-making, ensuring that care is both

sensitive and individualised (Cassidy et al., 2018).

In conclusion, the Omani individuals with ESKD in this study underwent various factors
and behaviours that influenced their decision-making process, leading them to re-
evaluate and build upon their decision to refuse haemodialysis. The most prominent of
these behaviours are denial and fatalism. Therefore, to comprehend the implications
of the study findings, the next section discusses the gaps identified by individuals
affected by ESKD in denying their stage five kidney failure and medical advice for

haemodialysis.

7.2 Denial

As a defence mechanism, denial involves rejecting the acceptance of a certain reality
or life fact. Depending on the duration, denial may become maladaptive at a specific
point in time. (Gagani et al., 2016). It was observed that almost all the individuals with
ESKD in this study were in a state of denial regarding various aspects of their kidney

failure, manifesting in several ways.

Denial emerged as a frequently observed response in conversations among individuals
with ESKD in this study, particularly when they mentioned that their kidney disease
had not progressed to reach stage five of end-stage kidney failure. This occurred as
they conceptualised themselves as active and normal because they did not experience

any obvious kidney disease complications (Silva et al., 2018). Carrillo-Alarcon et al.
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(2015) stated that denial is seen as a conscious or unconscious resistance to accepting
facts, information, or the reality of a situation. Individuals may find themselves stuck in
this stage when faced with a significant change that can be overlooked. It is observed
when they do not follow their recommended treatment diet and continue with the

same lifestyle (Carrillo-Alarcén et al., 2015).

However, in this study, faced with the diagnosis of kidney failure and the crucial
decision of whether to undergo haemodialysis, individuals with ESKD experienced
overwhelming fear and anxiety about their informed prognosis and the suggested
intervention. Their refusal to undergo haemodialysis stemmed from a limited
familiarity with the management of kidney failure. Rashidi et al. (2021) highlighted that
the concept of self encompasses various dimensions, including the Diseased Self,
Coping Self, and Transformed Self. The self-concept of individuals with ESKD in this
study is primarily centred on the Diseased Self. Some individuals with ESKD, upon
learning from their treating physicians about their diagnosis of kidney failure,
expressed shock and a sense of surprise at the sudden realisation that their kidney
disease had progressed rapidly. This emotional distress caused them to ignore the
treating physicians’ diagnosis and intervention and search for alternatives that would
satisfy their desire, for example, seeking a second consultation or trying traditional
treatment, as discussed earlier in this chapter. These findings support the work of
Kibler-Ross (2015), who identified denial as an initial reaction to grief, serving as a
defence mechanism against the painful acknowledgement. It is also consistent with
that of Rashid Thorne et al. (2014), who reported that cancer individuals experienced
feeling barraged by an inappropriate quantity and/or quality of information with
respect to their diagnosis and potential outcomes. The individuals who diagnosed with
cancer preferred to receive the information in stages rather than in bulk, considering
the sensitivity of cancer terminology. As a result, they were able to process
information before making a decision. Thorne et al. (2014) suggested that the decision-
making process for disease diagnosis and intervention often occurred within a
condensed timeframe, and this period persisted during discussions about the initial
treatment. The current study findings are consistent with Kustimah et al. (2019) and
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Gagani et al. (2016) and partially contrasted with the Yousaf et al. (2022) study, which
suggested that the majority of Covid 19 individuals do not employ denial to such a
great extent. They may discuss the reality of their situation and then express an abrupt

inability to confront it realistically any longer.

However, the asymptomatic nature of the disease led affected individuals to reject the
diagnosis and refuse the prescribed intervention (Shahin et al., 2019). This current
study established that all chronic kidney disease (CKD) individuals denied reaching
ESKD and chose not to undergo haemodialysis because they perceived themselves as
'fine' and 'healthy' as they do not experience noticeable symptoms of end-stage kidney
disease, such as oedema, vomiting, kidney pain or oliguria. Moreover, individuals
affected by ESKD perceived themselves as 'normal' because they did not encounter
any apparent health issues that impeded their ability to carry out daily activities and
engage in social interactions. This feeling of normalcy further strengthened their
conviction that they were not in a state of kidney failure. At this stage, their decision to
reject haemodialysis was not a binary one, as it was influenced by information
gathered through different sources, for example, searching the internet regarding
signs and symptoms of kidney failure or asking peers. They remained unconvinced to
accept the fact of the kidney failure stage, as the information they gathered from their

perspectives did not directly apply to their situation despite some partial similarities.

This also accords with Patierno et al. (2023), who conducted a systematic review and
revealed that denial of illness emerged as a substantial predictor of diagnostic delays
across various cancer conditions. The primary contributing factor was the denial of
symptom severity. In the case of non-melanoma skin cancer, delayed diagnosis and
treatment were attributed to cancer individuals postponing their physician visits due
to illness denial. The most frequently cited reasons for individuals diagnosed with
cancer delaying medical care were the belief that the condition would resolve on its
own and the perception that it was not significant, but that was not the case with the
individuals affected by ESKD in this study, as most of them feared undergoing

haemodialysis due to perceived negative experiences and preferred to continue with
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their orally prescribed medication and search for alternative treatment and avoid

haemodialysis as much as they can.

In this study, it was evident that individuals with ESKD also perceived that they
continued to pass urine normally and maintained a stable health condition despite
their eGFR indicating otherwise; they ignored and disbelieved it and chose to continue
with their current prescribed treatment and not to undergo haemodialysis. Where
some ESKD denied the disease progression and the requirement for dialysis as they
remained for years without dialysis since they were initially diagnosed with ESKD.
Additionally, it was found that a slight improvement in eGFR, when communicated by
their treating physicians, elicited a positive response among the individuals affected by
ESKD in this study and fostered hope that dialysis could be avoided. So, they avoided
contemplating their kidney condition and the recommended haemodialysis. As a
result, most of these individuals preferred to adhere to their prescribed oral

medications, while some aimed to undergo kidney transplantation.

This finding aligns with that of the Horter et al. (2017) study. They reported that
guestioning and disbelieving a positive Human Immunodeficiency Virus (HIV) result are
linked to the absence of HIV-related symptoms, undermining the acceptance of one's
status and the initiation of Antiretroviral Therapy (ART). This is due to the HIV

individuals' fear of negative judgement and perceived stigma.

This current study found that some participants experienced stigma related to their
ESKD, leading them to withdraw from social gatherings to avoid pity and sympathetic
perceptions. The community often viewed those requiring haemodialysis as being
close to death, prompting participants to refrain from discussing their illness to avoid

being seen as weak or questioned about the cause of their condition.

The findings of this study are consistent with those reported by Casey et al. (2014) in
their systematic review and thematic synthesis of qualitative studies. Casey et al.
(2014). found that, to avoid stigma, individuals affected by ESKD were particularly

concerned about how others perceived them. Many felt that the visibility of their
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vascular access attracted unwanted attention, describing the experience as feeling 'like
an animal in the zoo.' The presence of visible puncture marks led some individuals to
worry that they might be misjudged by others, resulting in heightened self-
consciousness in public spaces. This sense of visibility and scrutiny also affected
individuals affected by ESKDs' feelings of social belonging, with some expressing that it

made them feel like 'an outcast.’

It is encouraging to compare the findings of this study with those of Zhang et al.
(2022), who found that stigma among haemaodialysis individuals in China is influenced
by physical changes due to treatment, social isolation, and economic challenges.
Frequent hospital visits disrupt daily life, leading to concerns about employment,
future prospects, and experiences of discrimination. Traditional Chinese values, which
emphasize moral excellence, clash with the visible and demanding nature of
haemodialysis, thereby intensifying stigma. Economic insecurity, social isolation,
internalised shame, and social rejection are significant factors, with younger
individuals particularly affected by financial pressures. Furthermore, body image
issues, diminished sexual function, and limited social interactions contribute to feelings

of loneliness and social exclusion.

Furthermore, according to Joseph-Williams et al. (2014), a systematic review and
thematic synthesis of patient-reported barriers and facilitators to shared decision-
making emphasized that, beyond knowledge, individuals need empowerment to
actively participate in shared decision-making. Many barriers can be addressed
through changes in attitudes among individuals, clinicians, and healthcare

organisations.

This current study indicates that although the treating physician informed the ESKD
individual of the updated disease prognosis, some ESKD expressed anger that their
treating physician stated nonsensical and irrelevant talk about their diagnosis.
Consequently, they overlooked their end-stage kidney failure status, placing reliance
on their personal judgment. They felt a profound understanding of themselves,

surpassing that of others, and firmly believed in their ability to discern any issues with
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their bodies, specifically related to their kidneys. This mindset played a pivotal role in

their acceptance of the disease condition and the decision to refuse haemodialysis.

On the other hand, Gagani et al. (2016) highlighted that denial serves as a defensive
mechanism wherein individuals reject acceptance of a certain reality or life
circumstance. Those in denial frequently exhibit a form of resistance to treatment,
manifested through various behaviours such as neglecting follow-up appointments,
non-compliance with prescribed medications, and outright disbelief. Consequently,
individuals in denial may struggle to recognise and appropriately address the expected
emotional responses following a diagnosis, such as feelings of sadness, loneliness,
depression, and apathy. Therefore, their qualitative study utilised the Renal Care
Readiness Scale (RCRS) to evaluate the stages of acceptance and denial among
individuals with chronic kidney disease before the administration of the CKD course
modules. This scale is exclusively employed to construct a reliable and valid testing
instrument for assessing the stages of acceptance and denial among CKD individuals.
The RCRS scale encompassed six factors: appreciation, adherence, assumption,
awareness, anticipation, and affective. Gagani et al. (2016) suggested that questions
from the Renal Care Readiness Scale (RCRS) could be applied to other illnesses,

facilitating comparisons across different groups.

When considering participants experiences reported in this study in relation to the
RCRS scale, all individuals diagnosed with ESKD in this study demonstrated a resistance
to accepting their condition as being in its terminal stage, which impeded their ability
to adopt more efficient coping mechanisms to handle the difficulties associated with
ESKD. As a result, they refused to undergo haemodialysis due to a condition of denial.
They commonly believed that their disease was not severe and that they could prevent
problems by faithfully following their prescribed medications. Furthermore, these
individuals with end-stage kidney disease had a deficiency in their knowledge and
understanding of their illness, failing to actively pursue or get further information

about their condition and the suggested treatments. In addition, most of the ESKD in
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this study indicated a preference for seeking kidney transplantation overseas and

purchasing kidneys rather than obtaining kidneys from their own family members.

In contrast, LeBlanc et al. (2017) reported that individuals diagnosed with cancer
commonly characterise their diagnosis of acute myeloid leukaemia as 'overwhelming,’
'devastating,' and 'blindsiding,' leaving them unable to process information and make
decisions about treatment. The majority had not anticipated this substantial change in
health. The intensity of shock and suddenness prompted many individuals diagnosed
with cancer to entrust their physicians with the decision-making regarding treatment.
That was not the case in this study; most of the individuals affected by ESKD felt that
they held the responsibility to decide on their treatment as their right to decide for

themselves.

Hence, within the scope of this study, most individuals diagnosed with ESKD exhibited
a similar preference for not asking or searching for detailed information about their
kidney failure disease and the associated treatment. This tendency stemmed from
their denial of having reached the ESKD level and undergoing haemodialysis. Some of
them consciously repressed the term 'kidney failure' from their recollection, asserting
their right to decline medically recommended haemodialysis, as they were not
mentally prepared to accept reaching the kidney failure stage and did not wish to
acknowledge the progression of their kidney failure. However, some other individuals
affected by ESKD opted to consult a family member with a medical background or seek
a second medical opinion. Despite this, they tended to favour information aligned with
their preferences and ignore aspects they were unwilling to hear. The observed
outcome could be clarified by noting that individuals diagnosed with ESKD might be in
a state of denial concerning their illness. This denial could manifest as either a limited
comprehension of the actual nature of their condition or an ongoing refusal to
recognise their disease status and anticipate potential negative consequences,

including the prospect of death (Gagani et al., 2016).

This result is in agreement with those obtained by Kustimah et al. (2019), they

reported that a predominant theme in individuals affected by ESKD statements was
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characterised by apprehension towards the 'unknown' and the prospect of undergoing
dialysis. Beresford and Sloper (2003) brought attention to the reluctance of
adolescents with chronic conditions, including cystic fibrosis, diabetes, epilepsy,
juvenile chronic arthritis, or Duchenne muscular dystrophy, to inquire with their
treating physicians due to the anticipation of negative consequences. For example,
they hesitated to ask questions that might reveal symptoms worse than initially
reported, fearing the prospect of hospitalisation. Some participants also refrained from
seeking information to avoid learning about potential lifestyle restrictions. Meanwhile,
other individuals with ESKD assumed that their treating physician might have
misdiagnosed their health condition, as they were aware that kidney failure is an

incurable disease.

The findings indicate that achieving the desired outcome in this particular situation
requires effective communication between individuals with ESKD and health
professionals. A significant number of individuals with ESKD and their families often
face challenges in navigating the initial phase of grappling with the illness. (Khankeh et

al., 2023).

7.3 Fatalism
Fatalism plays a significant role in the Islamic faith, signifying that God possesses prior
knowledge of the timing and location of all events and decrees them accordingly.

Belief in fate is a fundamental aspect of the Islamic faith (Aydogdu et al., 2017).

In the current study, the narratives provided by individuals with ESKD underscored the
significance they attribute to their religious beliefs when recounting their experiences
with illness. This suggests a perception that they consider their circumstances beyond
their control. Each individual with ESKD portrayed fate as an external locus of control.
Interestingly, while the term 'fate’ was consistently employed to articulate the
haemodialysis refusal decision-making, none of them gave it as a reason for why they
reached ESKD. Instead, all participants believed that they held no influence over their

illnesses, attributing control solely to God. In this study, individuals with ESKD tended
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to rationalise their responses to the health condition and their attitudes towards

undergoing haemodialysis in fatalistic terms to some degree.

Individuals with ESKD conveyed the belief that their kidney ailment had been ordained
by God, and they placed their faith in God’s ability to restore their well-being. They
regarded the necessity for haemodialysis as an inevitable consequence dictated by
God’s divine decree, and they embraced it as their preordained journey. However,
they recognised that if God bestowed upon them the capability to live without relying
on dialysis, they would continue their lives accordingly. This finding corroborates with
some authors' statements; individuals who attribute their health to destiny perceive
their well-being as beyond personal influence, relying instead on fate or God (Turan &
Ciftci, 2023). As Franklin et al. (2008) assert, the acceptance of fate, a fundamental
aspect of Islam, is prevalent in Islamic societies and significantly shapes individuals'
attitudes and behaviours. The belief in fatalism strongly influences people's
approaches to various aspects of life. Due to the inherent notion of low change
associated with fatalism, expectations related to self-care, self-efficacy, development,
change, and achievement, including health management, are limited (Aydogdu et al.,

2017).

The individuals with ESKD in this study felt responsible for their health but did not
always choose to exercise that responsibility by complying with medical treatment;
instead, some opted for traditional treatments. According to Hamdy (2009), Islam’s
fatalism does not suggest that individuals lose control or disregard their circumstances.
Instead, it is regarded as divine instruction from God that moulds individuals' lives and

holds them responsible for their actions, choices, and judgments.

Within the context of fatalism in this study, the connection between undergoing
haemodialysis and adverse outcomes, such as death, is believed to be a contributing
factor in the decision to refuse haemodialysis. Consequently, most individuals with
ESKD expressed the belief that they lack the ability to alter their health status and, as a
result, procrastinate undergoing haemodialysis, attributing everything to the will of

God. Hamdy (2009) highlighted the significance of promoting an attitude of accepting
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God's will. He suggests that it's essential not to overly constrain people's sense of
control over their lives based on external factors like structural constraints and
religious beliefs. He also advised against making assumptions that individuals reject all
treatment choices solely because of a belief in fate. Similarly, he discouraged the
presumption that individuals exclusively rely on divine intervention to find comfort,
emphasising that these choices may also be influenced by factors like limited access to

treatment.

All individuals affected by ESKD in this study recognised the existence of CKD but
declined to characterise the illness as end-stage kidney disease because there were no
signs or symptoms of disease consequences. Consequently, they persisted in the belief
that when the unavoidable day arrived, and they exhibited evident signs and
symptoms of their deteriorating health, they would be compelled to submit to divine
intervention and undergo dialysis in order to alleviate their suffering. This outcome
contradicts the findings of Al Shariji et al. (2022), who observed that individuals
undergoing haemodialysis commonly employ optimistic, confronting, and supportive
coping mechanisms. The optimistic approach is prevalent, often attributed to religious
beliefs that promote optimism. This approach aids individuals in effectively managing
their ESKD and haemodialysis treatment. They hold onto the promise of improvement
and make an effort to identify positive aspects associated with having ESKD and

undergoing haemodialysis treatment.

Some participants believed they could delay undergoing haemodialysis for as long as
possible, but if the day came, they would surrender and accept it, recognising that
their power was limited to God’s will. For others, if God determined that haemodialysis
was necessary for them, they felt they had no power to reject it, as they believed they
were no better than those who underwent haemodialysis, and they would continue
praying to God till their health condition healed. Individuals exhibiting a pronounced
degree of health fatalism tend to view their well-being as predetermined by fate or a
higher power, such as God. Nonetheless, religious beliefs can serve as a beneficial

asset for mental and physical health, offering potential integration. These beliefs have
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the capacity to contribute to emotional relaxation, support recovery, and provide
assistance in coping with various challenges (Dayapoglu et al., 2021). Religious
individuals who have received a cancer diagnosis, generally view their belief in a higher
power as a primary source of inner resilience, aiding them in coping with cancer and
combatting their natural worry and fear of mortality (Al-Azri & Al-Awaisi, 2022).
According to Ellison (1991), spiritual well-being encompasses both religious and
psychosocial dimensions. Conversely, there is a feeling of relief in establishing a
connection with God, along with a practical comprehension of life's purpose and the

standard of living.

The individuals affected by ESKD expressed a profound sense of faith and acceptance
regarding the prospect of undergoing haemodialysis when the time arrives. Fear was
notably absent at that stage, as they willingly embraced whatever God had planned for
them, considering Him the ultimate healer of their health condition. Their preference

was to turn to prayer in preparation for the challenges ahead.

Moreover, they clarified their stance on haemodialysis, stating that they would
continue to refuse the procedure. However, in the event of developing kidney
complications, they would entrust treating physicians with full authority to take the
necessary actions. This decision was rooted in their unwavering faith, as they believed

their health issue ultimately rested in God’s hands.

It has been suggested that individuals diagnosed with type 2 diabetes expressed that
their religious beliefs helped counteract feelings of fatalism and inspired them to adopt
healthier lifestyle choices in response to this 'test from God.' Individuals with type 2
diabetes also held the belief that God would offer them advice on managing their
illness. They felt a divine expectation for them to prioritise self-care and make efforts
to conquer their illness. The individuals' decision to alter their lifestyle was primarily
driven by a strong sense of religious duty, but there was also a notable apprehension
regarding the potential consequences of diabetes (Saidi et al., 2018). This does not

appear to be the case.
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In general, the participants with ESKD in the current study displayed a negative
attitude toward their health condition, particularly regarding haemodialysis. They did
not perceive fatalism as a notion suggesting a lack of control over their sickness;
instead, they linked fatalism to increased accountability and autonomy in decision-
making. Some individuals perceived that their decision-making process was influenced
by family members and the experiences of other individuals undergoing haemodialysis.
Hence, it is evident that the individuals' fatalistic behaviours did not fully account for
their comprehension of their ESKD condition and their attitudes toward haemodialysis.
Instead, their reactions to the prognosis of ESKD and the recommended haemodialysis,
as described in this study, mirror some of the stages of grief outlined by Kiibler-Ross
for individuals diagnosed with a terminal illness. These stages include shock, denial,

anger, bargaining, depression, and acceptance (Horter et al., 2017).

7.4 Models of grief

The study of grief has evolved from early foundational theories to more nuanced
understandings. Researchers like Parkes, Kiibler-Ross, Bowlby, and Worden initially laid
the groundwork, examining the psychological consequences of loss. By the turn of the
millennium, newer frameworks, such as the Continuing Bonds Theory and the Dual-
Process Model, introduced a deeper, more complex view of bereavement (Guldin &

Leget, 2024).

Grief is now seen as a dynamic, individualised process with multiple paths, rather than
a linear journey. Theoretical models are shaped by cultural and research paradigms,
influencing how grief is understood and how support is tailored across diverse cultural
contexts, highlighting the need for a culturally sensitive approach (Guldin & Leget,
2024).

7.4.1 Dual process model of coping with Bereavement

Schut (1999) highlights the limitations of traditional bereavement theories,
particularly the ‘grief work hypothesis,” which may not fully capture the diverse ways
individuals cope with grief. In contrast, the Dual Process Model identifies two main

stressors—loss-oriented and restoration-oriented—and suggests that effective coping
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requires alternating between confronting and avoiding these stressors, allowing for a

more flexible and personalised grieving process.

Bereavement can significantly impact physical and mental health, making effective
coping strategies essential for minimizing health risks. The Dual Process Model
provides a nuanced understanding by distinguishing between emotional responses to
the loss (loss-oriented) and practical adjustments (restoration-oriented). It
underscores the need for a balance between confrontation and avoidance, recognising

both personal and social dimensions of coping.

The current study reveals that certain facets of the decision-making process
experienced by individuals affected by ESKD partially align with the Dual Process
Model of Coping with Bereavement (loss-oriented and restoration-oriented) as
delineated by Stroebe and Schut. In this study, almost all participants continuously
experienced the process of loss, less process of restoration and oscillation during their
decision-making process to refuse to accept reaching ESKD stage five and undergoing

HD.

In this study, individuals with ESKD reported feelings of being overwhelmed by their
diagnosis and upcoming initiation of heamodialysis, alongside experiencing
anticipatory grief regarding future losses and the implications of dialysis. It highlighted
those individuals affected by ESKD experienced loss-oriented stressors, with grief
characterised by feelings of anger and resentment towards their diagnosis and the

prospect of undergoing haemodialysis, which ultimately led them to refuse treatment.

Some participants in this study showed surprise and wonder when being informed by
their physician of their ESKD and the necessity for haemodialysis. The participants
were under the impression of being in good health and were taken away by the
sudden realisation of the quick progression of their kidney illness. They declined to
undergo haemodialysis due to their ability to move freely. Consequently, they begged
the attending physician for additional time to persist with their recommended oral

prescription. They were apprehensive about potential losses associated with
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undergoing haemodialysis, expecting discomfort and exhaustion based on the

experiences of other haemodialysis users.

This results are in agreement with those obtained by Marcussen et al. (2023) a
phenomenological - hermeneutical approach. Nurses observed that individuals on
haemodialysis expressed their grief through frustration, anger, passivity, and sadness.
They noted several areas of these individuals' lives impacted by loss throughout the
course of their illness. Many individuals experienced a decline in daily activities and a
reduced sense of autonomy, largely due to the progression of health complications,
worsening comorbidities, and the demanding nature of haemodialysis. Fatigue often
left individuals unable to engage in activities they once enjoyed. This loss also
extended to their sense of identity and interpersonal relationships. Furthermore, the
progression of the disease and the treatment altered individuals' outlook on the

future, leading to feelings of hopelessness (Marcussen et al., 2023).

Another grief reaction (loss-oriented stressor) identified in this study was the
frustration some participants felt over not understanding their physician's decision to
withhold updates on the progression of their kidney disease and to recommend

haemodialysis.

This result is consistent with findings obtained in Marcussen et al. (2023) research.
They found that nurses noted grief reaction that individuals receiving haemodialysis
often appeared extremely passive, expressing a lack of knowledge about haemodialysis
and deferring all decisions to the treating physician, as they preferred not to engage
with details about their treatment. This aligns with the findings of Palm et al. (2023),
who conducted an online survey of individuals who lost a significant other during the
COVID-19 pandemic. The study revealed that medical staff did not provide sufficient

information about the health conditions of their relatives.

Some individuals with ESKD in this study demonstrated a restoration process, partially
accepting their diagnosis by continuing with oral medications while refusing

haemodialysis and seeking alternative treatments. In contrast, those who eventually
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began haemodialysis did so only when their health had significantly deteriorated,
making the procedure unavoidable due to serious complications and a tangible

necessity.

Additionally, this finding is consistent with that of Marcussen et al. (2023), who
observed that nurses reported grief as an ongoing process, with individuals affected by
ESKD gradually adapting to their circumstances after starting haemodialysis and
eventually accepting it as a necessary part of life. They also noted that grief remained a
persistent and dominant experience for individuals with ESKD, present throughout the

course of the illness and when confronting the prospect of death.

However, most of the participants in this study exhibited partial coping and adaptation
to their health status related to ESKD. Many expressed fatalistic attitudes, perceiving
their condition as beyond their control and attributing their acceptance of
haemodialysis to divine will, believing that initiation of dialysis would occur at a

predetermined time according to God's plan.

A potential weakness of the Dual Process Model of Coping with Bereavement, as
highlighted by Fiore (2021) in her systematic review, is the limited application of the
model in guiding psychotherapeutic interventions. While the model effectively
captures the bereavement experience, the scarcity of empirical studies exploring its
utility in clinical practice underscores the need for further research to establish its

practical applicability.

In terms of the restoration process, most participants in this study expressed a desire
to undergo kidney transplantation and were actively seeking living donors from
abroad. Some had sent their medical reports overseas for consultation, while others
were awaiting compatibility test results. Additionally, some were in the process of
gathering sufficient funds to support the transplantation procedure, viewing it as a
permanent solution to their kidney failure without fully considering the potential side

effects.
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This also accords with Moran (2022) qualitative study, which showed that most dialysis
participants had high expectations of receiving a kidney transplant and returning to a
normal life. They misunderstood the term ‘average’ wait time for a transplant,
interpreting it as the ‘actual’ wait time. This misconception led them to believe the
transplant would happen within a specific period, affecting how they coped with their

circumstances.

The dual process model of coping with bereavement explains how individuals navigate
loss and grief, and this framework can also be applied to the grief experienced during
illness, highlighting the need for support from the kidney care medical team (Schut,

1999; Stroebe & Schut, 2021; Marcussen et al., 2023).

7.4.2 Kubler-Ross model of grief

Within the context of denial and fatalism, it is crucial to delineate the stages of grief
elucidated by Elisabeth Kiibler-Ross (1989) in her work 'On Death and Dying': denial,
anger, bargaining, depression, and acceptance. The effect of receiving a diagnosis for a
chronic illness mirrors the stages of grief, presenting a formidable challenge that
significantly impacts self-image and self-esteem. Individuals facing such diagnoses, akin
to those experiencing grief, traverse through several stages where their emotions can
undergo diverse phases (Germain, 1980; Silva et al., 2018). Hence, within the current
study, certain aspects of the decision-making process undergone by individuals with

ESKD parallel some elements of the grieving process outlined by Kiibler-Ross.

Kibler-Ross observed that not every individual facing a chronic iliness attains a state of
acceptance during the final stage of their life (Asghari & Arabi, 2019). This is consistent
with the findings of this research, where individuals with ESKD did not accept the
physicians' diagnosis upon reaching the kidney failure stage; consequently, they were

not able to accept medical recommendations to undergo haemodialysis.

Individuals affected by ESKD in this study realised that kidney failure disease is
incurable; therefore, they were induced to psychological suffering such as anxiety and

fear due to their disease's complex nature as well as the individuals affected by ESKD
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and their families subjective meaning and understanding of the kidney end-stage
kidney failure disease, that the kidney disease causes pain, tiredness, fatigue, oedema,
oliguria, death and the real experiences of kidney failure in the lives of other
individuals affected by ESKD who underwent haemodialysis. Therefore, individuals
affected by ESKD in this study denied reaching ESKD and were afraid to undergo
haemodialysis, as it might cause this death. Thus, they had a sense of insecurity, daily
life disturbance, and psychological distress. The consequences led them to refuse

medically advised haemodialysis.

The decision-making process to deny the end-stage kidney failure and refuse the
recommended haemodialysis was seen to be stressful among the individuals affected

by ESKD in this study and affected their hope to get cured of the kidney failure status.

According to Asghari and Arabi (2019), the initial phase encountered by individuals
with incurable diseases is the stage of disease shock, during which the ill individuals

remain in disbelief that a severe illness has impacted them.

In this study, the denial stage that individuals with ESKD experienced was upon being
diagnosed with ESKD and advised to undergo haemodialysis. At this stage, the
individuals affected by ESKD did not believe that their kidney disease progressed and
reached end-stage kidney failure (stage five) and required to undergo haemodialysis.
The denial expressed by individuals with ESKD has been caused by feeling
asymptomatic, engaging in normal daily activities, and experiencing an overall sense of

well-being, which caused conflicts with the treating physicians.

The participants-built assumptions that undergoing haemodialysis would restrict their
lives by attending the dialysis session three times a week, which would restrict their
ability to roam around and perform their normal daily activities, believing that

haemodialysis would cause them tiredness and might result in their death.

Therefore, some of the individuals affected by ESKD sought a second opinion either
within Oman or travelled abroad, hoping for a misdiagnosis or an alternative

treatment option other than haemodialysis. Meanwhile, others completely denied
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their kidney failure status and chose to persist with their orally prescribed medication,
believing that nothing would happen until obvious complications appeared and their

condition deteriorated.

Asghari and Arabi (2019) highlighted that once the barrier of denial falls down, it is
replaced by emotions such as anger, jealousy, and hatred. An ill individual's anger

seems to be directed toward the environment without any regular pattern.

In this study, some individuals affected by ESKD expressed anger toward their treating
physicians when informed about their kidney failure status and the necessity of
initiating haemodialysis during their follow-up visit. They felt that their treating
physician did not adequately justify the reason for initiating the dialysis procedure, as
they lacked knowledge about the haemodialysis process. Instead, they sought
information about haemodialysis through their family members and friends.

Frustrated, they subsequently refused to undergo haemodialysis.

Some other individuals affected by ESKD were annoyed and denied being involved in
discussions about their treatment plans with their treating physician because the
physicians preferred to engage with their family members, such as daughters, sons,
spouses, and parents, who were deemed more educated and able to comprehend the
physician's discussions effectively. Consequently, they did not seek clarification about
their health condition, specifically the eGFR level, and relied on their family members
with a medical background, assuming that these family members better understood

the medical terminology.

According to Germain (1980), when individuals face illness, they realise that time is
limited. They begin to pray and seek compromises with any divine entity that may
listen, making promises like, 'If you grant me one more year, | will commit to attending

church.

In this study, most of the individuals affected by ESKD, upon receiving their informed
kidney failure diagnosis, requested their treating physicians to maintain their health

condition through a balanced diet and prescribed medication. They believed that
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continuing with prescribed medication would prevent the development of kidney
complications and help maintain their kidney function, as their primary focus was to

undergo kidney transplantation.

Individuals with incurable diseases frequently experience a range of emotions and
behaviours, encompassing sensations of injury and loss, failure, despair, helplessness,
confusion, and isolation. It also involves pessimism about the future, diminished self-
esteem, and a feeling of worthlessness and inefficiency. The individuals' families and
significant others typically encounter increased challenges as well. (Asghari & Arabi,

2019).

Some individuals with ESKD in the present study experienced stress and fear upon
learning from physicians that haemodialysis was the only treatment option given their
current kidney failure status. The pronouncements by these physicians induced anxiety
and apprehension among the ESKD participants, leading to feelings of stress.
Consequently, some of these individuals chose to leave the hospital and refrain from
further interactions with healthcare professionals. Moreover, As mentioned in section
6.6.2, individuals with ESKD engaged in conversations about their health condition and
possible interventions with family members or friends. These confidants harboured
reservations about the reality of end-stage kidney disease and the necessity of
haemodialysis. Some family members believed that the individuals affected by ESKD
were too young for haemodialysis and, as a result, encouraged them to consider

alternative treatments, such as traditional treatment or kidney implantation.

These results are in agreement with those obtained by Silva et al. (2018), who found
that individuals diagnosed with diabetes mellitus often have varied emotional
responses, such as despair, preoccupation, unrest, and even panic, upon learning

about their chronic condition through diagnostic tests or from healthcare providers.

Furthermore, in this study, individuals with ESKD were influenced by the social
environment in which they live, as well as the nature of the disease symptoms and

their self-experiences. For example, their kidney failure diagnosis and the requirement
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for haemodialysis led to stigmatisation consequences in the community, creating a
negative impact on the diagnosis and intervention. Consequently, they withdraw
socially and isolate themselves as they grapple with the profound pain and meaning
associated with the disease (Carrillo-Alarcén et al., 2015). These individuals with ESKD
experienced stigma from the community due to being identified as kidney failure
individuals requiring haemodialysis. Frustrated and unwilling to accept pity and
sympathetic perceptions linked to their health condition, they chose to isolate
themselves and steer clear of community social gatherings, avoiding criticism of being
close to dying due to kidney failure stage and undergoing dialysis. As well as, some
other individuals with ESKD in this study felt a sense of injury and conveyed that they
could not tolerate the idea of others seeing the haemodialysis catheter on their
forearm. These results further support the idea of Alvani et al. (2012), that individuals
with chronic illness and disability unveil a spectrum of disruptions in their life stories
prompted by the onset and progression of chronic conditions; for example, they do not

prefer to be perceived as weak. (Alvani et al., 2012).

Some individuals affected by ESKD in this study showed fatalistic behaviour, where
they accepted the disease diagnosis to some extent and suggested continuing their
orally prescribed medication, but they refused to undergo haemodialysis. They aimed
to search for alternative treatments or to ignore the recommended intervention and
wait till the condition deteriorates and the actual day of haemodialysis reaches.
However, some of the individuals affected by ESKD who commenced haemodialysis
accepted and surrendered to undergo the procedure as it became a tangible necessity
when their condition deteriorated and serious complications arose, leaving them with
no choice but to undergo haemodialysis. As these individuals embraced their
condition, they felt regret for not initiating haemodialysis sooner and allowing the

condition to worsen.

These findings are contrary to the Carrillo-Alarcon et al. (2015) study, which suggested
that individuals with type 2 diabetes who face illness regain their emotional well-being,

embrace the disease as a part of life, and integrate treatment into their daily activities
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and functions. They also had a higher likelihood of enhancing their knowledge and

glycaemic control.

Finally, it was noted that individuals with ESKD had a limited understanding of their
disease condition, with fewer insights into the complications associated with it.
Therefore, to ensure knowledge efficiency and effectiveness, it is important to
evaluate the quality and method of information delivered to the ESKD population,

considering their value, beliefs, and preferences.
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Chapter 8 Conclusion

This chapter presents a concise overview of the results of the research study,
indicating the impact that this study has on expanding knowledge. Moreover, it
critically examines the rigour of the study, evaluates its strengths and limitations, and
offers recommendations for clinical practice and health policy regarding chronic kidney

disease. In addition, this chapter explores potential areas for future investigation.

8.1 Overview of the research study findings
This study aimed to fill a gap in the literature by focusing on the reasons that led

individuals affected by ESKD to refuse medically advised haemodialysis.

A literature review was conducted to explore the perceptions of individuals regarding
treatment non-adherence, non-concordance, and treatment refusal decision-making
across various health conditions in adults. Limited information on individuals who
refuse haemodialysis was identified by the review, with the existing literature mainly
focused on conservative interventions in chronic kidney failure chosen by Western
ageing populations. The decision-making process behind the refusal of medically
advised haemodialysis in Oman, Gulf, and Arab countries is thus investigated for the
first time in this study. The primary aim of the research is to identify factors influencing
the refusal of medically recommended haemodialysis among individuals with ESKD in

Oman from the perspective of those with ESKD.

This Grounded theory research study was undertaken with Omani individuals suffering
from ESKD who opted not to undergo haemodialysis. As the interviews progressed,
individuals affected by ESKD contributed both novel and confirmatory findings related
to their refusal of haemodialysis. The analysis of research data disclosed that the
decision-making process, central to the study, is influenced by various interconnected
factors that contribute to the refusal of haemodialysis by individuals with ESKD. This
refusal is integrated into the decision-making process, which is associated with the

core category of balancing benefits and risks.
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The analysis was carried out using coding and constant comparative techniques to
achieve a deeper understanding of the social process of decision-making. A framework
comprising five overarching categories emerged: self-conceptualisation, acquiring
knowledge, influencers, fear, and self-control. These categories illustrated the
decision-making process of the individuals and its impact on their overall health status
(refer to Figure 6.9). Although the decision-making process related to haemodialysis
refusal was experienced differently by each individual and at various stages in their

journey, almost all exhibited almost the same influencing factors.

In the self-conceptualisation category, the rejection of haemodialysis treatment is
observed by individuals with ESKD who deny having reached the end-stage of kidney

failure.

In the category of acquiring knowledge, ESKD demonstrated a complex interplay of
factors through three interconnected sub-categories: information provided by the
treating physician, information gathering, and knowledge gaps. Despite being provided
with medical advice by their treating physicians, some individuals chose to refuse
medically advised haemodialysis, as documented in their medical records. Various
justifications were offered for the refusal. Waiting until obvious kidney complications
were experienced, doubting the physicians' explanations regarding the eGFR level, and
opting for alternative treatment options over hemodialysis were among the reasons
provided. Reassurances from physicians and prescribed oral medications were
interpreted as indications that haemodialysis was not immediately urgent. The refusal
was further contributed to by fear of the procedure, including concerns about death or

lifelong dependency.

Diverse methods were employed by participants to gather information and avoid
haemodialysis, with reliance on internet searches, primarily utilising Google, to access
information about kidney failure signs, symptoms, and treatment. Discrepancies
between online information and that provided by physicians led to the rejection of
medically advised haemodialysis by some participants. Information-seeking was

delegated to family members, particularly those with health professional backgrounds,
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using WhatsApp messages and videos to learn about the procedure and experiences of
haemodialysis users. Knowledge gaps arose from participants' interpretations of their
health conditions, often influenced by denial and a lack of education, making it
challenging for them to grasp the significance of eGFR markers or seek clarification
from physicians. Fear and reluctance to undergo the treatment were further fueled by

misconceptions about the haemodialysis procedure.

The influencers category in this study exhibits two sub-categories. Initially, some
participants chose to reject haemodialysis under the influence of negative experiences
shared by other haemodialysis users. These individuals discouraged accepting
haemodialysis and advocated for exploring alternative treatments. Additionally,
observing fatigue in fellow haemodialysis users led some individuals with ESKD to
believe they could maintain their well-being without haemodialysis, continuing their
daily activities without hindrance. The witnessing of deaths among certain
haemodialysis users further persuaded participants to decline medically recommended
haemodialysis. In contrast, others based their decision to decline haemodialysis on
anecdotes from individuals with ESKD who delayed the initiation of dialysis and

eventually experienced recovery.

Secondly, another set of participants in the study was swayed by the influence of
family members and friends. Upon learning about their kidney failure condition, most
participants sought advice from these individuals, whose opinions significantly shaped
the decision to decline haemodialysis. Trust was placed in family members or friends
who either witnessed the experiences of different haemodialysis users or worked as
healthcare professionals. As a result, some individuals shared negative haemodialysis
experiences and encouraged rejecting haemodialysis in favour of exploring alternative

treatments such as kidney transplantation or herbal remedies.

The fear category, identified as a significant motivator, played a pivotal role in the
widespread refusal of haemodialysis among nearly all participants in this study.
Participants expressed reluctance to undergo the haemodialysis procedure, driven by

the fear of adverse consequences and the potential stigma associated with it.
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Consequently, these individuals believed they were asymptomatic, lacked interest in
learning about haemodialysis, and wished to extend their lives. Furthermore, concerns
about the lifelong commitment and regular attendance required for haemodialysis
sessions led some participants to decline, fearing restrictions on their mobility and
disruptions to daily routines. Influenced by the experiences of other haemodialysis
users, additional fears included becoming bedridden, having foreign bodies implanted,
and being hospitalised. Feeling stigmatised, certain participants refrained from
participating in community social gatherings due to discomfort with the sympathetic
perception tied to their health condition. The fear of being labelled as 'near death' or

'too young to develop kidney disease' added to their vulnerability.

The self-control category is characterised by participants who were sought after for
alternative treatment options and exhibited fatalistic behaviour. Future plans in the
event of health deterioration were envisioned by these individuals, and a commitment
to managing their condition through measures such as a balanced diet, prescribed oral
medications, or seeking second medical opinions locally or abroad was expressed.
Despite their proactive approach, the haemodialysis decision-making process was
significantly influenced by spirituality and religion, with a recognition that ultimate
control rested in God’s hands. The possibility of delaying haemodialysis for as long as
possible was believed by some, who would surrender if the need arose and
acknowledge their limited power in the face of God’s will. For others, acceptance of
haemodialysis, if deemed necessary by God, was accompanied by the understanding
that they were no better than those who underwent the procedure, continuing to pray

for healing.

The decision-making process, centralised around balancing benefits and risks, is
supported by five main categories, each interconnected and displaying interactions
forming a spiral. Drawing from the grounded theory approach in this study, the
ongoing and revisited nature of the haemodialysis refusal decision-making process is
reflected. Continuous engagement in evaluating and balancing the benefits and risks,

revisiting triggering factors, and reflecting on feelings toward influencing factors
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characterises this dynamic decision-making process, which is not fixed, highlighting the
consideration of emotions and evolving perspectives by the individuals on different

influencing factors.

8.2 Study contribution to knowledge.

A substantial contribution is made by the findings of this study to the growing body of
evidence, enhancing the understanding of the decision-making process related to the
refusal of haemodialysis among individuals with ESKD. This study makes six main

contributions.

This study presents a distinctive model using constructivist grounded theory to
describe the decision-making process of individuals with ESKD who refuse
haemodialysis. This represents the first conceptual framework of its type, available for
utilisation and enhancement by researchers in many contexts to expand our
comprehension of the reasons and mechanisms behind the choices made by
individuals with end-stage kidney disease to decline medically recommended

haemodialysis.

The model outlines and connects the steps in the decision-making process of
haemodialysis, therefore underlining the main considerations individuals with ESKD
encounter when refusing this treatment. This conceptual model integrates multiple
research projects focusing on end-stage renal disease and haemodialysis, introducing a
novel conceptual model within it. Nephrology medical experts can now utilise it to
predict the primary elements that lead to rejection in individuals with ESKD under their

care and intervene in a suitable and constructive manner.

This study enhances comprehension of the complexities associated with denial in ESKD
cases and provides a distinctive examination of how individuals manage ESKD. This can
be utilised by researchers and healthcare providers specialising in nephrology in their
various professional endeavours. This study significantly contributes to the existing
understanding of the decision-making process for haemodialysis refusal among

individuals with ESKD in the Middle East. It complements the research conducted by
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Anees et al. (2014); Shafi et al. (2018); Saeed et al. (2020), and Mohamed Hussin and
Syed Jamaludin (2023).

This study contributes a novel perspective on the experience of ESKD by providing
information on the attitudes, behaviours, and practices of individuals affected by ESKD
in Oman. The evidence has the potential to be transferred to Gulf and other Middle

Eastern countries due to their similar characteristics, such as religion and culture.

This study is a specific real-life example of how the Dual process model of coping with
bereavement Kibler-Ross grieving model is used in the decision-making process of
individuals affected by ESKD who refuse to undergo haemaodialysis. This study is the
first to apply this model to ESKD and dialysis. It provides a comprehensive analysis of
how ESKD persons' decision-making regarding haemodialysis refusal might be aligned
with the components of the model. Furthermore, this study provides empirical data
supporting the effectiveness of the Klibler-Ross grieving model in explaining denial and

fatalism behaviour associated with the decision to refuse haemodialysis treatment.

The process of balancing aids in comprehending how individuals affected by ESKD
navigate the decision-making process concerning the benefits and risks of
haemodialysis. Moreover, this research underscores the significance of high-quality
nephrology care for individuals affected by ESKD. Furthermore, it underscores the
need for further efforts to enhance the attitudes towards ESKD and haemodialysis

among certain healthcare professionals.

The findings of this research must be considered within the context of Omani culture,
which deeply influences participants' decision-making, especially in ESKD and
haemodialysis phenomenon. Oman is a society where religious beliefs, particularly
Islamic principles, play a significant role in shaping attitudes toward illness, life-
sustaining treatments, and end-of-life care (Al Harbi, 2018). The strong emphasis on
family involvement in health decisions, as well as the importance of spiritual
acceptance of illness and interventions, are distinctive factors that may not be as

prominent in secular or non-Islamic societies (Al Harbi, 2018; MclLaren et al., 2021).
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These cultural and religious dimensions are central to understanding the perspectives
of Omani individuals, particularly in the context of the decision-making process

regarding ESKD and haemodialysis.

However, despite these cultural distinctions, the core themes of this research—such as
denial of ESKD, reluctance to undergo haemodialysis, and fatalism—are not unique to
Oman. Similar factors have been reported in other countries, especially in those where
religion and spirituality are significant components of daily life. Studies conducted in
other Muslim-majority countries, as well as those in regions with strong spiritual
traditions, often report comparable findings regarding the influence of religious beliefs

on health choices (Kisa & Kisa, 2024).

Furthermore, the broader implications of the research, such as the balance between
medical recommendations and individuals' preferences, transcend cultural boundaries.
The tension between medical intervention and personal beliefs, as observed in the
Omani context, is a universal issue faced by healthcare providers and ill individuals
worldwide. Therefore, while the findings are deeply rooted in Omani culture, they may
be applicable in other settings where religious or spiritual considerations play a pivotal

role in healthcare decision-making.

Nonetheless, it is important to acknowledge the limitations of generalising these
findings to all cultural contexts. In countries with more secular health systems, or
where individual autonomy is emphasized over family or religious considerations, the
dynamics observed in Oman may not be as relevant. Therefore, the extent to which
these findings can be applied in other cultural or religious contexts requires further

investigation.

8.3 Study strengths and limitations.
8.3.1 Strength of the study

This study is believed to be the first study to be conducted in Gulf countries,
specifically Oman, that explores the experiences of individuals with end-stage kidney

disease at stage five who refuse HD. This study offers a unique perspective on how
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individuals perceive the decision-making process while declining haemodialysis and
becoming ESKD. There is a significant lack of knowledge regarding the personal
experiences of individuals with ESKD in Oman and the Middle East region in general.

Therefore, the study contributes to the body of knowledge.

The study is geographically and disease-condition-focused; the study was conducted in
Oman, aiming to identify the decision-making process of individuals with ESKD
regarding haemodialysis. The findings of the study could be transferred to other Gulf
and Arab countries with similar cultures and to individuals with other chronic diseases

who refuse medically recommended treatment.

One of the merits of this study was the application of grounded theory to accomplish
its aim. Grounded theory is widely acknowledged for its efficacy in producing novel
discoveries and has been recognised for its substantial contribution to current
knowledge (Corbin & Strauss, 2008). The study enabled a comprehensive analysis of
the experiences of individuals affected by ESKD who declined haemodialysis.
Additionally, it advanced my comprehension of the emotional, cultural, social, and
religious factors that influence their experiences with ESKD and refusal of

haemodialysis.

The study was conducted using rigorous research methodologies to achieve reliable
results and guarantee its credibility. The grounded theory methodology and its
rigorous approach encouraged the emergence of the data, resulting in a level of

resonance that is valuable for practice, policy, and research.

Finally, the results would be valuable for guiding clinical practice in nephrology
departments in terms of different elements of care for individuals affected by ESKD,
potentially resulting in the formulation of strategies or guidelines to improve the

quality of care delivered.

8.3.2 Limitations of the study

The study was conducted on a small scale, with a specific focus on a limited number of

participants within a particular setting and timeframe. The generalisability of the study
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may have been restricted due to the small sample size, which included a maximum of
four and a minimum of two participants from the nine nephrology clinics and kidney
dialysis units in the chosen governorates. Nevertheless, this constraint is deemed
inevitable in qualitative research, where the focus lies on the quality rather than the
qguantity of data. A more extensive study might have been conducted to examine a
wider demographic throughout different governorates of Oman, including additional
rural regions. Furthermore, the research was limited by time constraints and the
involvement of a single researcher, as it was carried out for the purpose of academic
qualification. However, the researcher took steps to ensure that the study sample
included a diverse variety of experiences and perspectives, as mentioned in section

5.3.

Purposive sampling enabled me to capture the experiences of individuals from two
different groups at stage five of ESKD in Oman: those living with ESKD who refused
haemodialysis and others who underwent haemodialysis. Reflecting on decisions made
over the course of the illness was inherently challenging and susceptible to recall

biases.

All recruited participants were adult Omani Muslims. Consequently, it is possible that
the findings may not be representative of other individuals with ESKD from diverse age
groups and cultures or with different religious backgrounds. Haemodialysis refusal was
the common factor among the participants. Consequently, if the study had included
individuals who refused peritoneal dialysis or kidney implantation, distinct results
might have been obtained. The adult Omani population was the primary focus of the

study, with an emphasis on individuals with ESKD.

The study sample was relatively small and comprised Omani individuals with ESKD who
had made the decision to refuse medically advised haemodialysis and who received
free treatment. It is unclear whether the findings will apply to non-Omani individuals
with ESKD and whether they are financially insured or not. Studying other groups is

warranted to assess generalisability.
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The interviews were conducted in a hospital setting by a researcher with medical
expertise. This factor may have influenced the participants' narratives of their
experience with ESKD and their decision-making process regarding haemodialysis
refusal. The hospital atmosphere may have hindered the participants' responses.
Nevertheless, the participants themselves took the option to conduct the interviews in

a hospital setting and to provide comprehensive data.

The timing of the interviews may present limitations. Each interview took place during
the waiting period for blood investigation results. Some concerns from participants
might not have been fully communicated due to their urgency to review laboratory
results and consult with their treating physician. However, efforts were made to utilise
the waiting time by conducting the interviews immediately after the collection of

blood investigations and before the dispatch of the results.

Upon completing this study, | recognise that the use of the term refusal may have
inadvertently introduced bias, as it can imply a value judgment on the decision-making
process of individuals. Moving forward, more neutral terminology may better reflect
the complexity of individuals' choices without suggesting a particular stance or

evaluative tone.

8.4 Study implications.
8.4.1 Implications for practice

This study established that all CKD individuals denied reaching ESKD and chose not to
undergo haemodialysis because they perceived themselves as 'fine' and 'healthy' as
they did not experience noticeable symptoms of end-stage kidney disease. In this
context, a personalised and patient-centred approach to care may provide more
benefits compared to a conventional disease-oriented strategy for individuals affected
by ESKD. For example, empowering individuals affected by ESKD involves negotiation,
wherein healthcare professionals engage in a thoughtful, empathetic, truthful, and
inclusive manner. This approach customises patient-centred decision-making to align
with the individuals’ preferences and values throughout the disease trajectory

(Wakefield et al., 2018).
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Additionally, strategising early interventions to improve haemodialysis acceptance
among CKD individuals requires multidisciplinary teamwork to establish effective and
continuous interventions. This would enable a comprehensive approach to
understanding and encouraging a problem-solving process for treatment acceptance
and better health outcomes, considering both the biomedical aspects and the social
dimensions of individuals' health and well-being (Mohamed Hussin & Syed Jamaludin,

2023).

Furthermore, the clinical team should routinely reassess the symptoms and
consequences of CKD, and specifically inquire about them during individuals’ follow-
up. The pre-dialysis education for this group of individuals with CKD should provide
clearer information regarding the normal course of CKD and, the significant time gap
between starting pre-dialysis education and the following requirements to make a

shared decision on ESKD care.

The National Institute for Health and Care Excellence guidelines for KRT in the UK
emphasise that the decision to initiate dialysis should involve shared decision-making
between individuals affected by ESKD, their families, and healthcare teams. This
collaborative approach fosters realistic expectations, aligns treatment options with
individual values, and reduces unnecessary interventions. Furthermore, decision-
making in kidney care should be holistic and comprehensive to optimise health
outcomes and allocate resources effectively. Future research should focus on pathway-
based cost studies that map expenses to data from extensive care networks to better

represent the resource utilisation in kidney care.

The data uncovered a prevalent lack of understanding regarding the prognosis and
treatment of ESKD among both individuals with ESKD and their families and friends.
This outcome is likely linked to the pervasive challenge of evaluating the benefit-risk
equilibrium of medical interventions, which is prevalent across various healthcare
domains, especially affecting individuals striving to make well-informed treatment
decisions. Recognising the pivotal role of the benefit-risk balance in decision-making,

healthcare professionals bear the responsibility of improving communication about
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treatment benefits and risks. This emphasis on communication is crucial for eliciting
the perspectives of individuals with ESKD and fostering transparent, rational, and
defensible decision-making processes that contribute to overall improvement.
However, it is crucial to empower individuals affected by ESKD and their families in the

process of treatment planning and decision-making. (Coplan et al., 2011).

The participants in this study reported that they did not know about their disease
progress reaching ESKD to accept haemodialysis. The role of physicians as educators is
crucial in supporting individuals affected by ESKD in addressing their informational
needs while making decisions regarding haemodialysis. In addition, physicians should
collaborate with individuals affected by ESKD to ensure that they are adequately
prepared to make informed and shared decision-making without exerting influence on
them to make final decisions considering the possible fluctuations in their health

condition.

This study suggests that there is a potential for inadequate health literacy among
individuals affected by ESKD in Oman. This limited health literacy may result in a lack of
comprehension regarding the nature of kidney disease and the necessity for
intervention. Almost all individuals affected by ESKD had a tendency to avoid seeking
comprehensive information regarding their condition and treatment, potentially due
to a state of denial over their progression to ESKD and the need for haemodialysis. In
this study, individuals with ESKD were not persuaded by the treating physician's
opinion in their role as advisors or authoritative figures in making decisions. However,
their perspectives were shaped by the experiences of their relatives, acquaintances,
and other individuals undergoing haemodialysis. Achieving the desired outcome in a
situation necessitates effective communication in healthcare. Physicians play a crucial
role in helping individuals understand and accept their own preferences regarding
various choices or options available to them. While supporting ill individuals'
autonomy, clinicians must discern when to provide direct and clear professional

advice, ensuring a comprehensive and patient-centred approach.
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During the diagnosis phase, beyond making the language of ESKD accessible and
allowing time for individuals to process information, effective communication requires
healthcare professionals to adopt a listener role. It is essential to recognise that
effective communication is not one-size-fits-all; hence, healthcare professionals should
continuously assess individuals’ needs throughout their trajectory rather than

assuming what will constitute effective communication.

Given the importance of nuanced communication, additional training for healthcare
professionals will contribute to a more comprehensive solution. This training will
enhance their ability to navigate diverse communication scenarios, fostering improved
individuals affected by ESKD understanding and collaboration in decision-making

processes.

The results of this study highlight the necessity to change perspectives regarding ESKD
and its management, not just on an individual basis but also within family and societal
contexts. Addressing inaccurate cultural beliefs and dispelling various rumours about
ESKD and its management that are prevalent in Omani culture is crucial, and this can
be achieved through community campaigns or workshops. Enhancing public education
through the media in Omani society can play a pivotal role in rectifying misconceptions
about ESKD and its treatment and concurrently diminishing the existing stigma
associated with haemodialysis. For example, promoting open dialogue through
storytelling campaigns, where survivors of ESKD or individuals managing their

condition through dialysis share their experiences in public forums and media.

Individuals with ESKD hesitated to undergo haemodialysis due to a fear of early death
associated with its initiation. Their decision was influenced by witnessing negative
experiences, including fatalities, among other haemodialysis users. This noteworthy
finding could be attributed to the implementation of innovative and comprehensive
multidisciplinary counselling designed to alleviate the fear of haemodialysis among
individuals with ESKD and their family members or friends while also enhancing their
understanding. This involved strategies such as showcasing informative videos,

distributing handout materials, and facilitating interactions with dialysis users and staff
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through visits to dialysis facilities. It can be suggested, therefore, that healthcare
professionals recognise the fears and elements of grief of individuals with ESKD
regarding both kidney failure and haemodialysis and foster open communication about

these fears.

The findings of this study indicate that nearly all individuals affected by ESKD did not
fully comprehend the severity of their condition or the necessity of undergoing
haemodialysis. This lack of understanding can result in delayed or refused treatment,
potentially worsening health outcomes. It underscores the need for healthcare
providers to communicate prognosis and treatment options in a way that aligns with
individuals' cultural and religious beliefs. In Oman, this may involve integrating
religious concepts, such as the notion that medical treatment does not conflict with
faith in divine healing, and that seeking treatment is part of fulfilling one's religious

duties.

A multidisciplinary group consisting of nephrologists, nephrology nurses, social
workers, psychologists, dieticians and religious leader is essential to provide ongoing
education to individuals with ESKD and their families regarding the challenges of
kidney failure and dialysis. This would enable timely interventions to be implemented
at an early stage. Incorporating religious leaders into individuals affected by ESKD
education initiatives may prove beneficial. Religious figures can help bridge the gap
between medical recommendations and religious beliefs, addressing misconceptions
and emphasizing that seeking treatment does not conflict with trust in divine will.
Ultimately, it would ensure that individuals affected by ESKD receive holistic care,

addressing both their medical and spiritual concerns.

The presence of a sufficient number of training sessions for nephrology nurses, as well
as nephrologists, will facilitate the provision of efficient care to individuals in a timely
manner by ensuring the availability of informed and extensively qualified
professionals. These medical professionals need to receive training on how to navigate
sensitive discussions around ESKD at different staging and treatment options. This

includes fostering open dialogues with individuals and their families, addressing
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concerns about prescribed treatment in the context of religious and spiritual beliefs,

and involving religious leaders when necessary.

In Omani culture, families play a pivotal role in decision-making. A lack of
understanding about ESKD and its treatment often extends to family members, who
frequently influence the decision to undergo haemodialysis. Since families are integral
to decision-making, healthcare education should involve both the individuals affected
by ESKD and their relatives. Family discussions can help clarify the medical benefits of
treatments like haemodialysis and dispel misconceptions about prognosis. By
harnessing family involvement positively, healthcare providers can create a support

system that encourages individuals to comply with recommended treatments.

Moreover, there are significant societal implications regarding the understanding of
ESKD and its treatment options. Many individuals may hold fatalistic views or
misconceptions about the effectiveness of medical interventions, shaped by cultural
and religious beliefs. National or regional campaigns could play a crucial role in
promoting awareness of chronic illnesses like ESKD. These campaigns should be
culturally relevant, addressing misconceptions about treatments like dialysis by
framing them not as challenges to faith, but as medical necessities. Such initiatives
could involve religious scholars to explain the permissibility of treatment within Islamic

teachings.

Community involvement is essential, and leaders, religious figures, and healthcare
professionals should collaborate on initiatives to raise awareness of diseases like ESKD.
Involving mosques, local communities, and public institutions in educational outreach

ensures that the message reaches a wide audience.

The participants with ESKD in this study used traditional remedies, believing that this
treatment enhanced kidney function and potentially reduced the necessity for
haemodialysis. The level of support individuals affected by ESKD receive significantly
impacts their decision to reject haemodialysis and prompts consideration of alternate

options, such as traditional treatment methods. These findings highlight the
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significance of healthcare providers caring for individuals with ESKD to actively
question the usage of traditional treatments and inquire about individuals’
expectations for such treatments. Recording this information in their health record
system can augment healthcare practitioners' understanding of traditional therapies
for improved development of educational and awareness programs. It might help
avoid delays in seeking medical treatment, prevent further complications, and

encourage individuals to report the side effects of the traditional treatment.

The Gagani et al. (2016) quantitative study exclusively employed the Renal Care
Readiness Scale (RCRS) to construct a reliable and valid testing instrument for
assessing the stages of acceptance and denial among CKD individuals. They suggested
its applicability to other ilinesses to facilitate comparisons across different individual
groups. Therefore, to assess denial and decision-making refusal in individuals with
ESKD, adapting an assessment tool to gauge the level of acceptance and denial
regarding kidney replacement therapy is crucial. This process is essential for identifying
the readiness of individuals affected by ESKD to accept such treatment and for
addressing their psychosocial needs through tailored counselling programs. The Renal
Care Readiness Scale (RCRS) serves as the foundation for evaluating stages of
acceptance and denial in individuals with chronic kidney disease before implementing
CKD course modules. The gathered data aim to equip physicians with insights to
develop counselling programs that specifically cater to the psychosocial needs of
individuals undergoing stages of denial. Moreover, the RCRS scale, encompassing
factors like appreciation, adherence, assumption, awareness, anticipation, and
affective aspects, provides a comprehensive understanding. It helps identify individuals
requiring more intervention and counselling while predicting future medical

adherence—an essential element in managing CKD.

These findings also suggest that a decision-making process model could be added to
the nephrology nursing program curriculum to enhance communication and decision-

making skills, addressing the communication and decisional needs of individuals with
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ESKD to help them accept their health condition and undergo kidney replacement

therapy.

The findings also indicate the presence of numerous misperceptions and misleading
beliefs regarding ESKD and haemaodialysis, underscoring the importance of healthcare
providers addressing them. Education is necessary, extending beyond merely the
haemodialysis procedure. It's crucial to address individuals affected by ESKD
apprehensions about undergoing kidney replacement therapy by exploring and

rectifying their sources.

The interview findings reveal significant gaps in individuals' understanding of ESKD, its
prognosis, and treatment options, particularly haemodialysis. These gaps suggest that
many individuals affected by ESKD do not fully comprehend the seriousness of stage
five ESKD or the irreversible nature of kidney failure, which may lead to the refusal of
life-saving treatment. Additionally, haemodialysis is often misunderstood as an
optional rather than a necessary intervention, while insufficient communication about
the prognosis of ESKD with or without haemodialysis further complicates decision-
making. Family members, though heavily involved in these decisions, frequently lack
the information needed to support informed choices. To address these issues, it is
essential to implement targeted educational programs that are both culturally and
religiously sensitive, emphasizing the severity of ESKD and the life-sustaining role of
haemodialysis. Improved communication regarding prognosis is also crucial to
facilitate informed decision-making. Furthermore, providing family members with
accurate and comprehensive information is vital to ensure they can effectively support

individuals in making informed treatment decisions.

To address the knowledge gaps identified in this study's findings, a comprehensive
approach that integrates educational content, communication strategies, and
mechanisms for family involvement is essential. This educational content should
provide clear and detailed explanations about ESKD, including the basic functions of
the kidneys and the consequences of kidney failure. Specific information on stage five

ESKD should be included, highlighting its severity, the irreversible nature of the
240



condition, and the life-threatening risks associated with a lack of treatment.
Additionally, educational efforts should cover the progression of ESKD, emphasizing its
physical, emotional, and quality-of-life impacts when left untreated. A thorough
explanation of haemodialysis, detailing its function in replacing kidney activity and its
necessity for sustaining life, is crucial for individuals affected by ESKD understanding.
Information on alternative treatment options, such as kidney transplantation and
peritoneal dialysis, should also be provided, with clarification on when these options
are appropriate and why haemodialysis may be the most viable choice for many
individuals affected by ESKD. Lastly, it is essential to clearly communicate the
consequences of refusing haemodialysis, including the worsening of symptoms and the

eventual fatality due to kidney failure.

To ensure that individuals affected by ESKD make informed decisions about their care,
particularly regarding haemodialysis and other treatment options, there is a critical
need for targeted interventions in both primary and secondary care to improve
individuals' understanding and awareness of the disease and its management. In
primary care, general practitioners and primary care nurses, often the first point of
contact for individuals with chronic CKD, play a pivotal role in early education. These
providers should be trained to deliver clear, accessible information about the
progression of CKD to ESKD, emphasizing the importance of monitoring kidney
function, making lifestyle adjustments, and understanding available treatment options.
Early education can help prevent misconceptions about ESKD and its treatments. In
secondary care, nephrologists and nephrology nurses must offer detailed, tailored
education based on the individual’s stage of illness. Structured, individualised
education sessions, incorporating visual aids, interactive discussions, and decision-
making support tools, could further enhance understanding. For example, a pre-
dialysis education clinic could provide CKD individuals with an opportunity to explore

treatment options in a supportive environment, bridging the knowledge gap.

A multidisciplinary approach to individuals affected by ESKD education is crucial.

Involving nephrologists, nephrology nurses, dietitians, social workers, and
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psychologists ensures that information about the disease and treatment options is
communicated holistically, addressing the physical, emotional, and social aspects of
ESKD. Given the integral role family members play in decision-making, they should also
be included in educational sessions. Providing family members with the same
information as individuals affected by ESKD empowers them to support informed
decisions. Additionally, support groups, family counselling, and joint decision-making

sessions could help families contribute positively to care planning.

Developing digital resources, such as online platforms, apps, or telemedicine
programs, can make information more accessible, particularly for those unable to
attend in-person consultations. These resources should be designed to be simple and
user-friendly, offering multimedia options such as videos, infographics, and interactive
guestion-and-answer sessions. Printed materials in multiple languages should also be
available for non-native speakers or those without digital access. Lastly, hiring or
training nephrology educators specialising in ESKD education can ensure individuals
affected by ESKD consistently receive high-quality, accurate information throughout

their care journey.

8.4.2 Implication for policy
This study will provide insights for developing decision aids and clinical guidelines that
incorporate the preferences, autonomy, and desire for active involvement of

individuals with ESKD in their healthcare planning as empowerment and engagement.

There is a need for an accessible database for individuals with ESKD who refuse kidney
replacement therapy within the Ministry of Health Al Shifa health system, as it would

aid in creating or updating nephrology care policies and guidelines in Oman.

8.4.3 Implications for future research

The decision-making process model of individuals with ESKD in Oman, as explored in
this study, could be expanded to encompass similar groups or contexts and should be
subjected to testing through qualitative, phenomenology approach to observe the

decision- making process itself, quantitative, or mixed-method studies.
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Conducting research to explore strategies for addressing the factors identified in this
study is essential to improving the capacity of individuals affected by ESKD to make

well-informed decisions regarding their care.

Conducting a similar study in other Gulf countries and analysing the similarities and
differences within the regional context would provide valuable insights into the shared
and unique factors influencing decision-making in individuals with ESKD across the Gulf

region.

Additional research involving nephrologists or treating physicians and the family
members of individuals with ESKD would contribute significantly to the field of

nephrology decision-making research.

The theoretical model in this study focused on individuals with ESKD who declined
medically advised haemodialysis. Further longitudinal research or research involving
individuals affected by ESKD who chose to undergo haemodialysis will provide an
additional dimension to ESKD-related research. Additionally, it proposes further
research on the real and projected survival rates of individuals with ESKD who have
refused haemodialysis. This research could yield significant and advantageous
outcomes for future communication with individuals affected by ESKD and their

families.

8.5 Reflexivity and the rigour of the study

Putting aside methodological problems, the practical reason for addressing reflexivity
in qualitative studies is its importance as a fundamental criterion in assessing and
evaluating quality and in following research reporting guidelines specific to qualitative
research (Gentles et al., 2014). The primary objective of reflexivity is to augment the
clarity and trustworthiness of the study findings (Gentles et al., 2014). Reflexivity, as
characterised by Charmaz, involves promoting a thoughtful strategy that clearly directs
researchers in their study conduct, interactions with research participants, and
portrayal of them in written reports (Charmaz, 2006). To aid in establishing standards

related to reliability and validity, Charmaz offered a framework for rigour and
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authenticity strategies in constructivist grounded theory, which consist of credibility,

originality, resonance, and usefulness (Charmaz, 2006; 2014).

8.5.1 Creditability

Credibility is essential in qualitative research for conducting naturalistic inquiry.
Employing techniques to establish credibility ensures that the researcher accurately
represents the experiences and meanings of the phenomenon, making the findings
credible to participants. Establishing credibility involves conducting the inquiry in a
manner that reinforces the believability of the findings, ensuring these steps are

evident in the research outcomes (Dyar, 2022).

This study was supported by a literature review and thematic analysis of the literature,
namely in Chapter 3. Performing the literature review yielded a thorough
comprehension of the context and subject matter. However, | continued to pay close
attention to how pre-existing notions could potentially impact my research. Through
consistent self-awareness, | saw different methods of decision-making regarding

treatment non-adherence and non-concordance without forcing them onto the data.

In order to ensure credibility, | adhered to the fundamental principles of grounded
theory, which encompass systematic and continuous collection and analysis of data.
Data collection procedures resulted in a variety of observations among individuals
affected by ESKD who declined to undergo haemodialysis and who had undergone
haemodialysis. The observations covered a range of experiences and attitudes during
the decision-making process, which contributed to the development of the final

theoretical model. A saturation point was achieved at approximately 23-25 interviews.

Supervision discussions enhanced my presentation of work and the examination of the
emergent codes and categories formed by the data. This discussion refers to the
additional gathering of data and subsequent analysis. This procedure also served as a
means of quality control for my study of the data, ensuring its richness. Also, it assisted

me in revisiting the quality of the processes and results of the study.
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The concepts of constant comparison are supported by a process that involves
composing memos, reflective diaries, reading and re-reading, and coding, which is
carried out using data matrices and diagrams to compare the similarities and
differences within categories across all cases. This comparison originated from the
preceding interviews and coding. The constant comparative approach was employed
to analyse and compare codes and incidents to establish the point at which emergent
categories and concepts formed a theoretical model. Furthermore, the constant
comparative strategy was employed in conjunction with theoretical sampling to boost

theoretical sensitivity and meet the criteria of the emerging categories.

The credibility of the generated data was enhanced by incorporating several settings
and including individuals affected by ESKD with various eGFR levels, thus reinforcing

the trustworthiness of the data.

Additionally, engaging in peer debriefing with two academic supervisors to enhance
the credibility and reliability of the study findings assisted me in revisiting the quality
of the processes and ensuring the analysis remained closely aligned with the data.
Supervision discussions enhanced my presentation of the work and the examination of
the emergent codes and categories formed by the data. This discussion refers to the
additional gathering of data and subsequent analysis. This procedure also served as a

means of quality control for my study of the data, ensuring its richness.

8.5.2 Originality

The existing research lacks a comprehensive theoretical model that explains the social
processes influencing the decision-making of individuals affected by ESKD who refused
haemodialysis. Hence, the identification of categories and sub-categories provides
fresh insights into comprehending the decision-making process about haemodialysis

refusal among individuals affected by ESKD.

The development of these categories involved rigorous coding and drawing from
experiences with ESKD. The utilisation of line-by-line and open coding methodologies

on transcripts confirmed the truthfulness of the procedure. In addition, the use of a
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bilingual translator (back translation) to verify bilingual transcriptions enhanced the
credibility and originality of the data. Furthermore, the theory of the haemodialysis
refusal decision-making process provides a conceptual framework that enhances our

understanding of the examined experience.

Moreover, this study is the first instance of applying grounded theory concepts in
Oman to gather data on the experiences of adult Omani individuals with ESKD who

have chosen not to undergo medically recommended haemodialysis.

8.5.3 Resonance

Resonance is heightened when there is a powerful mix of credibility and uniqueness,
as both credibility and originality contribute to enhancing resonance (Charmaz, 2006).
This is achieved by applying the constant comparative approach to assessing credibility

and originality.

During the study, this research was disseminated to external audiences to confirm that
the categories appropriately represented the experiences being investigated. The
emergent and changing topics were subjected to scrutiny by presenting them to a
varied audience (Involve Hull) in 2022. As the theory development neared its end, the
final step involved sharing the model of the haemodialysis refusal decision-making
process with nursing professionals interested in nephrology at the RCN International
Nursing Research Conference in 2023. Academic supervisors provided ongoing
feedback on the evolving theory during the data collection phase. The successive
modifications and enhancements to the theory ultimately resulted in the theoretical

framework outlined in Chapter 6.

8.5.4 Usefulness

Usefulness is a measure of how effectively the analysis of a study offers an
interpretation and solution that individuals can apply in their daily lives (Charmaz,
2014). The findings of this study are expected to be valuable in the treatment of
individuals with ESKD who have chosen not to undergo medically recommended

haemodialysis. Gaining insight into the decision-making process they went through will
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aid in informing clinical practice and policy to advance the experience of Omani
individuals with ESKD who refuse haemodialysis. Additionally, it can be utilised to

provide insights for future research.

8.6 Dissemination plan.
It is important to disseminate the findings of this research to a wider audience. So, my

plan for dissemination would include:

1. | plan to publish a paper on the individuals affected by ESKD denial and fatalism
behaviours towards ESKD condition and haemodialysis, and | intend to submit it
to the International Journal of Nephrology or the Saudi Journal of Kidney
Diseases.

2. lalso plan to publish a paper on misconceptions about haemodialysis among
Omani adult individuals affected by ESKD.

3. lam also interested in writing a paper on how the Kubler-Ross model reflects
on the experience of adult Omani individuals affected by ESKD haemodialysis
refusal decision-making process. The two highlighted papers are intended to be
published in the BMC Nephrology journal.

4. Furthermore, | plan to summarise the main findings of this study into a concise
presentation for healthcare professionals, specifically those who work with
individuals with kidney disease in MOH health institutions in Oman at primary
healthcare, secondary, and tertiary levels.

5. lalsointend to present the findings of this study in community workshops
during the annual World Kidney Day. Additionally, | plan to collaborate with the
dean of the Higher Institute of Health Specialties to share these study findings

with students in the nephrology nursing program.

8.7 Conclusion

The chapter has presented a summary of the thesis and examined how the standards
of rigour can be employed to evaluate its technique and results. This study is the first
extensive study to examine the decision-making process among individuals affected by

ESKD who refused haemodialysis in Oman and internationally. The approach has
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advanced from providing background for the research and creating research questions
to utilising the grounded theory technique to construct a theoretical model of the
challenges experienced by these individuals while making decisions. As a result, it
provides a unique perspective on this particular phase of their lives, adding to the

existing knowledge in the field of nephrology-related healthcare and service provision.
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provinces, with

context and
influence

Sub-theme

1- Financial
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individuals with
a variety of
demographic
characteristics,
illnesses, and
medicines.
4-The
researchers also
did not
systematically
gather
information
about
medications for
which patients
did not engage
in CRNA so the
researchers do
not have a full
picture of the
trade-offs
patients make
between drugs
and why
patients engage
in CRNA with
some drugs but
not others.

5- The study also
only reports on
one-time
interviews with
participants,
with some

XV




participants
recalling past
CRNA
experiences.
And longitudinal
work would
strengthen the
understanding
of CRNA
variation over
medications,
ilinesses and
time

Lovell et al.
(2017a)

New
Zealand

CKD

Subsequent
purposive
sampling
used to
recruit 17
patients
(14 Male &
3 Female)

A Qualitative
study using
Longitudinal
design

semi-
structured
interview
schemas
with face-
to-face
interview

1- Maintaining
one’s
independence
and act of self-
efficacy and
manage own
health, due
lack of
practical and
emotional
support given
by spouse.

2- Not to
burden
anyone.

3- Worry
about burden
of travelling
for HD.

4- Feared the
implication of

1- Study findings
are less
generalisable to
countries with
constrained
healthcare
resources or
with
significantly.

Moderate

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

1- lack of
knowledge

2- lack of
support

3- Lifestyle
disruption due
to undergo
treatment

XVI




dialysis on

lifestyle
including
travel and
outdoor
activities
Saqib et al. Pakistan No disease Purposeful A qualitative In-depth 1- Lack of 1- Majority of Main theme
(2018) specification sampling study design semi- understanding | the patients 1- Patients’
technique structured due to enrolled were belief and
was used in interview language illiterate and knowledge of
recruiting schemas barrier. come from poor treatment
the 19 with face- 2- Due to socioeconomic and the
patients to-face Misconception | backgrounds. potential
& interview patients Therefore, outcome.
16 expected the factors relevant 2-
healthcare medicines to to educated Communicati
workers show effects patients and on
within three those living in Sub-theme
days. urban areas o 1- Feeling well
3- Due to lack could o 2- Lack of
of knowledge, | have been & Knowledge
the patients missed. 3- Language
may 2- The findings barriers
discontinue cannot be 4- Trust and
therapy if side | generalised to empathy
effects appear. | the entire
country or

abroad, because
of differences in
the health care
system and basic
facilities
available in
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different
hospitals.

Han et al.
(2019a)

Singapore

ESKD

23
participants

16 patients
(7 Males &
9 Females)
using
purposive
sampling

7 caregivers
using
snowball
sampling

A qualitative
study design,

Semi
structured,
in depth
interviews
using
interview
guide

1- Loss of
autonomy in
daily life

2- Financial
burden

3- Caregiver
burden

4- Alternative
medicine

5- Symptoms
and disease
progression

1- Sample was
largely
dominated by
Chinese
Singaporeans,
who make up
more than 75%
of Singapore's
total population.
2- the
underrepresenta
tion of certain
patient groups
including those
taking
conservative
management for
ESKD from
community
clinics.

3- patient
population was
also comprised
of older
patients, who
have been found
to report higher
levels of
satisfaction with

Moderate

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

Sub-theme

1- Fear of side
effect

2- Culture

3- Lack of
support

4- Finance

XVl




care than
younger groups.
4- many patients
approached had
declined to be
interviewed, due
to either being
too frail to hold
along
conversation or
not wanting to
talk about their
treatment
choice.

5- Lack of
patient-public
involvement in
this study.

Raghunath
et al. (2019)

Australia

Rheumatic disease

96
participants

using
purposive
(non-
random)
sampling

(34 Males &
62 Females)

A qualitative

study design,

Using
grounded
theory
approach

Semi
structured
interviews.

1-The
presence and
tolerability of
active
symptoms
significantly
influence
adherence

2- Concern
regarding
long-term side
effects of
biologics and
methotrexate
being

1- The principal
researcher is a
clinician which
could affect her
perspective as
well as the
participants’
responses.

2- Care,
however, was
taken by the
researchers to
“bracket out”
their
perceptions and
presumptions as

strong

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

Sub-theme
1- Lack of
knowledge

XIX




perceived as

is common

2- Fear of side

particularly practice in this effect
“toxic” study method
3- The study was
conducted in a
single centre
with relatively
small sample
size (saturation).
Tan et al. Singapore | Hypertension Purposive A qualitative Face-to- guided by a | 1- Patients 1- sampling Main theme
(2019) sampling study design face, in- semi- perceived strategy may 1- Patients’
Total of 20 depth, structured physical and have limited the belief and
patient interview mental reach to patients knowledge of
(6 males & guide. wellbeing, and | who are treatment
14 females) aspects marginalised. and the
related to 2- This sampling potential
management bias could outcome.
of their potentially 2-
medical constrain the Sociocultural
condition analysis to only context and
2- lack of the “more o influence
Community general” o 3-
support population 2 Communicati
3- difficulties without on
of lifestyle including those
modification who are most in Sub-theme
4- limited need.
financial ability | 3- This study 1- Lack of
5- lack of may be limited knowledge
social support | by desirability 2- Fear of side
6- Health bias as the effect
services patients 3- Lack of
availability and | generally support
financing presented

XX




positive
interpretations
of their
experiences,
despite some
complaints
about
healthcare
professional’s
disengagement;
similarly,
evidence has
shown elderly
patients are
more likely to
report greater
satisfaction in
health care
services than
younger groups.
4- As the focus
of the study was
limited to
patients’
experiences in
terms of
hypertension
management,
we could not do
an in-depth
exploration of
how ethnic
differences
impact all

4- Physical
environment
and
Practicalities
of access to
treatment
5- Financial
6- Language
barriers

XXI




aspects of
patient access to
and acceptance
of health care in

Singapore
Hakonsen Norway Chronic diseases 83 A qualitative Personal using semi- 1- Fear about 1- The Main them
and (HTN, DM & immigrant study design, Face to face | structured side-effects. participants 1- Patients’
Toverud hypercholesterolae | Pakistanis explorative interviews guide 2- Opinion were recruited belief and
(2011) mia) (32 Males & that cheaper opportunistically knowledge of
51 Females generic drugs in collaboration treatment
were fake with two and the
drugs. voluntary special potential
3- Difficult to interest groups outcome.
remember to 2- Regarding the 2-
take their representativity Sociocultural
medication of the present context and
every day study, it must be influence
4- Running out | taken into § 3-
of medication. | account that the = Communicati
5- Being number of on
dispensed participants is
nonbranded relatively small. Sub-theme
generics in the | 3- These findings 1- Fear of side
pharmacy. are not reflected effect

in larger
population-
based datasets.

2- Lifestyle
disruption due
to undergo
treatment

3- Financial

4- Language
barriers

XXII




Ghimire et
al. (2017)

Australia

End-stage kidney
disease.

30
haemodialy
sis patients
(23 Males &
7 Females)

Qualitative
exploratory
study design.

One-on-one
semi-
structured
interviews
during
dialysis
session
using
interview
guide.

Self-
reported
adherence
measured
using 4
items
Morisky

Levin Scale.

1- Patient-
related factors
2- Knowledge
and belief
about
medicines

3- Awareness
and attitude
towards
medicines

4- Self-efficacy
5- Action
control

6- Lack of
family support
7- Health
system/HCT-
related.
Quality of
interaction

8- Therapy-
related factors

1- This is a single
centred study
that may limit
the
generalisability
of the findings.
2- Interviews
were conducted
with English
speaking
patients only,
thus, the
findings may not
be generalisable
to non-English
speaking
patients.

3- The access
barrier gained
attention in our
themes, which
may only be true
for patients
living in rural
areas and they
travel to tertiary
care
metropolitan
hospital.

4- interviews
were conducted
during dialysis
sessions;
patients may

strong

Main them
1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

3- Clinical
treatment
regimens

4-
Communicati
on

Sub-theme

1- Lack of
knowledge

2- Fear of side
effect

3- Lifestyle
disruption due
to undergo
treatment

4- Physical
environment
and
Practicalities
of access to
treatment

XXII




have been 5- Financial
hesitant in 6- Treatment
responding regimens
freely while complexities
sharing their 7- Language
experiences. barriers
5-interviews for 8- Trust and
research empathy
purpose may
have facilitated
social
desirability
response.
McHorney USA Chronic disease 19830 A quantitative | Aninternet Instrument 1- Financial 1- Relative Main theme
and Spain participants | study design based Self- specification | hardship. to the US adult 1- Patients’
(2011) selected reported not 2- fear or population, our belief and
from the survey. mentioned. | experience of internet-based knowledge of
Harris side effects. sample had a treatment
Interactive 3- Generic slight under- and the
Chronic concerns representation potential
Illness Panel about of adults with an outcome.
(CIP). medications. income less than o 2-
4- Lack of $25 000 o Sociocultural
perceived annually, an 2 context and
need for the under- influence
medication. representation
5- Change in of adults with Sub-theme
health less than a high 1- Lack of
insurance or school knowledge

drug benefits.

6- Did not
believe that

education, an
over-
representation

2- Financial

XXIV




their condition
was life
threatening.

of adults with a
college
education, and
over-
representation
of Caucasians.
So, it is plausible
that the slight
income bias
would provide a
lower-bound
estimate on
observed results
for financial
hardship as
reasons for
nonfulfillment
and non-
persistence.

2- Social
desirability may
also have
influenced

the frequency of
reported
reasons.

Solomon et
al. (2011)

USA

Osteoporosis.

142 Female
patients
Only
prescribed
Osteoporosi
s
medication.

A guantitative
cohort study
design

Questionnai
re survey
and follow
up for one
year

Instrument
specification
not
mentioned.

1-
Sociodemogra
phic and
health care
factors.

2-
Osteoporosis
factors, and

1- Study sample
was relatively
small and
consisted of
white women
who were all
insured. It is
unclear if the

Moderate

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.
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osteoporosis
beliefs.

rule will apply to
other groups of
patients; testing
in other groups
is warranted to
assess
generalisability.
2- The group of
potential
predictors that
we studied was
broad but not all
inclusive.
Psychological
factors, such as
depression or
anxiety, were
not queried.

3- Complexity of
medication
regimens might
play arolein
very low
adherence, but
the researchers
did not inquire
it.

4- All women in
the sample had
osteoporosis,
and researchers
had incomplete
information

Sub-theme

1- Fear of side

effect

XXVI




about prior
fractures
5- Patient

followed for only
1 year, and non-

adherence may
occur beyond 1
year.

6- Some of the
non-adherence
may have been
recommended
by physicians

Laba et al.
(2012)

Australia

non-disease

specific medication

161

participants.

Using non-
probability-
based
sampling
methods
(72 Male &
89 Female)

A cross-
sectional.

online
survey

A discrete
choice
experiment
(DCE)
through a
web-
enabled

influenced by

1- long-term
medication
benefits

2- current
severity and
future risk of
medication
side effects

3- reduced
out-of-pocket
costs

4- short-term
medication
benefits, and

1- The use of an

online panel
provider has
precluded
description of

non-responders

and potential
responder bias
and may limit
the
generalisability

from web-panels
based on strictly

demographics-

based weighting

schemes.

2- An MMNL

model was used

to account for
the

strong

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

3- Clinical
treatment

regimens

Sub-theme

XXVII




fewer doses
per day.

unobservable
preference
heterogeneity in
the sampled
population,
other
background
medical
information,
particularly the
number, type
and experience
with chronic
conditions and
medications,
including
psychiatric
conditions, as
well as
cultural/ethnicit
y information
were not
accounted for.
3-The sample
was not
matched to the
national
Australian
census on other
potentially
important
variables such as
education and
income.

1- Lack of
knowledge

2- Fear of side

effect
3- Financial
4- Treatment

regimens
complexities

XXVII




4- This study has
been conducted
within one
health system. It
may limit the
generalisability
of the findings.
5- Respondents
were given
generic
descriptions

of disease and
treatment.
Whilst it could
be argued that
there are
significant
challenges in
responding to
this type of
abstraction, it
was felt that this
was necessary to
mimic decisions
across multiple
diseases and
medications and
thus address the
main study
question.

6- The
respondents are
evaluating
hypothetical

XXIX




medications;
that is what
respondents
declare they will
do may be quite
different to what
they would
actually do when
they experience
the
consequences of
a choice.

Manoucheh
ri et al.
(2012)

Iran

Heart disease

943 patients
(643 Male &
300
Females)

A Cross-
sectional

Self-
reported
survey
Study and
Other
information
filled out by
nurses from
the patients
file in the
hospital
database.

Instrument
specification
not
mentioned.

1- lack of
consent to
surgery or
other invasive
procedures

2- Personal or
family issues
3- Feeling well
4- Financial
problems

5- Desire to be
transferred to
another
hospital

1- lack of a
control

group to
compare DAMA
patients with
those who are
discharged
normally.
2-The
comparisons
between men
and women are
also undercut by
the absence of
multivariable
adjustment and
a denominator.
3- Using self-
report forms is
often biased due
to a tendency

Moderate

Main them

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

Sub-theme

1- Lack of
knowledge

2- Lifestyle
disruption due

XXX




among people to
give socially
desirable
answers.

4- researchers
were unable to
follow up all the
patients to
determine the
outcome of
DAMA

5- Some of the
reasons cited for
DAMA by our
patient
population, e.g.
transfer to
another hospital
or seeking
consultation
elsewhere, seem
to overlap with
the others.

to undergo
treatment
3- Financial

Noohi et al.
(2013)

Iran

DAMA from ED,
non-disease

specific medication

121 cases

Cross-sectional
study.

A case study

Self-
constructed
guestionnair
e interview

Developed
questionnair
e, but
instrument
specification
not
mentioned.

1- Patient’s
related
factors:
(Feeling better
and Economic
status)

2- Medical
environment
factors:

1- The EDs are
considered as
stressful and
extremely busy
wards that might
have influenced
patients and
their
companion’s
response.

Moderate

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.
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(Patients
lacked enough
information
about the side
effect and
consequences
of DAMA and

lack of medical
staff attention
to the
problem.)

3- Medical
staff related
factors:

(Physician and
nurse’s
inadequate
medical
services and
patient’s lack
of trust to
medical staff
and having
bad
experience of
hospitalisation

)

2- This study
included both
single specialty
and general
teaching
hospitals, so the
referral patterns
can differ from a
hospital to other
hospital.

2-
Sociocultural
context and
influence

3-
Communicati
on

Sub-theme

1- Lack of
knowledge

2- Lifestyle
disruption due
to undergo
treatment

3- Trust and
empathy

4- Trust and
empathy

XXXII




Nelson et al.
(2013)

USA

Breast
reconstruction

709 Female
patients
underwent
autologous
free flap
breast
reconstructi
on.

A quantitative
design a
retrospective
cohort study.
Between 2005
& 2009

Mailed a
survey
qguestionnair
e.

A specific
tool was
developed
to address
specific
questions
and topics,
but
Instrument
specification
not
mentioned.

1- Past
medical
history
evaluation
2- patients
living >100
miles away
from the
central
institution

3- Delayed
reconstruction
s were
unilateral as
compared to

bilateral cases.

4- Not offered
the choice of
immediate
reconstruction
neither before
mastectomy
nor after.

5- Patient
were not
offered a
choice in their
reconstructive
timing.

6- Not had a
discussion
regarding the
advantages or
disadvantages

1- Reviewer bias
can certainly
exist with regard
to the
retrospective
nature of this
project.

2-The idea of
the
socioeconomic
picture of
delayed
reconstruction
was drown from
the applying the
flaws utilising
population-
based census
data on the
study sample.
Which may lead
to information
bias based on
assumptions.

3- given a not
atypical
response rate of
40%, the results
must be
interpreted with
caution as the
respondents
may not be
representative

Strong

Main theme
1-
Sociocultural
context and
influence

2-
Communicati
on

Sub-theme

1- Physical
environment
and
Practicalities
of access to
treatment

2- Financial
3- Capacity to
choose
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to
reconstructive
options.

7- Patients did
not have a
discussion
about
different
options for
subsequent
breast
reconstruction

of the overall
group of delayed
reconstruction
patients

4- The survey
administration,
as it was
performed at
time-points
between 6
months and 5
years from the
initial surgery,
created a setting
were recall bias

could be
prevalent.
Anees et al. | Pakistan Chronic Kidney 150 patients | A quantitative | History A Reason for HD | 1- Most of Main theme
(2014) Disease (92 Males & | Cross- taken, Blood | predesigned | refusal: patient
58 Females) | Sectional study | test Performa 1- Fear of HD. diagnosed late 1- Patients’
collected for | used to 2- Patient as ESKD (for less belief and
routine collect the followed by than three knowledge of
Biochemical | demographi | treatment by months. treatment
and c data. spiritual and 2- weak referral and the
Haematolog alternative system. ?3 potential
ical profile. medications. 3- Poor = outcome.
3- Death of nephrology 2-
relatives with system. Sociocultural
CKD on HD. 4- No trained context and
4- Non physicians- influence
availability of Nephrologists.
nearby dialysis | 5- Dialysis units Sub-theme

centre

run by

XXXIV




technician and

1- Lack of

without knowledge
physicians 2- Alternate
sources of
knowledge
3-Fear of side
effect
4- physical
environment
and
Practicalities
of access to
treatment
Al-Hajje et Lebanon Chronic diseases 148 patients | A quantitative | A structured | using 1- Experience 1- The method 1- Patients’
al. (2015) Randomly study design, self- MMAS-8 a previous of drug belief and
selected. Cross-sectional | reported items drug related adherence was knowledge of
(72 Males & questionnair | questionnair | side effect self-report treatment
76 Females) e e. 2- Drug cost which suggests a and the
administere 3- Forgetting possibility of potential
d face-to- to take their recall bias. outcome.
face by medications 2- The influence 2-
interviewer 4- Felt better of the Sociocultural
or worse interviewer on o context and
5- Doubt in patients’ o influence
medication answers. &
efficacy 3- The study did 1- Feeling well

not compare
between
patients
according to
disease severity,
disease type, or
drug class. These
factors were

2- Lack of
knowledge

3- Lifestyle
disruption due
to undergo
treatment

4- Financial

XXXV




recently
believed to be

less significant
when

compared to
other patient
related factors
such as patient
attitudes or
beliefs

Farzandipou
retal.
(2015)

Iran

Non- disease
specification

284
patients,
(158 Males
& 126
Females)
using
convenient
sampling
method.

A quantitative
study design,
Cross-
Sectional

interviewing
patient at
home or
calling them
after
discharge
using survey
guestionnair
e

Developed
and
validated
Questionnai
re survey,

1- Patient
perceptions of
Informed
refusal
process:

2- Information
disclosure
before any
treatment

3-
Voluntariness
in taking
decision of
treatment
refusal

4-
Communicatio
n with patients
at the time of
decision-
making

1- The study was
conducted only
in one province
of the country
and thus may
not be
generalised to
the whole
country or other
communities.

2- The study was
based mainly on
patients’
perceptions;
therefore, more
studies are
needed to
confirm our
results
(information
bias).

strong

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

3-
Communicati
on

Sub-theme

1- Lack of
Knowledge
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3- The patient
capacity for their
decision-making
and their real
comprehension
was not
measured.

4- Study was
conducted on
patients with a
range of
diseases, and
data about the
patients’
diseases not
collected.

5- Due to the
sample size,
researchers
could not
analyse the data
by the patients’

2- Lack of
support

3- Capacity to
choose

diagnoses.
Kromer et Germany | Psoriasis 200 An open Cross- | Computeris Instrument 1- Age (Older 1- findings will Main theme
al. (2015) participants | sectional study | ed survey specification | participants have to be 1- Patients’
with not judged the verified in larger belief and
moderate mentioned. | probability of cohortsand ina knowledge of
to severe 50% and 90% multi-centric %ﬂ treatment
psoriasis improvement setting. = and the
(115 Males less important | 2- It is likely that potential
& 85 than younger preferences can outcome.
Females) ones and older | be influenced by
participants further factors Sub-theme
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worried more
about severe
AE).

such as
comorbidities
and treatment
experience.

3- A major
limitation of
conjoint analysis
is that the
discrete choice
experiments are
theoretical

and actual
patients may
choose actual
medications
differently.

4- Average
preferences
presented here
do not allow
direct
conclusions for
each individual.
because,
treatment
decisions for a
particular
patient are
based on his or
her individual
preferences.

1- Lack of
knowledge
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Malayala USA Cardiovascular 1001 Men A quantitative | The survey National 1- drug side- 1- The data are 1- Patients’
and Raza disease in Men cross-sectional | combines Health and effect. completely belief and
(2016) study design. interviews Nutrition 2- Patient Lack | based on self- knowledge of
and physical | Examination | of knowledge reporting and ] treatment
examination | Survey regarding the studies have g and the
s conducted | (NHANES). importance, shown that such 3 potential
in a mobile dose and data varies in = outcome.
examination frequency of reliability.
clinic drug. 1- Fear of side
effect
Morris etal. | USA Cancer 49 Patient A quantitative | A survey Using 1- Income 1- Available Main theme
(2016) (17 Males & | study design, questionnair | Collaboratio | (Couldn’t sample was
32 Females) e n and afford it and small which 1- Patients’
Satisfaction | poverty). limited statistical belief and
about Care 2- Culture power. knowledge of
Decision affiliation 2- Data treatment
scale (tribal regarding Al/AN and the
(CSACD). affiliation) patients are potential
3- Everyday scant because of outcome.
discrimination. | their very small 2-
4- personal population size Sociocultural
thinking it and because of a %D context and
wouldn’t help | reluctance to = influence
5- Intolerable participate in
side effects research studies Sub-theme

3- Study also
focused on
patients
obtaining
surgical care in
the state of
Washington;
thus,
generalisability

1- Fear of side

effect

2- Financial
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to other areas of
the United
States is limited
4- Provider
response rate
was low which
limited the
statistical power
of dyadic
pairing.

5- An alternative
research design
would be a
descriptive
correlational
study. This
design, however,
would not
provide the
insight into both
the patient and
the provider

cancer
treatment
experience.
Patel et al. UK Hypertension Total of 34 A quantitative | Through 1- knowledge 1- The data Main theme
(2016) (Kidney (21 Males & | retrospective different provided comes from a 1- Patients’
denervation) 13 Females) | analysis. diagnostic about the retrospective a belief and
Screening procedure single-centre g knowledge of
steps: clinic (pain) analysis 3 treatment
BP 2- A single = and the
measureme biochemical potential
nts, HPLC- screening for outcome.

XL




MS/MS- 2- non-adherence 2-
based urine to treatment as Sociocultural
. Forgetfulness
analysis, reported here context and
magnetic 3- cannot confirm influence
kidney Polypharmacy that the patient
angiography " | is non-adherent Sub-theme
and (or adherent) in
biochemical the long-term 1- Fear of side
screening 3- Some patients effect
may improve
their adherence 2- Lack of
directly prior to support
attending a clinic
(so called
‘toothbrush
effect’).
Wouters et | Netherlan | Cardiovascular 229 patients | A quantitative | Self- using the 1- patients 1- Researchers Main theme
al. (2016) ds disease (146 Male & | cross-sectional | reported Tailored doubted the relied on self-
123 study design Online Medicine necessity of report to assess 1- Patients’
Females) guestionnair | Inventory statins and clinical belief and
e and face- (T™MI) & 8- lacked characteristics knowledge of
to-face item information and the findings treatment
interviews Medication about and could be liable and the
Understandi | knowledge of | to recall bias. a0 potential
ng, Use Self- | the efficacy of | 2-although o outcome.
efficacy statins researchers &
(MUSE) 2- Worry could infer non- Sub-theme
scale, about and adherence from
Medication experience of refill data, we 1- Fear of side
Adherence side effects had no medical effect
Rating Scale | 3- Logistical data of patients.
(MARS) & problems Therefore, we
new (Getting could not assess

XL




Morisky
Medication
Adherence
Scale
(MMAS).

insufficient
statin tablets).

to what extent
non-adherence
reflected non-
acceptance on
legitimate
grounds.

3- Because of
patient
anonymity
issues and

because patients

were only

informed by mail

about the study,
we decided not
to record non-
response
although
response bias

may have played

arole.

Adefris et
al. (2017)

Ethiopia

Obstetric fistula
and pelvic organ
prolapse

384 patient
patients

A guantitative,
a hospital
based Cross-
sectional study
design.

Structured
Self-
reported
guestionnair
e.

Using a
developed
and
pretested
questionnair
e

1- Social issues
(Unavailability
of roads, Lack
of
transportation
, Fear of
disclosure,
Financial
constraint.

2- Marital
status (Un-
married

1- Based on self-

report which
make it subject
to recall bias.

2- A cross-
sectional design
which might not
show temporal
relationships

and thus making

the observed
associations not

Strong

1-
Sociocultural
context and
influence

1- Culture

2- Physical
environment
and
Practicalities
of access to
treatment

XLII




patients
experienced
stigma)

3- Age (Older
women may
believe that
the symptom
or the problem

necessarily
causal.

3- Small sample
size

3- Financial

is a part of
aging)
Ozdemiret | Turkey Coronary artery 300 patients | A quantitative | Self- Instrument 1- medication 1- The sample Main theme
al. (2017) disease (203 Males Cross-sectional | reported specification | Stopped by size was
& 97 study design. Questionnai | not the physician relatively small, 1- Patients’
Females) re & patient | mentioned. | during follow- | and as patients belief and

medical up. were recruited knowledge of
records to 2- from a single treatment
trace Misguidance in | centre, findings and the
patients’ media may not be potential
clinical broadcasts, representative outcome.
details. that long-term | of the overall Sub-theme

treatment population of

used may be CAD patients in %D 1- Feeling well

harmful to the | Turkey. g 2- Alternate

liver. 2-The reasons sources of

3- Patient’s for statin knowledge

discretion discontinuation

(does not like are highly

taking pills). subjective.

Because this
study was

conducted in a
region with a
low
socioeconomic

XL




status where the
level of
educational
achievement
and use of the
Internet and
social media are
low

Shafi et al.
(2018)

Pakistan

CKD

125
patients.
Nonprobabil
ity
consecutive
sampling
used

43 patient
refused HD

A quantitative
cross-sectional

Patient’s
history,
medical
records, and
laboratory
data
reviewed to
obtain
patient
demographi
c
information.

Using
developed
and piloted
survey
questionnair
e.
Instrument
specification
not
mentioned.

1- Unable to
afford HD

2- Fear of HD
catheter

3- Fear of AV
fistula needles
4- No HD
center near
residence

5- Permanent
and lifelong
HD is
unacceptable
6- Frequency
of HD per
week is
unacceptable
7- Poor health
and functional
status of
patient

8- Old age of
patient

9- Perception
of poor quality
of life on HD

1-Thisis a
single-center
study with
limited number
of patients.

2- Quantitative
rather than
qualitative
assessment of
reasons for
acceptance or
refusal by
patients was
assessed.

3- There was no
follow-up on
patients who
either accepted
or refused HD

Moderate

Main theme:

Patients
belief/knowle
dge on
treatment
and the
potential
outcome

&
Sociocultural
context and
influence

Sub-theme:
1- Lack of
knowledge
2- side effect
3- Family
influencing
factors

4- lifestyle
disruption
caused by
undergo
treatment

XLIV




10- Fear of

5- Financial

complications 6- Physical
on HD environment
11- Fear of and
death with HD Practicalities
12- Adverse of access to
outcome in treatment
friend or 7- Alternate
family sources of
member with knowledge
HD
13- Advised by
family
member or
friend not to
do HD
14- Patient
desires second
opinion
15 Patient
desires to
undergo pre-
emptive
kidney
transplant
Ghimire et Nepal Hypertension 180 patients | A quantitative | self- Using the 1- Family type | 1- The potential Main theme:
al. (2018) (90 Males & | study, using a reporting Health (only females): | for
90 Females) | barrier questionnair | belief model | Living in joint misclassification 1- Patients
analysis e. (HBM) and family of cases and 0 belief/knowle
following the theory 2- Perceived controls as 5
. . . S dge on
methodologies of planned self-efficacy: Compliant and & treatment
behaviour 3- Perceived non-Compliant
. and the
(TPB) social due to self- .
acceptability reported data potential
outcome

XLV




(only for

2- Adherence to

females): recommended 2-
4- Reminder to | dietary salt Sociocultural
action (only reduction may context and
males): be influence
Forgetting to overestimated in
eat low salt order to please Sub-theme:
food. the
Researchers
1- Culture
3- All the .
. 2- family
barriers . f
influencing
reported are
erceived and Factors
P 3- lifestyle
may not , .
L disruption
objectively
. caused by
reflect reality.
undergo
treatment
Kriegbaum Denmark | cardiovascular 3050 A quantitative | LIFESTAT using 1-The 1- participants Main theme
and Lau disease Participants | Cross- project: developed cholesterol were recruited
(2018) (1501 Males | Sectional study | online and level was back | from the general 1- Patients’
& 1549 design survey and validated to normal population. belief and
Females) telephone online 2- It was the Hence, knowledge of
interviews. surveyXact doctor's participation treatment
tool decision was and the
3-The independent of o potential
medicine was contact with a o outcome.
+
too expensive | particular clinic, v 2-

4-The
medicine did
not help

5- Experienced
side effects

which could lead
to selection bias.
2- The cross-
sectional design
is limited with

Sociocultural
context and
influence

Sub-theme

1- Feeling well

XLVI




respect to causal
relations.

2- Fear of side

effect

3- Financial

Bartolomé-
Garcia et al.
(2019)

Spain

Multiple sclerosis

224 patients
(78 Males &
146
Females)

A guantitative
design using
an
observational
retrospective
study

Clinical data
were
obtained
from the
review of
electronic
clinical
records as
well as from
the forms
requesting
treatment
initiation.

Clinical
decision due
to lack of
efficacy and
adverse
effects.

1- Retrospective
and single-
centre design
and the limited
size of the series
analysed.

2- For the
adherence
calculation we
have assumed
that all doses
dispensed have
been
administered,
which could lead
toan
overestimation
of our results.
2- we cannot
claim that the
differences
found in
adherence and
persistence
between the
four treatment
arms can be
assigned only to
those factors
identified due to

Weak

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

Sub-theme

1- Lack of
knowledge
2- Alternate
sources of
knowledge

XLVl




the limitations
of our study and
because there is
a likely impact
on adherence
and persistence
by other
variables such
as
socioeconomic
level,
patient/healthca
re staff
relationship,
disease denial,
perception of
lack of
treatment
benefit and
adverse effects,
motivation or
family/social
support.

Son et al.
(2010)

Korea

Heart failure

76 patients
with HF (21
Male, 55
Female)

A Quantitative
Cross-
Sectional study
design.

self-
reported
guestionnair
e survey.

Developed
questionnair
e

1- Alonger
duration of HF
diagnosis

1- Small sample
size, which made
it very difficult
for any of the
endpoints to
achieve
statistical
significance

Moderate

Main theme:
Patients’
belief and
knowledge of
treatment
and the
potential
outcome

Sub-theme:

XLVII




1- Lack of

knowledge
Stack et al. UK Type 2 diabetes 480 patients | A quantitative | Self- using 1- Because 1- The 1- Patients’
(2010) study design, reported Morisly medicines for participants belief and
A cross postal Medication | type2 were from a knowledge of
sectional questionnair | Adherence diabetes are narrow range of treatment
survey e and scale more likely to ethnic and the
patients’ (MMAS) be prescribed backgrounds, potential
medical as multiple limiting the outcome.
records doses generalisability 2- Clinical
of these treatment
findings. regimens
2-The sample
was drawn from 1- Lack of
a population of knowledge
largely elderly e 2- Treatment
people (mean g regimens
age 66.3 years) 3 complexities
=

who had a range
of long-term
conditions.

3- The focus of
this investigation
was type 2
diabetes and
CVD but the
people who
participated may
have been taking
other medicines
4- The use of
Self-report

XLIX




measures to
examine
adherence; over-
reporting of
non-adherence
may have been a
problem.
5-Some
participants may
have felt
threatened by
the way that
guestions on the
Morisky
adherence scale
are phrased and
the potential for
questionnaire
items to
generate
negative feeling
among
participants may
have led to
underreporting
of non-
adherence on
some
questionnaire

Stavropoulo
u(2012)

Greece

Hypertension

743
individuals
Gender not
specified

A guantitative
study design

A
guestionnair
e survey
through

using
Morisly
Medication
Adherence

1- lack of
information
regarding
medication

1- The sample
studied was
mostly adherent
to the

Moderate

Main theme

1- Patients’
belief and




telephonic scale 2- Media and medication. A knowledge of
interviews (MMAS magasines possible treatment
explanation may and the
be hidden in the potential
fact that the outcome.
sample was
taken from a Sub-theme
specialised
centre.
1- Alternate
sources of
knowledge
Carneiro- Portugal Hymenoptera 83 patients | A quantitative | A medical Instrument 1- Cost of the study was Main theme
Ledo et al. venom allergy. (55 Males & | cross-sectional | record specification | hospital visit limited by its
(2018) 28 Females) | study design review not 2- Working retrospective 1-
followed mentioned. | hours lost design, the Sociocultural
with phone 3- inability to context and
interviews Reimburseme | contact all influence
using nt patients refusing 2-
structured VIT and by the Sociocultural

questionnair
e

small sample
size. Which may
affect the
finding
generalisability

Moderate

context and
influence

Sub-theme

1- Lifestyle
disruption due
to undergo
treatment

2- Financial

LI




Dennis et al.
(2011)

India

Hypertension

Random
selection of
608
patients.
(312 Males
& 296
Females)

A qualitative
study design
observational
study.
December
2008 to Mat
2009

A
questionnair
e-based
survey
through
interview by
the
investigator.

Using a
validated
questionnair
e named
Brief
Medication
Questionnai
re (BMQ)

1- Medication
effectiveness
2-
Unwillingness
and difficulty
to pay for
medication.
3- Difficult to
get refills on
time.

4- Difficult to
remember all
prescribed
doses due to

multiple drugs.

1- study did not
assess the
financial status
of patients or
the cost of
medications
prescribed
information bias
due to self-
reporting and
personal
believes.

2- Availability of
prescribed
medications at
patients’
locations was
also not
recorded in this
study. 2- These
limitations might
have
contributed to
the access
barrier observed
in this study.

3- This was
designed as an
observational
study and we did
not try to
include patients
with equal
educational

Strong

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

3- Clinical
treatment
regimens

1- Fear of side
effect

2- Financial
3- treatment
regimens
complexities

LIl




status to balance
out the chance
of education
backgrounds
influencing
adherence to
treatment.

4- This study was
not conducted
as a prospective
study and hence
the effect of visit
schedule on
adherence could
not be
ascertained.

5- Since this
study was
conductedina
hospital where
people
belonging to
different
economic strata
avail medical
careina
metropolitan
city in India,
these results are
applicable only
to the scenario
in Indian cities

LI




Golub etal. | USA Negative HIV 184 A quantitative | Self- Instrument 1- PrEP 1- The cross- Main theme
(2013) New York | (MSM & Transfer participants. | study design, reported specification | acceptability sectional nature
gender Women) (177 Men & | Cross-sectional | Computeriz | not 2- PrPE of the data does 1- Patients’
7 ed survey. mentioned. | efficacy aside not allow us to belief and
transgender effect: infer causality. knowledge of
Women) 2- Participants treatment
were asked to and the
respond to potential
hypothetical outcome.
scenarios, which 2-
may not be Sociocultural
generalisable to context and
their actual influence
behaviour. %D
3- While our = Sub-theme
sample was
diverse in terms 1- Fear of side
of effect
race/ethnicity, 2- Financial
age, and
socioeconomic
status, the
limited number
of transgender
women in our
sample limits
our findings for
this group
Haberer et Est Africa | HIV-Uninfected 1147 HIV A quantitative | Self- Instrument 1- Incident of 1- Although UPC Main theme
al. (2013) Kenya & members serodiscord | study design, reported specification | pregnancy. and MEMS are
Uganda ant couples | Arandomised, | questionnair | not 2- Abuse significantly %D 1-
using placebo- e. mentioned. | (verbal, correlated and = Sociocultural
convenienc | controlled, physical and both indicate context and
e sampling economic). high adherence, influence

LIV




(608 Males
& 539
Females)

clinical trial of
daily
oral PrEP.

UPCis
consistently
somewhat
higher than
MEMS which
suggested
systematic bias.
2-ely lies
somewhere in
between the
two
measurements.
Second, due to
the small
numbers of
participants with
low adherence
as measured by
UPC, the power
to identify
factors
associated with
that measure of
adherence was
limited.

3- This sub-study
was conducted
within a blinded
randomised
controlled trial
and recruitment
was performed
without regard
to study arm.

Sub-theme

1- Culture
2- Lack of
support

3- Financial

LV




however,
possible that
these
differences
influenced the
efficacy
estimate.

4- The 80%
threshold may
or may not
reflect the
optimal level of
adherence for
protection
against HIV
acquisition. 5-
This study
cannot assess
whether non-
adherence
correlated with
HIV infection
because no
individuals in the
treatment
groups became
infected.

McAllister
et al. (2013)

Australia

HIV

500 patients
Gender not
specified

A guantitative
study design. A
cross-sectional

An
anonymous
survey.

Instrument
specification
not
mentioned.

1- Difficult &
very difficult
to meet
pharmacy
dispensing
costs and
meet the cost

1- This study is a
cross-sectional,
single-site study,
with no a priori
sample size
calculation.

strong

Main theme

1-
Sociocultural
context and
influence

LVI




of getting to
the clinic.
2-

2- The limited
size of some
subgroups, such
as the number
with hepatitis
coinfection,
makes it
possible that
some additional
factors
associated with
poor adherence
may not have
been detected.
3- Almost all
patients were
male; as women
generally earn
less money than
men, financial
stress may be of
even greater
importance in
women.

4- Researchers
did not record
patient socio-
economic
characteristics.
The associations
of delayed
medication use
and of
treatment

Sub-theme

1- Financial

LviI




interruption
with financial
stress were not
validated
independently
or prospectively.
5- The reports of
financial stress
may be an
underestimate,
as patients were

not followed
from treatment
commencement
such that
patients
previously lost
to follow-up
were not
assessed.
Sjolander et | Sweden Stroke 578 patients | A quantitative | Self- using three 1- Personal 1- Validated Main theme
al. (2013) (346 Male & | study design reported validated beliefs in guestionnaires
232 Cross-sectional | Survey questionnair | medication have been used 1- Patients’
Females) questionnair | es: The Brief | harm and low | to collect data belief and
e and Iliness beliefs in on a large knowledge of
clinical data | Perception personal need | sample of o treatment
from stroke Questionnai | for drugs patients. o and the
register re (Brief 2- Although only & potential
IPQ), the 2- a minority of outcome.
Beliefs patients
about reported non-
Medicines adherent Sub-them
Questionnai behaviour,

Lvii




res (BMQ)

associations

1- Feeling well

and the between beliefs
Medication and adherence
Adherence were statistically
Report Scale significant.
(MARS). 3- The cross-
sectional design
of this study
made it
impossible to
draw
conclusions
about causality
or to measure
changes in
behaviour.
Sofianou et | USA Asthma 242 patients | A quantitative | Self- Using the 1- Believed 1- Adirect Main theme
al. (2013) (39 Males & | study design, reported Medication | that they causal link
203 Cross-sectional | questionnair | Adherence would not between self- 1- Patients’
Females) e Report Scale | always have reported belief and
(MARS) asthma. adherence and knowledge of
2-No the asthma treatment
symptoms and | beliefs we and the
no asthma examined a0 potential
belief. cannot be o outcome.
3- Believing assumed since &
that asthmais | this was a cross- Sub-theme
not chronic sectional,
disease. observational 1- Lack of
4- A weaker cohort study. knowledge

tendency to
believe in the
ability of

2- The treatment
beliefs, in
particular, may

LIX




asthma
medication to
control their
asthma.

5- Concern
about side
effect and
other
problems
associated
with using
asthma
medications.

be subject to
reverse causality
since
experiences like
treatment
failure or
unpleasant side
effects could
have caused
patients to
discontinue use
of the
medications.

3- A self-
reported
assessment of
medication
adherence,
where responses
could be
influenced by
social
desirability and
recall bias.

4- The BMQ and
BIPQ have been
validated in
older
populations, no
study that we
know to date
has assessed
their
performance on

LX




adults >80 years
old, so thereis a
possibility that
responses of
patients >80
years of age may
not have the
same meaning

as those of
younger
participants.
Zwikker et Netherlan | Rheumatoid 580 female | A quantitative | Self- Beliefs 1- Weaker 1- Main theme
al. (2014) d arthritis patients study design, reported about necessity Due to the cross-
Cross-sectional | questionnair | medication beliefs about sectional design 1- Patients’

e. were medication of this study, we belief and
measured 2- Amore were knowledge of
using two unfavourable not able to treatment
parts of the | balance assess the and the
validated between causality of potential
BMQ: the necessity and associations outcome.
BMQ concern between beliefs
“specific” beliefs about about o Sub-theme
and the medication medication and o
BMQ 3- Having an non-adherence. & 1- Fear of side
“general” indifferent So, it is unclear if effect

attitude beliefs about
toward medication led
medication to non-

adherence or
whether non-
adherent
behaviour
influenced
beliefs

LXI




However, there
still is
insufficient
knowledge
about the
presence (or
absence) of
longitudinal
associations
between beliefs
about
medication and
non-adherence.

Gadallah et
al. (2015)

Egypt

Rheumatoid
arthritis

140
patients.
(9 Males &
131
Females)

A guantitative
study design,
Cross-sectional
descriptive
study.

Self-
reported
guestionnair
e

and
Patients’
medical
records.

Using a
licensed
Arabic
version of
the
validated 8-
item
Morisky’s
Medication
Adherence
Scale
(MMAS-8)

1- Forget
taking their
medications.
2-
Intentionally
miss dosage.
3- Forget
bringing
medications
while
traveling.

4- Feel hassled
sticking to
treatment.
5- Fear of side
effects of
medications.
6- Cost of
medications
7- Did not
believe that

1- The relatively
small sample
size is not
powered to
detect small
differences

between groups.

2- As study
sample is mostly
females, our
results are only
generalisable to
women.

3- The cross-
sectional study
design only
permits
correlational
analyses and
causality cannot
be inferred.

Strong

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

Sub-theme

1- Fear of side
effect

2- Lifestyle
disruption due

LXII




treatment can
make them
live longer.

8- Did not
think that
treatment can
prevent future
RA
complications

4- There is a risk
of response bias
as the measures
rely on self-
reporting.

to undergo
treatment
3- Financial

Betegnie et
al. (2016)

France

Chronic
inflammatory
rheumatic disease.

581
patients.
(147 Males
& 434
Females)

A quantitative,
prospective
descriptive
study design

Self-
reported
guestionnair
e

Using
developed
and
validated
Self-
reported
questionnair
e. Internet
based

1- Patients’
beliefs and
perceptions
about the
efficacy of
biologics and
side effects
2- Negative
beliefs about
treatment

3- Lack of
medical and
social support

(Questionnaire
piloted for
validation
purpose. a
backward
stepwise sample
size selection
was performed
to give the final
model, with 5
independent SD
factors (forap
value < 0.05).

Moderate

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

Sub-theme

1- Fear of side
effect

2- Lack of
support

3- Financial

LXI1




Fung et al.
(2018)

USA

Cardiovascular

730 patients
using
stratified
random
sampling.
(52.1%
Males &
47.9%
Females)

A quantitative
Cross-sectional
study design

Through
pharmacy
data,

patient
medical
record &
self-
reported
qguestionnair
e (telephone
interview).

Instrument
specification
not
mentioned.

1- Concerns
about the
need for or
benefits of
statins

2- logistical
barriers

3- Concerns
about side-
effects or
adverse
effects

4- lifestyle
preferences

1- The study was
not powered to
examine
interactions
between clinical
risk categories
and perceived
risk.

2- The study
findings may not
generalise to
individuals who
are newly
recommended
to receive
statins, such as
those without
elevated LDL-c
levels (due to
guideline
update).

3- Study was
also conducted
within an
integrated
delivery system
and adherence
levels and
communication
with providers
could be lower

in other settings.

4- this was a
cross-sectional

moderate

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

2-
Sociocultural
context and
influence

Sub-theme

1- Lack of
knowledge

2- lifestyle
disruption due
to undergo
treatment

3- Financial

LXIV




survey and we
are not able to
assess the causal
relationship
between actual
and perceived
risks and
adherence

Suh et al.
(2018)

Korea

Rheumatoid
Arthritis

292
patients.
(52 Males &
240
Females)

Cross-sectional
study design

Self-
reported
guestionnair
e

Using the
Patient
Health
Questionnai
re-2 (PHQ-
2), Brief
Iliness
Perception
Questionnai
re (IPQ), and
using the
Beliefs
about
Medicines
Questionnai
re (BMQ).

1- Beliefs
about
medication
and illness
perceptions
2- lower belief
in the
necessity of
medications
and a higher
emotional
response to
disease

1- the potential
for selection bias
was introduced
by recruiting
patients from
tertiary hospitals
and enrolling
only adult
patients
diagnosed with
RA for at least 6
months and
treated with at
least one
DMARD.

2- The subjective
nature of
surveys
conducted
implicates
reporting bias as
well.

3- 2 weeks might
seem to be quite
short period to
evaluate the

Weak

Main theme

1- Patients’
belief and
knowledge of
treatment
and the
potential
outcome.

Sub-theme

1- Fear of side

effect

LXV




adherence in
patients with RA.
4- other factors
that may
influence
nonadherence,
such as patient-
doctor
relationships,
perceived costs,
and especially
cognitive
functions, were
not pursued.
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Appendix 2 Critical appraisal checklists

Part I Mixed Methods Appraisal Tool (MMAT), version 2018

Category of study Responses

Methodological quality criteria

designs Yes | No | Can'ttell | Comments
Screening questions S1. Are there clear research questions?
(for all types) 52. Do the collected data allow to address the research questions?
er appraisal may not be feasible or appropriate when the answer is ‘No' or ‘Can’t t to one or both scre guestions.
1. Qualitative 1.1. Is the qualitative approach appropriate to answer the research question?

1.2 Are the qualitative data collection methods adequate to address the research question?

1.3. Are the findings adequately derived from the data?

1.4. Is the interpretation of results sufficiently substantiated by data?

1.5. Is there coherence between qualitative data sources, collection, analysis and interpretation?

2. Quantitative 2.1. Is randonuzation appropriately performed?
randomized controlled 2.2. Are the groups comparable at baseline?
trials 2.3. Are there complete outcome data?
2.4. Are outcome assessors blinded to the intervention provided?
2.5 Dnd the participants adhere to the assigned mtervention?
3. Quantitative non- 3.1. Are the participants representative of the target population?
randomized 3.2. Are measurements appropriate regarding both the outcome and intervention (or exposure)?

3.3. Are there complete outcome data?

3.4. Are the confounders accounted for in the design and analysis?

3.5. Duning the study period, is the infervention administered (or exposure occurred) as intended?

4. Quantitative 4.1. Is the sampling strategy relevant to address the research question?

descriptive 4.2. Is the sample representative of the target population?

4.3. Are the measurements appropriate?

4.4. Is the nisk of nonresponse bias low?

4.5_Is the statistical analysis appropriate to answer the resparch question?

5. Mixed methods 5.1. Is there an adequate rationale for using a mixed methods design to address the research question?

5.2. Are the different components of the study effectively integrated to answer the research question?

5.3. Are the outputs of the integration of qualitative and quantitative components adequately mterpreted?

5.4. Are divergences and inconsistencies between quantitative and qualitative results adequately addressed?

5.5. Do the different components of the study adhere to the quality criteria of each tradition of the methods involved?
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CASP Checklist:
For Cohort Studies

Section A: Are the results valid?

1. Did the study address a clearly focused issue? | [ [ves [ Mo [ Cant Ten

CONSIDER:
A question can be ‘focused” in terms af
s the population studied
the risk factors studied
is it clear whether the study tried to detect a beneficial ar harmiful effect

= the outcomes considered
2

. Was the cohort recruited in an acceptable [Jvres [ I Mo ] Cant Tell
way?

CONSIDER:

Look for selection bios which might compromise the generalisability of the findings:
wis the cohart representative of a defined populatian

was there samething special about the cohort

wias everybody included wha should have been

e & & &

. Was the exposure accurately measured 1o [res (Mo [ Cant Tell
minimis2 bias?

CONSIDER:

Look for measurement or classification bias:

= did they use subjective or objective measuraments
do the measurements truly refiect what you want them toa (have they been validated)
were all the subjects classified into exposure groups using the same procedure

4. Was the outcome accurately measured to [ Jves [ IMo [ ] Can't Tell
minimise bias?

CONSIDER:
Look for measurement ar classification bias:

= did they use subjective or objective measuraments

« do the measurements truly reflect what yvou want them to (have they been validated)

«  haos a reliable system been established for detecting all the cases (for measuring disease
occurrence)

«  were the measurement methads similar in the different groups

« were the subjects and/or the outcome assessor hiinded to exposure (does this matter)

5. (&) Have the authors identified all important | [_JYes [ [ No [ Can't Tell
confounding factors?

CONSIDER:
+ st the ones you think might be important, and anes the outhor missed

b) Have they taken account of the [Oves Mo [ cant Tell
confounding factors in the design and/or
analysis?

CONSIDER:
« look far restriction in design, and techniques e.g. modelling, stratified-, regression-, ar sensitivity
analysis to correct, control ar adjust for confounding factors




6. @) Was the follow up of subjects complete [Jres [ Me[ ] can't Tell
enough?

CONSIDER:

= the persons that are lost to follow-up may have different outcomes than those available for
@s5e55ment

= in an open or dynamic cohort, was there anything special about the outcome af the people leaving,
or the exposure of the people entering the cohort

b) Was the follow up of subjects long [Jres [ Me[ ] can't Tell
enough?

CONSIDER:
= the good or bad effects showd have had long enough ta reveal themselves

Section B: What are the results?

7. What are the results of this study? [[J¥es [ Mo ] CantTel

CONSIDER:

+ what are the bottom line resuits

* have they reparted the rate or the proportion between the exposed/unexposed, the ratio/rate
difference

*  how strong is the association between exposure and outcome (RR)

* what is the absolute risk reduction (ARR)

8. How precise are the results? ves M [ cant Tell
CONSIDER:

* ook for the range of the confidence intenvals, if given

9. Do you believe the results? [[J¥es[ Mo ] CantTel
CONSIDER:

*  big effect is hard to ignore

*  canit be due to bias, chance or confounding

= gre the design and methods of this study sufficiently fiawed to make the results unreliabls

*  Brodford Hills criteria (e.q. time sequence, dase-response gradient, biological plausibility,
consistency)

Section C: Will the results help loclly?

10.Can the results be applied to the loca ves I Me [ cant Tell
population?

CONSIDER:

¢ |5 acohort study the appropriate method to answer this question

¢ [fthe subjects covered in this study could be sufficiently different from your population to cause
Concem

¢ [fyour local setting is likely to differ much from that of the study

«  [fyou can quantify the local bensfits and harms

11.Do the results of this study fit with other [Jres [ INa[Jcan't Tzl
available evidence?

12.What are the implications of this study for res [ Ne [ can't Tall
practica?

CONSIDER:

= one observational study rarely provides sufficiently robust swidence to recommend changes to
clinical practice or within heaith policy decision making

= forcertain guestions, observational studies provide the only evidence

=  recommendations from observational studies are always stronger when supported by other
evidence




CASP Checklist:
For Qualitative Research

Section A Are the results valid?

1. Was there & clear statement of the aims of | [_J¥es [ [No [_J Can't Tell
the research?

CONSIDER:
what was the goal of the research?
why was it thought important ?

-

-

=  jts relevance

2. s & qualitztive methodology appropriate? [Ives Mo ] CantTell

CONSIDER:
s [fthe research seeks to interpret or illuminate the octions and/or subjective experiences of
research participants
» s gualitotive research the right methodology for addressing the research goal?

3. Was the research design appropriate to [Jfes[ Mo [ JCantTell
address the aims of the research?

CONSIDER:
« ifthe researcher has justified the research design (e.g., have they discussed how they decided
which method to use)

4. Was the recruitment strategy appropriate to | [Yes [ Mo [ Can't Tell
the aims of the research?

CONSIDER:

= [fthe researcher has explained how the participants were selected

= [fthey explained why the participants they selected were the most oppropriate To provide access
to the type of knowledge sought by the study

= [fthere gre any discussions around recruitment (e.g. why some peopie chose not to take part)

5. Was the data collected in a way that [Jres I Wo L] Cant Tell
addressed the research issue?

CONSIDER:

If the setting for the data collection was justified

If it is clear how data were collected (e.g. focus group, Semi-structured interview etc.)

If the researcher has justified the methads chosen

If the researcher has made the methods explicit (e.g. for interview method, is there an indication
af how interviews are conducted, or did they use a topic guide)

If methods were modified during the study. If 50, has the researcher explained how and why

If the form of data is clear {e.g. tape recordings, wideo material, notes etc.)

= [fthe ressarcher has discussed saturation of data

5. Has the relationship between researcher and | [ Jves [ No [] Can't Tell
participants been adequately considered?

CONSIDER:

= [fthe researcher critically examined their own role, potential bias and influence during (a)
formulation of the research questions (b) data coliection, including sampile recruitment and
choice af location




How the researcher responded ta events during the study and whether they considered the
implications of any changes in the research design

Section B: What are the results?

7.

Hawve ethical issues been tzken into [Jres [ Mo ] Cant Tell
consideration?

CONSIDER:

If there are sufficient details af how the research was explained to participants for the reader
tor assess whether ethical stondards were maintained

If the researcher has discussed issues raised by the study (2.q. issues ground informed consent
or confidentiaiity ar how they have handied the effects of the study on the participants during
and after the study]

If aporoval has been sought from the ethics committes

8.

Was the data analysis sufficiently rigorous? | [_JYes || Mo || Can't Tell

CONSIDER:
L]

If there is an in-depth description of the analysis process
if thematic analysis is used. If 5o, is it clear how the categoniss/themes were denved from the

Whether the researcher explains how the data presented were selected from the ornginal
sampie to demonstrate the analysis process

If sufficient data are presentad to support the findings

To what extent contradictory data are taken into occount

Whether the researcher critically examined their own role, potential bigs and infiuence during
analysis and selection of data for presentation

8. Isthere a clear statement of findings? [Jves [ Mo [ Cant Tell

CONSIDER:

If the findings are explicit

If there is adequate discussion of the evidence bath for and against the researcher'’s arguments
if the researcher has discussed the credibility of their findings (e.g. triongulation, respondent
vilidation, more than one analyst)

If the findings are discussed in refation to the origingl research question

Section C: Will the results help locally?

10. How valuable is the research? [J¥es [ Mo [ Cant Tell

CONSIDER:

If the researcher discusses the contribution the study makes to existing knowlzdge or
understanding (e.g., da they cansider the findings in relation to current practice or palicy, or
refevant research-based Nterature

If they identify new areas where research Is necessary

If the researchers have discussed whether or how the findings can be trangferred to other
populations or cansidered other ways the research may be used




Mixed Method Appraisal Tool (MMAT) version 2018

Screening questions

Are the outputs of

Do the different

Is there an Are the different . R Are divergences and components of
. the integration of X . . Score
Do the collected adequate rationale | components of the e inconsistencies the study adhere
Author R . . qualitative and . .
Are there clear data allow to for using a mixed study effectively . between quantitative to the quality
- . ) quantitative o s
research questions? address the methods design to integrated to and qualitative criteria of each
. components L
research questions? address the answer the results adequately tradition of the
. . adequately
research question? | research question? . addressed? methods
interpreted? .
involved?
Parrott et al. Yes Yes Yes Yes Can't tell Yes Yes Moderate
(2011)
McKillop and Joy Yes No No No No No No Weak
(2013)
Lam et al. (2014) Yes Yes Yes No No No No Weak
Aditama et al. Yes Yes Yes Yes No Yes Yes Strong

(2020)




Modified CASP Cohort study checklist

Are the results of the study valid?

What are the results?

Will the results help locally?

Have they
Did the Did the taken into .
Was the Was Was Have the Does this
Author study authors use account of Are results Can the Do the
R cohort exposure | outcome authors . study have
address | appropriate . . e the Was presented Are the results be results fit .
recruited | measured | measured identified . R . direct
a methods to . confounding | follow up | transparently results applied to with L Score
inan to to all . R implications
clearly answer - - . factors in complete? and plausible? the local other
X acceptable | minimise | minimise | confounding . . . . for

focused their . . the design precisely? population? | evidence? .

X R way? bias? bias? factors? practice?

issue? question? and/or

analysis?

McHorney
and Spain Yes Yes Yes Yes No Yes Yes No Yes Yes Yes Yes Yes >7 strong
(2011)
Son et al.

No Yes Yes Yes Yes Yes Yes No No No Yes No No Moderate
(2010)
Stack et al.

Yes Yes No Yes Yes Yes Yes No Yes No No No No Moderate
(2010)
Solomon et

Yes Yes No Yes No No Yes No No Yes Yes No Yes Moderate
al. (2011)
Freitas et al. >7 strong

Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
(2012)
Laba et al. >7 strong

Yes Yes No Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
(2012)




Manouchehri

No Yes Yes No No Yes Yes No Yes No Yes Yes Yes Moderate
etal. (2012)
Stavropoulou
Yes Yes Yes Yes Yes No Yes No Yes No No No No Moderate
(2012)
Noohi et al.
No Yes No Yes No Yes No No Yes No Yes Yes Yes Moderate
(2013)
Nelson et al. >7 strong
Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes
(2013)
Al-Hajje et al. >7 strong
Yes Yes Yes Yes Yes Yes Yes No Yes Yes Yes Yes Yes
(2015)
Farzandipour >7 strong
Yes Yes Yes Yes Yes Yes Yes No Yes No Yes Yes Yes
etal. (2015)
Kromer et al. >7 strong
Yes Yes Yes Yes Yes Yes Yes No Yes Yes Yes Yes Yes
(2015)
Wong et al.
No Yes No Yes No Yes Yes No Yes No Yes No Yes Moderate
(2015)
Morris et al. >7 strong
Yes Yes Yes Yes Yes Yes Yes No Yes Yes Yes No Yes
(2016)
Malayala and
Yes Yes Yes Yes No No Yes No Yes No No Can't tell No Moderate

Raza (2016)




Patel et al.

No Yes Yes Yes Yes No Yes No Yes No Yes Can't tell No Moderate
(2016)
Wouters et

Yes Yes Yes Yes Yes No Yes No Yes No Yes Yes Yes >7 strong
al. (2016)
Adefris et al.

Yes Yes No Yes Yes Yes Yes No Yes Yes No Yes Yes >7 strong
(2017)
Ozdemir et

Yes Yes Can't tell Yes Yes No Yes No Yes Yes Yes Yes No >7 strong
al. (2017)
Carneiro-
Ledo et al. Yes Yes No Yes Yes Yes Yes Yes No No No No Can't tell Moderate
(2018)
Ghimire et

Yes Yes Yes Yes Yes No Yes Yes Yes Yes Yes Yes Yes >7 strong
al. (2018)
Kriegbaum
and Lau Yes Can't tell Yes Yes Yes Yes Yes No Yes Yes Yes Yes Yes >7 strong
(2018)
Bartolomé-
Garcia et al. No Can't tell No No No No Yes No Yes No No Yes No Weak
(2019)
Dennis et al.

Yes Can't tell Yes Yes No Yes Yes No Yes No Yes Yes No >7 strong
(2011)




Golub et al.

Yes Can't tell Yes Yes Yes Yes Yes No Yes Yes Yes Yes Yes >7 strong
(2013)
Haberer et

Yes Yes Yes Yes Yes Yes Yes Yes Yes No Yes Yes Yes >7 strong
al. (2013)
MacDonell et

Yes Yes Yes Yes Yes Yes Yes No Yes Yes Yes Yes Yes >7 strong
al. (2013)
McAllister et

Yes Yes Yes Yes Yes No Yes No Yes No Yes Yes Yes >7 strong
al. (2013)
Sjolander et

Yes Yes Yes Yes Yes No Yes Yes Yes No Yes Yes Yes >7 strong
al. (2013)
Sofianou et

Yes Yes Yes Yes Yes No Yes No Yes No Yes Yes Yes >7 strong
al. (2013)
Zwikker et al.

Yes Can't tell Yes Yes Yes Yes Yes No Yes Yes Yes Yes Yes >7 strong
(2014)
Gadallah et

Yes Can't tell Can't tell Yes Yes Yes Yes No Yes No Yes Yes Yes >7 strong
al. (2015)
Betegnie et

Yes Yes Yes Yes Yes Yes Yes No Yes No Yes Yes Yes Morerate
al. (2016)
Shafi et al.

Yes Yes No Yes No Yes Yes No No No No Yes Yes Morerate
(2018)




Fung et al.
Yes Can't tell No Yes Yes Yes No No Yes Yes Yes Yes No Morerate
(2018)
Suh et al.
Yes Can't tell Yes Yes Yes Yes Yes No Yes Yes Yes Yes No Weak
(2018)
CASP Qualitative Study checklist
Was the Was the data . . Have
Was there a . . A Has the relationship .
oL Was design | recruitment | collected ina ethical Was the data Is there a
clear Is qualitative . between researcher . . Is the
. appropriate strategy way that .. issues been analysis clear
Article statement of methodology . and participants K . . research Score
. . to address appropriate | addresses the taken into sufficiently statement of
the aims of appropriate? . been adequately . . . . valuable?
the aims? to match research X considerati rigorous findings
the research? . . considered?
aims? issue? on?
Han et al. Yes Yes No Yes Yes No Yes Yes Yes Yes Morerate
(2019)
Lovell et
al. (2017) Yes Yes Yes Yes Yes No Yes No Yes No Morerate
Xi et al.
(2011) Yes Yes Yes No No Yes No No Yes Yes Morerate
Johnston
and Noble Yes Yes Yes Yes Yes Yes Yes Yes Yes Yes >7 strong
(2012b)
Seah et al.
(2015) Yes Yes Yes Yes Yes No Yes Yes Yes Yes >7 strong

\




Wai et al.
(2010)

Yes

Yes

Yes

No

No

No

Yes

No

Yes

No

Morerate

Tumwine
etal.
(2012)

Yes

Yes

Yes

Yes

Yes

No

Yes

Yes

Yes

Yes

>7 strong

Salter et
al. (2014)

Yes

Yes

Yes

Yes

Yes

No

Yes

No

Yes

No

Morerate

Laba et al.
(2015)

Yes

Yes

Yes

Yes

Yes

No

No

Yes

No

Yes

Morerate

Goldsmith
etal.
(2017)

Yes

Yes

Yes

Yes

Yes

No

No

Yes

Yes

Yes

Morerate

Hollander
etal.
(2017)

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

>7 strong

Holten et
al. (2018)

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

>7 strong

Saqib et al.
(2018)

Yes

Yes

Yes

No

Yes

No

Yes

Yes

Yes

Yes

>7 strong

Raghunath
etal.
(2019)

Yes

Yes

Yes

Yes

Yes

Yes

No

No

Yes

No

Morerate

Tanetal.
(2019)

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

>7 strong

Hakonsen
and
Toverud
(2011)

Yes

Yes

Yes

No

No

No

No

No

No

No

Weak

Ghimire et
al. (2017)

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

Yes

>7 strong

VI




Appendix 3 Approval letters (UOH & MOH Oman)

'g @ té}! * k University of Hull

Hull, HUG 7RX

UNIVERSITY nited Kingdomn
T: +44 (0]1482 463336 | E: e walker@hull.ac.uk
OF HULL wez wwrwchull.ac_uk

PRIVATE AND CONFIDENTIAL
Sharifa Al Zadjali

Faculty of Health Sciences
University of Hull

Via email

9™ February 2022
Dear Sharifa

REF FHS363 - Why do patients with end-stage renal disease decide non- concordance with haemodialysis
medical advice when they offered it? Form C

Thank you for submitting your ethics Form C: Notice of Substantial Amendment to the Faculty of Health Sciences
Research Ethics Committee.
Given the information you have provided | confirm approval by Chair’s action.

Please refer to the Research Ethics Committee web page for reporting requirements in the event of any
amendments to your study.

Should an Adverse Event need to be reported, please complete the Adverse Event Form and send it to the
Research Ethics Committee FHS-ethicssubmissions@ hull.ac.uk within 15 days of the Chief Investigator becoming
aware of the event.

I wish you every success with your study.

Yours sincerely

Professor Liz Walker
Chair, FHS Research Ethics Committee

Liz Walker | Professor of Health and Social Work Research |

ey by Faculty of Health Sciences
= @b University of Hull

UNIVERSITY Hull, HUG 7RX, UK

www. hull.ac.uk

OF HULL e.walker@hull.ac.uk | 01482 463336
B suniomiun B juniversityotiun & universityofhull
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MoH/DGPS/CSR/PROPOSAL_ APPROVED/80/2021

30/09/2021

Sharifa Al Zadjali
Principal Investigator

Study Title: Why do patients with end-stage renal disease decide non- concordance with

haemodialysis medical advice when they offered it?
Proposal ID: MoH/CSR/21/24954
After compliments,

We are pleased to inform you that your research proposal *Why do patients with end-stage renal
disease decide non- concordance with haemodialysis medical advice when they offered it?* has
been approved by the Research and Ethical Review & Approval Committee, Ministry of Health
The RERAC should be notified in case of any changes or significant deviation from the approved
proposal, otherwise this approval will be deemed invalid. On completion of the study. you are
required to provide a copy of the final report within 2 months to the Centre of Studies and Research
in Ministry of Health

Regards,

/’ N
Dr Ha pﬂ{Q{a{n kl Hinai
Acting Director General of Planning and Studies 52
Acting Chairpfan, Research and Ethical Review & Appréyal
Ministry ofHealth, Sultanate of Oman .

Cc: Day file

\

\

N

~

Tel.: 22357254, Fax - 22357260 o

Trevyl. . Sy




Appendix 4 Directorat General of Nursing Affaires letter

Gin )
Sultanate of Oman bl——ot dibl—u
Ministry of Health =i u—?-‘_' ")')_9
Directorate General of Nursing Affairs /’ IK trsyodl bggal 4"9-'_' dyasl]
Office of The Director General plell yill —ika
MOH/DGNA/2021
11 October 2021
To: The Director General; Royal Hospital - Khoula Hospital

After compliments,

Sharifa Al Zadjali, a Nurse specialist working at Directorate General of Nursing Affairs is currently
a PhD student at the University of Hull in the UK. She is conducting a research study entitled “Why
do patients with end-stage renal disease decide non- concordance with hemodialysis medical
advice when they offered it? The study was approved by the National Research and Ethical Review
& Approve Committee (RERAC) on Smh September 2021 (MOH RERAC approval letteris
attached).

The Director; Nlzwa Hospital - Al Nahdha Hospital - Al Masarra
Hospital — Sohar Hospital — Rustaq Hospital — Sur Hospital — Ibra
Hospital - Ibri — Nizwa Hospital — SQ Salalah Hospital

Subject: ients with end e | disease decide non- concordance with
ia medical advice when offered it?




Appendix 5 Amendment approval letter

v @ = * k University of Hull
- =

Hull, HUE TRX
UNIVERSITY Urited Kngdom

T: +84 (01482 463336 | & e wakergdhull 3c.uk
OF HULL s

PRIVATE AND CONFIDENTIAL
Sharifa Al Zadjali

Faculty of Health Sciences
University of Hull

Via email

9™ February 2022

Dear Sharifa

REF FHS363 - Why do patients with end-stage renal disease decide non- concordance with haemodialysis
medical advice when they offered it? Form C

Thank you for submitting your ethics Form C: Notice of Substantial Amendment to the Faculty of Health Sciences
Research Ethics Committee.

Given the information you have provided | confirm approval by Chair’s action.

Please refer to the Research Ethics Committee web page for reporting requirements in the event of any

amendments to your study.

Should an Adverse Event need to be reported, please complete the Adverse Event Form and send it to the
Research Ethics Committee FHS-ethicssubmissions@hull.ac.uk within 15 days of the Chief Investigator becoming
aware of the event.

1 wish you every success with your study.

Yours sincerely

(Ve g

Professor Liz Walker
Chair, FHS Research Ethics Committee

Liz Walker | Professor of Health and Social Work Research |

¥ Faculty of Health Sci
? g * k s oUnivaersity oefn::lsl
UNIVERSITY Hull, HU6 7RX, UK
www.hull.ac.uk
OF HULL e.walker@hull.ac.uk | 01482 463336

a @UniOfHull a {UniversityOfHull &l universityofhull
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Appendix 6 English Invitation letter & partcipant’s
information sheet B ofo A
universtty o Hull

Invitation letter

Dear Patient,

You are invited to participate in a research project designed to understand and explore why end-stage kidney disease
patients decide not to start Haemodialysis when medically advised. | will conduct the research project, Sharifa Al
Zadjali, a full-time PhD student at the University of Hull in the UK. My research project is supervised by Professor
Mark Hayter (M.Hayter@hull.ac.uk) and Doctor Amanda Lee (A.J.Lee@hull.ac.uk).

You are invited to participate in this study if you are an End-Stage kidney failure at stage 5, decided not to start
Haemodialysis when medically advised.

If you are interested in this study, you need to understand why the research is being done and why you understand

your participation. Therefore, please take the time to read the attached information sheet carefully. Ask me if there is
anything that is unclear or if you would like more information and clarification.

Kind regards,

Would you please not hesitate to contact me for further clarification
Sharifa Said Al Zadjali

Faculty of Health sciences

Department of paramedical, Preoperative and Advanced Practice
University of Hull

Phone No: 0096899413639

E.mail: S.S.AL-ZADJALI-2019@HULL.AC.UK

X1


mailto:M.Hayter@hull.ac.uk
mailto:A.J.Lee@hull.ac.uk
mailto:S.S.AL-ZADJALI-2019@HULL.AC.UK

‘ggg’mHull

UNIVERSITY OF

INFORMATION SHEET FOR PATIENTS WITH ESKD
Version 3 23/8/2021

YOU WILL BE GIVEN A COPY OF THIS INFORMATION SHEET

Title of study

Why do patients with end-stage kidney disease decide non- concordance
with haemodialysis medical advice when they offered it?

I would like to invite you to participate in this project which forms part of my research. Before
you decide whether you want to take part, it is important for you to understand why the research
is being done and what your participation will involve. Please take time to read the following
information carefully and discuss it with others if you wish. Ask me if there is anything that is not
clear or if you would like more information.

What is the purpose of the study?

The purpose of the study is to explore why end-stage kidney disease patients make the
decision not to commence haemodialysis treatment when their doctor has recommended it. This
is an important study for future patients, as findings will help us offer tailored medical advice and
treatment acceptable to Omani individuals who have chronic kidney diseases. By understanding
why and how patients make their choices in healthcare, we aim to reduce complications and
improve the healthcare journey for our patients.

Why have | been invited to take part?

You are being invited to participate in this study because you have unique and valuable
experience as a patient. Your views are of considerable interest because we want to determine
what things influence your choices and decision making in your care. Sharing your experience
may help us clarify the strategies needed to promote nephrology care in Oman.

What will happen if | take part?

Having read this information sheet and had the opportunity to ask questions, you will be asked
to sign a consent form if you choose to take part in the study. So, that sections of your medical
notes that are relevant to this research project may be accessed by the researcher from the
University of Hull and the Research & Ethical Review & Approval Committee (RERAC) Ministry
of Health Oman has given permission to access the medical records. Additionally, you can
attend one face-to-face discussion with a researcher who has no input into your care. These
interviews will take place in the outpatient nephrology clinic, in a private space or a place you
prefer. The interview will be digitally recorded and take around 30-60 minutes; this will only be
done with your consent. It is not anticipated that the interview will exceed one hour. During the
interview, you will be asked to share your experiences with your care in the Omani healthcare
system. Please be assured the researcher is interested in your experiences, so there no right or
wrong answers. You can be assured the responses will all be anonymous, and at no time will
participation affect any of your continuing care and treatment. So, we can analyse responses,
interviews will be audio-recorded and transcribed. All records will be anonymised and then
securely held. Records will only be accessed by the researcher and her academic supervisory
team.



However, If CCOVID19 status hindered face-to-face interviews, you will be interviewed remotely
through the Zoom platform, which is accessible in the country through flexible interview
scheduling.

Payment/Incentives

you will receive no payment

What are the possible risks of taking part?

It is not anticipated that taking part in the study will cause you any harm. However, If you have
concerns about any study aspects, you should speak to the researcher, who will do her best to
clarify your concerns, and the contact details are listed below. If you consent to an interview, you
are under no obligation to proceed. You do not have to give a reason for changing your mind. If
the interview triggered an unpleasant feeling for you or experiencing distress during the interview,
the researcher will stop the interview and provide support and reassurance. Then you will be
asked whether you wish to continue the interview or not. If you feel to continue then, the interview
will resume by the researcher. However, suppose you feel unable to continue the interview, the
researcher will stop the interview totally and move you to another quiet area and encourage you
to seek assistance, advice and support from your treating physician and nurse or anyone you
prefer.

What are the possible benefits of taking part?

It is not expected that taking part in the study will benefit you directly, but findings from this
research will be used to inform future patients so that we can support their choices more
effectively and help their continuing care.

Data handling and confidentiality

Your data will be processed in accordance with the General Data Protection Regulation
(GDPR).

All printed documents that include your detailed information will be stored in a secured
cupboard and transcribed audio recording interviews will be stored in a computer that requires a
protected password and stored on online Box data repositories password-controlled that fulfils
the GDPR guideline at the University of Hull, and all will be accessible to the researcher only.
Therefore, all information related to the study will be destroyed after the completion of five
years, according to the University of Hull’s rules and regulations. Involved researchers in the
study will have access to the data in their capacity as the researcher’s supervisors but in an
anonymised form only.

Your identity will be anonymous throughout the study process, and this includes sharing
interview information with other researchers involved in the study, the person checking the
transcript translation, study writing up, study publication and academic conferences
presentation. It will not be possibly identified from your transcribed audio-recording discussion
or from your demographic information or direct quotations used. Because after your permission,
you and your treating health institution will be identified by a specific code that is known by the
researcher only.

In addition to ensuring your confidentiality, the researcher is responsible for protecting you and
providing suitable support. At some certain exceptional circumstance, you mentioned
information that prompts concern and relates to your and other individuals’ safety. The
researcher at this stage may need to take appropriate action such as report this to her
supervisors and then to an appropriate authority (health institution director) after discussing this
with you first.

Data Protection Statement

The data controller for this project will be the University of Hull. The University will process your
personal data for the purpose of the research outlined above. The legal basis for processing
your personal data for research purposes under GDPR is a ‘task in the public interest’ You can



provide your consent for the use of your personal data in this study by completing the consent
form that has been provided to you. Information about how the University of Hull processes your
data can be found at https://www.hull.ac.uk/choose-hull/university-and-region/key-
documents/data-protection.aspx

You have the right to access information held about you. Your right of access can be exercised
in accordance with the General Data Protection Regulation. You also have other rights,
including rights of correction, erasure, objection, and data portability. Questions, comments and
requests about your personal data can also be sent to the University of Hull Data Protection
Officer [dataprotection@hull.ac.uk]. If you wish to lodge a complaint with the Information
Commissioner’s Office, please visit www.ico.org.uk.

What if | change my mind about taking part?

You are free to withdraw at any point of the study without having to give a reason. Withdrawing
from the study will not affect you in any way. You are able to withdraw your data from the study
before interview transcription, after which withdrawal of your data will no longer be possible due
to all data collected will have been anonymised. If you choose to withdraw from the study, we will
not retain the information you have given thus far

What will happen to the results of the study?

The anonymised study results will be used for a PhD thesis which will be available as a hard
copy and electronic Ethesis database held in affiliation with the University of Hull. Results may
be used for academic journal publications, academic conferences and to inform discussions
with key stakeholders and decision-makers at the governmental level.

Who has reviewed this study?

The Faculty of Health Sciences Ethics Committee reviewed the research study, University of
Hull and by the Ministry of Health Oman Research & Ethical Review & Approval Committee
(RERAC) to protect your interests.

Who should | contact for further information?

If you have any questions or require more information about this study, please contact me using
the following contact details:

Sharifa Said Al Zadjali

E.mail: S.S.AL-ZADJALI-2019@HULL.AC.UK

Phone No: 0096899413639

Faculty of Health sciences

Department of paramedical, Preoperative and Advanced Practice

University of Hull

What if | have further questions, or if something goes wrong?

If you wish to make a complaint about the conduct of the study, you can contact the University
of Hull using the details below for further advice and information:

Student project: Why do patients with end-stage kidney disease decide

non- concordance with haemodialysis medical advice when they offered
it?


https://www.hull.ac.uk/choose-hull/university-and-region/key-documents/data-protection.aspx
https://www.hull.ac.uk/choose-hull/university-and-region/key-documents/data-protection.aspx
http://www.ico.org.uk/
mailto:S.S.AL-ZADJALI-2019@HULL.AC.UK

In the first instance please contact

Primary supervisor: Professor Mark Hayter, RN, PhD, BA (Hons), Cert. Ed, M.Med.Sci,
FEANS, SFHEA, FRCSI, FAAN. Editor-in Chief, Journal of Clinical Nursing
M.hayter@hull.ac.uk

Secondary supervisor: Dr Amanda Lee/ Senior Lecturer

Ass. Editor Nursing Open

a.j.lee@hull.ac.uk

Alternatively, please contact coo@hull.ac.uk

Thank you for reading this information sheet and for considering taking part in this
research.


mailto:M.hayter@hull.ac.uk
mailto:a.j.lee@hull.ac.uk
mailto:coo@hull.ac.uk

Appendix 7 English interview scheduale
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Interview schedule

At the start, during and before the interview ends, participants will be reminded about their

confidentiality and withdrawal rights

S Time
No Activities
frame
1- Great the participants 5-10
Discuss with the participants minutes
e Research purpose, interview
process and time frame.
e Ethical principles applied to the
study.
e Information sheet.
2- Obtain the informed consent 5 minutes
3- Example of interview guided questions Example of probing
questions
e Can you tell me about your health 40-50
condition? minutes e Could you tell me
e When did you first diagnosed with more about it/
ESKD and interarticular stage 57 that?
e What did your doctor say about your e That's interesting,
future treatment? why do you think
e Why did you decide not to start HD? this?
e In your opinion, what are the factors e What did you do
that might influence your HD refusal about that?
decision? e What effect did
e Did you discuss your health issue with that have?
anyone who? How? and why? e What do others
e How have others in your family reacted think about it?
to your ERSD status and decision e Canljust take
made? you back to...?
e Describe your information sources e When you say ...
about ESKD and HD? do you mean ...?
¢ How do you feel now after the decision e Canyou explain
made? how this links to
e Can you describe your future plan what | was asking
concerning your health condition about in a bit
progression? more detail?
e Canyou give any
examples?
4- Closing guestions e Is there anything
e Do you want to add more you think |
information? haven’t asked
e Thank you for your participation you?
today.
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Appendix 9 Arabic invitation letter & partcipant’s information
sheet
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Appendix 10 English consent Form S oo A
university or Hull

CONSENT FORM
Version 2 24/7/2021

Title of study: Why do patients with end-stage kidney disease decide non- concordance

with haemodialysis medical advice when they offered it?
Name of Researcher: Sharifa Al Zadjali

Please initial box

1.1 confirm that | have read the information sheet dated.................... version............ for the
above study. | have had the opportunity to consider the information, ask questions and

have had any questions answered satisfactorily.

2.1 understand that my participation is voluntary and that | am free to withdraw at

any time without giving any reason,

3.1 understand that the research interview will be audio-recorded and that my

anonymised verbatim quotes may be used in research reports and conference

presentations.

4.1 understand that relevant sections of my medical notes and data collected during the study

may be accessed by the researcher from the University of Hull, where it is relevant to my

taking part in this research. | give permission for this individual to have access to my

records.

5.1 understand that the research data, which will be anonymised (not linked to me), will be

retained by the researchers and may be shared with others and publicly disseminated to

support other research in the future.

6. | understand that my personal data will be kept securely in accordance with data protection

guidelines, and will only be available to the immediate research team

7. 1 give permission for the collection and use of my data to answer the research question in

this study.

8.1 agree to take part in the above study.

Xl



Name of Participant Date Signature

Name of Person Date Signature

taking consent

If you have any questions or require more information about this study, please contact me and
my supervisors using the following contact details:

Sharifa Said Al Zadjali

E.mail: S.S.AL-ZADJALI-2019@HULL.AC.UK

Phone No: 0096899413639

Faculty of Health sciences

Department of paramedical, Preoperative and Advanced Practice
University of Hull

Primary supervisor: Professor Mark Hayter, RN, PhD, BA (Hons), Cert. Ed, M.Med.Sci, FEANS,
SFHEA, FRCSI, FAAN. Editor-in Chief, Journal of Clinical Nursing — M.hayter@hull.ac.uk

Secondary supervisor: Dr Amanda Lee/ Senior Lecturer

Ass. Editor Nursing Open — a.j.lee@hull.ac.uk

X
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Appendix 11 Arabic consent Form
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Appendix 12 English Demographic data form 5 B2 oo A
university or Hull

Participant’s demographic data

Please note that the following demographic information will be used within the interview analysis
only. The identifiable data will be removed, each patient will have a unique identifier. it will be
stored in SPSS in a password control data repository that fulfils GDPR guidelines at the
University of Hull.

Participant’s code: Institution’s code: Interview Date:

Original Residency: Current Residency:

Date diagnosed with ESKD:
1. Sociodemographic information

a. Age:
b. Gender:

2. Occupational status, circle the applicable one

a. Working what? Where?
b. Retired/ Pension
c. Not working

3. Marital status, circle the applicable one

a. Married

b. Single

c. Divorce

d. Widow

e. Lives with children/ spouse/family

4. Education level and specify, circle the applicable one

llliterate

Read & write only
Primary

Secondary

Higher education (specify)
Others

~pooow

5. income status, circle the applicable one

less than 500 O/R

500 — 900 O/R

1000 — 2000 O/R

More than 2000 O/R
Pension or other income

~oooow

6. Nephrology care Mode of treatment

a. Non-dialysis care:
b. Length of kidney follow-up:

XVI



c. Hospitalisations:
7. Comorbidity, circle the applicable one

Diabetes

Hypertension

Cardiovascular

Others:

Specify if two or more combined diseases

PO T

8. Stage of kidney disease at the time of research, eGFR:

Thank you for sharing your views and experiences and valuable contribution, and you
are appreciated for your dedicated time and valuable input.

Xvii



Appendix 13 Arabic Demographic data form.
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Appendix 14 Setting of data collection

Figure 8.1 Setting of data collection.
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Appendix 15 Line by line coding

© Author R
Getting scared from the kidney problem
Reply

O Author A

Inquiring about the fear

Reph
something like that ... | mean like this .... Afterthat.' started to get afraid of the kidney nrDbLem' | . B
Researcher: bﬂhﬂl scares you? Would you please tell me about the type of feal’.'l ] ° Author e P
OGF:FI: means fear, It means ....... Like that. It's afall.urdr It meﬁns.h‘ly life and future gone, | am o Feeling fear and hopeless
young .... Suffering .... l mean like this, | mean like this in a circle ... and that's iti Reply
Researcher: still, | want you to tell me about the fear that you got?
06F: It means, | got, what do you want me to sﬁ‘ﬂ’ | was only thinking, who would donate me, no o} ° Author e / &

one would donate me. It means, no one would donate to me if my kidney got damagedl It -
means who is that .. that’s it, | was in a kind of thinkingl.‘..‘. |, and "ny brother told me “Ok we: =
will go to India, we will go and see in \ndia.r, and I went to India .... And | took from here, and | ]

Reply
went to India, and | entered with the kidney physician.

O Author w2 &

Feeling sad that if her kidney got damaged,
no one would donate her a kidney
Reply

© Author AN
Silent
Reply

O Author w2 B
Her brother suggesting her to travel to India

Reply

Figure 8.2 line by line coding.
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Appendix 16 Example of memo writing

Memo writing interview 2 02M on 22/11/2021

Because the participant did not understand the advantages and disadvantages of

undergoing dialysis due to his lack of knowledge, therefore, | need to ask the next

participant if they have enough knowledge about undergoing dialysis.

The participants stated that he heard from someone that people who underwent

dialysis were dialysed with chemical substances, so it is worth asking the next

participants about the nature of dialysis.

The participant depended on seeking the information through the experience of

other patients and hearing other advice, maybe once tried to read in the internet

Figure 8.3 Example of memo writing.
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Appendix 17 Axial coding

Initial codes

Axial code

No signs and symptoms, believing young, feeling well and
driving a long distance alone, feeling healthy and performing
normal life activities, examining own leg and feeling fine, going
to bathroom and having nothing and could go and come back

normal, and having no pain or other issues.

Feeling asymptomatic

eGFR 15% at a private clinic (normal), eGFR 10% at 02H
hospital, then reduced to 7% at (MS) polyclinic without
complication signs and symptoms, having normal investigation
and believing being young boy and strong.

Having normal

investigation

Believing the kidney is fine, passing urine very well, passing
normal urine (4-5) times at night, drinking well, eating well &
walking, performing sports twice per day, and drinking water
all the time, feeling fine and able to perform daily activities &
feels strong.

Feeling fine.

Swearing feeling good, no issue of urine burning sensation,
urine foam formation & urine delay, having good health,
having leg problem only, having normal body, eating well &
not feeling tired, looking normal and have the strength to
work.

Disbelieving reaching

kidney failure.

Missing some hospital follow up appointments, requesting
support through medications, believing used medication
prevents kidney cysts getting enlarged and increasing urine
output, drinking & eating well, physicians stating senility talks,
and not having oedema but low haemoglobin and not knowing

the cause.

Neglecting/ denying
kidney failure

complications

Getting surprised and shocked from the news as doing well,
refused the treatment and run out of the hospital, getting
surprised when informed about kidney problem, not having
symptoms proving the sickness, denying that her kidney was in

failure, and disbelieving to undergo dialysis one day. not

Disbelieving/ denying

reaching kidney failure.

XX




bothering to think about the future since did not reach the

dialysis point.

requesting to continue on medication and emphasising to

undergoing dialysis & requesting the physician to have time.

Feeling better

Initial codes

Axial code

Advising not required for HD, advising to performing sport, &
Physician planning dialysis when complications becoming
obvious, & Kidney functioning at 12% level & having no

complication (urine & Oedema)

Hearing what they

want to hear

Insuring (in India) that doesn’t require dialysis, having no
kidney problem, not to undergo dialysis & continue with
medications, & knowing that dialysis initiating at 8% kidney
function.

Physicians advise

(abroad)

Physician advising and supporting the use of frankincense,
reduce weight, avoid taking high quantity and frequency of a
specific type of foods.

Information giving

Gaining information through physicians’ discussion, comparing
themself with what being informed and what they found,
using the mobile phone to trace the information about kidney
problem, & sitting with friends (HD users) to gain knowledge,
learning through WhatsApp messages, dialysis people

complain of pain

Accessing information.

Searching on the internet, using the internet to know about
kidney failure signs & symptoms, using Google as main source
of searching engine, & searching for symptoms of frequent

urination.

Relying on the internet
as a source of

information.

Discussing the dialysis issue with daughter,

believing that daughter knows about the dialysis, relying on
daughter to talk to the treating physician because daughter is
a medical staff/ having medical background.

relay on daughter’s

knowledge.
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Working with eGFR 10% (as normal), and heard voice indicates
a normal sound, Consulting brothers and sisters about the
physician's plan, daughter’s friend sharing experience of her
mother and providing diet advice to help and stabilised the
participants health condition, hearing that undergoing dialysis
cause a person to becoming tired and screaming in the
hospital, hearing from a neighbour that dialysis is tiring, &

Wife hearing from others.

Opinion of others,

Hearing from others.

Dialysing with chemical substances, knowing it is machine
mixing up blood, believing that blood circulate inside the
kidney through tubes put inside the kidney, having no
knowledge about dialysis process & Hearing from others, &
not interesting to discover about the dialysis, seeing dialysis
not good, scaring because it shakes person up and down,
feeling that dialysis would hinder attending work, medication
discontinuation would cause kidney problem.

Misconception about

dialysis

Having no knowledge about the dialysis procedure, believing if

starting on dialysis would get sicker & would not end.

Lack of knowledge

Physician talking with daughter in English, and could not
understand them, not understanding what the physician spoke
to daughter, not informing to have a kidney weakness, Not
understanding physician's positions.

Gap of communication

Initial codes

Axial code

Taking opinions of HD users about the signs of kidney failure,
family not convinced to undergo dialysis, HD users not praising
the dialysis, and advising not to undergo dialysis.

Relying on others

opinion.

Dialysing experience of sister, dialysis causing tiredness,
receiving blood during dialysis causing coma. Hearing the
negative experience of father-in-law who undergone dialysis
and witnessing the experience of mother-in-law, & not
tolerating seeing people connected with oxygen and tubes.

Experience of sister,

father-in-law.

Family not wanting him to undergo dialysis as kidney works
well, considering dialysis as a burden, building the hope based
on family encouragements, believing daughter understands
well as educated, wife advising not to undergo dialysis
(prohibited), participant's son refusing the catheter creation as
it is a metal kept in the participant's flesh. 50% of family
refusing HD due to other people's negative consequences,

Influence by family
members (wife,
mother, sister &

brother)
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following wife's instruction, wife making the decision for the

best choice, relying on wife in everything and following wife's
decision and order. Mother requesting to wait and hoping to
find a kidney donor.

Knowing a person who was advised dialysis but travelled to
India and did not require dialysis up to tomorrow, comparing
themselves with other symptoms kidney failure individuals,
football friends saying that dialysis cause tiredness and
exhaustion, & people believing that dialysed person would die.

Influenced by others.

Initial codes

Axial code

Doing dialysis would cause death, relatives dialysed end up
weak, becoming sick after initiating dialysis and health status
change, feeling scared to have similar experience of other HD
individuals, witnessing dialysed individuals who died after four
or five months of their dialysis, refusing dialysis due to the
death of his uncle, feeling had enough, and having negative
experiences due to death of friends.

Negative experience of
others with dialysis

Feeling scared from the disease to become chronic disease,
getting scared from dialysis and remaining thinking, feeling
scared of the dialysis's blood, it is not an easy procedure,
complicated procedure, and person become tired and dizzy.
not wanting to be a patient and to be in the hospital daily,
dialysis would disturb the life commitment & feeling
frightened from the commitment process of dialysis, agreeing
that dialysis is a life commitment, dialysis causing too much life
disturbance, hindering individuals from going out and
travelling in or out of the country. feeling upset and limited
freedom. Travelling outside the country challenging and
exhausting, hindering a person to go anywhere, having fluid
restriction, feeling that they lost their future life, & life would
stop, suffering as they were in a whirlwind, feeling life
restriction, committed to dialysis and restricted life, not
imagining to undergoing dialysis, and word dialysis scaring, &
scared to remain on dialysis whole life.

Fearing dialysis
procedure.

Scared to leave daughter alone if she died, worrying about his
children if he started dialysis, scared not to see her family
again, feeling that death might happen faster than with
healthy person, witnessing individuals died on dialysis, hearing
others’ death due to the dialysis start, HD tiring procedure

leading to quick death, wishing to live longer.

Feeling scared of death
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Family can’t imagine them to undergo dialysis as they would
labelled as near to death, could not eat and drink during the

Community/Social

social gathering, people discussing the kidney disease topic gathering
during social gathering, and feeling pointed by surrounded
people.
Initial codes Axial code

lifting the matter of health condition to his mighty God,
trusting in God and would wait for the physician trial results,
delegating her affairs to God, having no idea what would
happen in the future and accepting whatever comes from God,
she would accept dialysis on the day she would become sicker,
If developing complications, matters would be at Allah
Almighty's hand, Believing God will take over his health
matters, Hoping that God may descend some mercy upon her
due to the Holy month of Ramadan.

wafering to God.

knowing that he would undergo dialysis if his condition
worsened, accepting the dialysis as a last option, If no other

Accepting HD as a last

‘i
solution he would end up doing dialysis, She has no other option
option because that is her destiny, agreeing for dialysis when

time reach, & Having nothing to do at that time only to accept

the fact.

Faith on God for accepting the fact &having nothing to do with | Faith in God.

it, accepting what comes from God, believing that God will
solve it, What writing by God will happen.

Accepting to undergo dialysis on the day that God wills, Would
agree to undergo dialysis if his condition worsened but he
believes that the medication is doing a good job, Waiting to
see what would happen till that day, Would undergoing
dialysis if no donor found.

Accepting HD at the
time of powerlessness

& condition worsen.

Evaluating him for couple of months, avoiding dialysis by
organising the daily lifestyle.

Requesting delaying
the dialysis (bargaining)

Wanting to do kidney implantation, convinced that his health
condition would reach to it’s end but he would wait for
possible implantation, Waiting for someone to donate money
to kidney implantation abroad, Hoping to find association to
sponsor her for implantation, Preferring for implantation but
not dialysis.

not accepting dialysis but will continue on medication till
finding donor.

Wanting to go for

kidney implantation.
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Taking folk remedy and believing it would not harm, using
frankincense and pumpkin, believing on pumpkin use as a safe
remedy & too beneficial, going for an alternative treatment to
avoid HD

Personal practical

experience and belief.

Attending private clinic for second consultation, believing
might recover if travelled abroad, Seeking second consultation
to avoid dialysis, Travelling to Turkey for kidney implantation,

discovering doners incompatibility due to physical diseases.

Shopping around.
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Appendix 18 Categories formation

Axial code Sub-category Category

Feeling asymptomatic
Not accepting ESKD & HD.

Having normal investigation

Feeling fine.

Disbelieving reaching kidney failure.
Self-

Neglecting/ denying kidney failure conceptualisation

complications Accepting ESKD but not HD.

Disbelieving/ denying reaching

kidney failure.

Feeling better

Hearing what they want to hear Information provided by

Physicians advise (abroad) the Physician.

Information giving

Accessing information.

Relying on the internet as a source Acquiring

of information. Information gathering. knowledge

relay on daughter’s knowledge.

Opinion of others, Hearing from

others.

Misconception about dialysis
Knowledge gaps

Lack of knowledge
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Gap of communication

Relying on others opinion.

Experience of sister, father-in-law.

Experiences of HD users.

Influence by family members (wife,

mother, sister & brother)

Influenced by others.

Family members and

others.

Influencers

Negative experience of others with
dialysis

Fearing dialysis procedure.

Feeling scared of death

Fear of HD negative

consequences.

Community/Social gathering

Fear of feeling stigmatised.

Fear

wafering to God.

Accepting HD as a last option

Faith in God.

Accepting HD at the time of

powerlessness & condition worsen.

Fatalism.

Requesting delaying the dialysis

(bargaining).

Wanting to go for kidney

implantation.

Personal practical experience and

belief.

Shopping around.

Looking for alternatives

Self-control
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