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Abstract

Chronic kidney disease (CKD) is a public health concern across the globe. As it progresses,
individuals who are diagnosed with advanced kidney failure require kidney replacement
therapy (KRT), either through dialysis (haemodialysis [HD] or peritoneal dialysis [PD]) or
kidney transplantation. Although dialysis is a common treatment modality for survival, it is a
burdensome treatment hence patients often experience challenges that interfere with quality
of life and other problematic psychological and clinical outcomes. As such, much effort has
focused on understanding adjustment in this context, with the illness perceptions framework
having been applied consistently to explore how patients understand, interpret and respond to
their circumstances. Understanding the patient experience is critical to providing efficient
interventions in kidney healthcare for psychosocial support though the majority of evidence
in the field is drawn from white majority patient groups from more advanced healthcare

systems.

This programme of research aimed to understand illness perceptions of Turkish Cypriot
patients receiving dialysis. This was to address under-representation in research and to
provide a bank of evidence to progress kidney care in the local context. A series of studies
were designed to examine illness perceptions of this patient group within the specific socio-
cultural context. The research programme included: 1) qualitative enquiry of illness
experiences of Turkish Cypriot patients receiving HD; 2) a systematic review of qualitative
studies examining illness perceptions of patients receiving dialysis more generally; 3) a
prospective longitudinal questionnaire study considering correlates of illness perceptions
among patients receiving dialysis; and 4) qualitative interviews to understand perspectives of
healthcare professionals on psychosocial care needs of patients receiving dialysis in Northern

Cyprus.
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In study 1, qualitative interviews were conducted with the patients receiving HD. The
interview topic guide was designed by using the illness perceptions framework. As this
patient group has not been studied earlier, a qualitative method was utilised to gain in-depth
understanding of how Turkish Cypriot patients receiving HD experience and make sense of
their condition. In total, fourteen patients who receive in centre- HD were interviewed.
Interviews were conducted in Turkish and were transcribed verbatim. The analysis was
inductively completed by using reflexive thematic analysis in Turkish, and then it was
translated into English. Three themes represented the patient experience: (1) ‘Illness
Appraisal’ related to making sense of kidney disease and expectations of prognosis; (2) ‘Life
changing effects’ highlighted the negative impact of treatment modality on emotional and
physical well-being; (3) ‘Active coping strategies’ elucidated cultural beliefs that facilitate
cognitive re-framing. Findings indicated cultural influences on adjustment to HD, which have
been poorly understood in the local CKD context. The findings suggest the stability of illness
perceptions cross-culturally as a framework from which to explore illness experiences, and

importantly demonstrate culture bound mechanisms that shape responses to life on HD.

A systematic review synthesised illness perceptions guided qualitative data on patients
receiving dialysis. The review aimed to understand the extent to which the findings from
study 1 are reflective of broader qualitative data on the illness experiences of patients
receiving dialysis. Four studies were identified as eligible for inclusion. By using reflexive
thematic analysis, available data were analysed inductively to begin and then applied
deductively to the illness perception framework in NVivo software. Six themes were
identified within the first stage of the synthesis. They related to the meaning, experience and
impact of having diagnosis of kidney failure. These themes were mapped onto the

overarching five domains of the illness perceptions framework (i.e., timeline, causality,
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control/cure, identity, and consequences). The findings highlighted that patients had difficulty
in labelling and making sense of kidney disease. They were faced with uncertainty and
frequently reported physical and psychological consequences of life on HD. Struggles to
regain normality and changes in functionality influenced perception of self. Sources of
support were culturally influenced and contributed to cognitive reframing to cope. The
synthesis indicated that patients may experience similar challenges however, culture seems to

influence sense-making of the condition and behavioural responses to treatment burden.

A prospective longitudinal questionnaire study further examined the relationship between
iliness perceptions and related variables (e.g., clinical measures, depression and dialysis
symptoms) in both patients in the pre-dialysis and dialysis phase. Patients in the pre-dialysis
phase who were expected to start dialysis treatment were observed to examine potential
differences when commencing dialysis treatment. Little research has longitudinally studied
correlates of illness perceptions. Patients were recruited from four dialysis centres in
Northern Cyprus. Data were collected from 181 patients (124 patients receiving dialysis
[91.1% HD] and 57 patients in the pre-dialysis phase) at baseline (Time 1). Both patient
groups were followed at six months (Time 2) and at 12 months (Time 3 = one year). Self-
reported measures used included Brief Iliness Perceptions Questionnaire (B-1PQ), Patient
Health Questionnaire-9 (PHQ-9), Chalder Fatigue Scale (CFS) and Dialysis Symptom Index
(DSI). Patients receiving dialysis were found to report higher perception of consequences,
emotional response and lower perception of personal control compared to patients in the pre-
dialysis phase. Trajectories of illness perceptions were examined and showed that overall
patients’ perceptions of consequences and emotional response were expected to decrease over
a one year period. Additionally, depressive symptoms were found to be relatively stable over
a one-year period. However, those patients who reported higher levels of illness perceptions

of consequences and emotional response at baseline were more likely to report greater
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depression symptoms. There was no significant difference in terms of dialysis related
symptoms between patients receiving HD and those receiving PD. Dialysis symptoms were
found to be stable over time among patients receiving HD or PD, nevertheless, those patients
receiving dialysis who reported greater emotional response and lower levels of personal
control at baseline were more likely to report dialysis symptoms. The findings overall seem
to be consistent with existing evidence examining illness perceptions in this patient group in
the literature. Regular psychological assessment has been suggested to be included in the

local nephrology department to screen negative illness perceptions and emotional distress.

The final study within the programme included qualitative interviews to understand the
perspectives of healthcare professionals’ involved in kidney care in relation to psychosocial
support needs of patients receiving dialysis in Northern Cyprus. Semi-structured interviews
were conducted with sixteen healthcare professionals (2 nephrologists and 14 nurses) in
Turkish. Transcripts were inductively analysed using reflexive thematic analysis, with the
findings then translated into English. Three themes were developed: (1) ‘Adjustment to
dialysis’ emphasised the way that healthcare professionals intrinsically linked patient well-
being to adjustment to life on dialysis and finding a new sense of balance with the associated
routine; (2) ‘Multi-faceted nature of well-being’ emphasised the range of individual, family,
economic, hospital and system level factors that impact patients’ overall mental health; (3)
‘Compassionate care’ brought into stark focus the need for empathy with patient situations
but recognising the limits within which staff needed to operate due to knowledge, skills and
system resources. Feeling stuck particularly in response to demanding patient experience was
evident. Healthcare professionals in Northern Cyprus recognise self-management as an
important driver of psychological adjustment and identify with a stuckness in their capacity

to extend further care.
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The findings of the thesis have implications for the development of care pathways that take a
more integrated approach to patient physical and mental well-being. This thesis provides
comprehensive information on Turkish Cypriot patients who receive dialysis which is an
under-represented cultural group in kidney research Self-management strategies for patients
should be developed within the local nephrology units. To support this, culturally tailored
interventions targeting illness perceptions have been suggested which may improve health
outcomes. Finally, psychosocial practice policy is required to provide structured support for

patients receiving dialysis in Northern Cyprus.
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Chapter 1: Introduction to Chronic Kidney Disease

1.1 Introduction

This introductory chapter aims to provide information about the kidneys and their function.
Moreover, failure of the kidneys and progression to and treatment for chronic kidney disease
(CKD) are explained. This is to provide a contextual overview that will inform the
programme of research reported within this thesis. In order to do so, it is important to first

build an understanding of CKD and how it impacts a patient’s life at its different stages.

1.1.1 The Kidneys and Their Function

Kidneys are important organs in the body that excrete metabolic waste and other potentially
toxic substances from the body. Additionally, kidneys balance electrolyte levels, play an
important role in maintaining blood pressure, healthy bones, and in the production of red

blood cells (Eckardt et al., 2013).

There are two kidneys and they are located retroperitoneally in the lumbar region. Each
weighs nearly 150g. In appearance, the kidneys are bean shaped. Each kidney includes up to
1 million nephrons that have many functions. A nephron consists of modified blood vessels
called glomerulus linked to a tubule. When blood flows to the glomerulus, it is filtered and
the filtered fluid then enters the tubule. In the tubule, chemicals and water are regulated
according to the body's needs. This involves selective absorption or secretion process carried
out by the tubule. At the end of this process the final product is urine (National Kidney
Foundation, 2022). The kidneys thus regulate the body’s internal environment which is
crucial to maintain health (MedicineNet, 2018). For instance, when the body is dehydrated,
the kidneys retain water in the body, less is excreted and the urine becomes concentrated. On

the other hand, when there are sufficient amounts of water in the body, more water is



20
excreted and the urine is dilute. The kidneys filter and return around 150 litres of fluid to
bloodstream every 24 hours. Approximately 1.5 litres of fluid are discharged from the body
as urine. The kidneys also play part in regulating salt, potassium, and acid content in the body
(National Kidney Foundation, 2022). The regulation of fluid and electrolytes is important the

control of blood pressure. -

The kidneys also produce many hormones which can act locally within the kidney and also
interact with the functions of other organs. For instance, renin produced by the kidney is
important in the regulation of blood pressure. Erythropoietin is a hormone produced in the
kidney that helps to make red blood cells. Related cells in the kidney sense the oxygen level
in the blood. When this level decreases, erythropoietin levels increase and the bone marrow
starts producing more red blood cells. Another hormone, calcitriol helps to control calcium
metabolism. In summary the kidneys have critical functions including removing waste
products from the body, balancing fluids and electrolytes, producing hormones that regulate
blood pressure, activate vitamin D that helps to keep bones healthy, and controlling red blood

cell production (MedicineNet, 2018).

1.1.2 Kidney Function — Glomerular Filtration

Glomerulus is a complex component in the nephron that is responsible for filtration of plasma
(fluid). The glomerular capillaries act as barrier for selective filtration. For instance, water,
urea, sodium pass easily through the glomerular membrane which prevents the passage of
large proteins (e.g., albumin) (Ebefors et al., 2021). The glomerular filtration rate (GFR) is
the rate of net filtration. It results from the pressure gradient across the glomerular membrane
(Pret) and the surface area (A) of the membrane. Provided membrane function is normal;

GFR = Pnet X A
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Normally, GFR is approximately 20% of fluid flow rate. Under normal physiological
conditions, differences in GFR can be caused by modified glomerular capillary pressure or
altered surface area of glomerular capillaries. These can affect the fluid flow, filtration
pressure and GFR. GFR is typically equal to total fluid ultrafiltration rate. Normally, this
value is approximately 120 mL/min per 1.73 m? body surface area (BSA) for adult women
and 130 mL/min per 1.73 m? BSA for adult men. During childhood, GFR increases
consistently with growth. However, it starts to decrease by about 1 mL/min per year from
when people reach age 40. GFR can be measured using a substance such as inulin which is
filtered by glomerulus. Inulin is neither secreted nor reabsorbed by tubules hence, the amount
excreted reflects filtration. This allows measurement of GFR. In clinical practice creatinine

is commonly used to calculate GFR.

Decreased GFR can be a consequence of a decrease in the number of functioning nephrons or
a decrease in the average single-nephron GFR (SNGFR) due to physiological or
hemodynamic changes. It is not possible to directly measure the GFR in humans therefore,
“accurate” GFR cannot be determined exactly. GFR can be calculated by clearance
measurements (measured [MGFR]) or estimated from serum levels of endogenous substances
— usually creatinine or cystatin C — using empirical algorithms (estimated GFR [eGFR])
(Gilbert & Weiner, 2018). Typically, “measured” GFR is specified from the urinary clearance
of an “ideal” filtration indicator (inulin) or in clinical practice, creatinine. Urinary clearance
of the marker (in ml/min) is measured as the urinary excretion rate of the marker (in
mmol/minute) divided by mean serum concentration of the marker (in mmol/ml) during the
urine collection period. Urine collection for a period of time is necessary to calculate urine
volume for the urinary clearance. Incomplete urinary collection will prevent the accurate

calculation of the clearance. This is one of the reasons that measured GFR may differ from
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accurate GFR. However, GFR is normally estimated with serum level endogenous filtration

indicators to overcome the difficulties of measuring GFR (Gilbert & Weiner, 2018).

1.2 Kidney Disease

The level of GFR is important to determine the stage of CKD. The assessment of GFR is
required for evaluation and management of CKD. Although eGFR based on serum creatinine
is sufficient for making treatment decisions in most cases, sometimes confirmation using
measured clearance is useful. Examples of this include instances when potentially
nephrotoxic drugs might be necessary for the management of comorbid conditions, decisions
on initiation of dialysis treatment, or suitability for kidney donation (Mula-Abed et al., 2012).

Clearance measurements usually involve timed urine collections as well as blood tests.

Kidney disease can be acute or chronic. The important difference between acute kidney
injury (AKI) and chronic kidney disease (CKD) is the potential reversibility of the former,
contrasted with the irreversibility of the latter. AKI usually occurs when an insult produces a
relatively sudden loss of kidney function producing a decrease in urine volume and an
increase in serum creatinine. There is usually a delay following the insult before the
creatinine rises and during this period, both the serum levels of creatinine and eGFR do not

reflect the true GFR (Gilbert & Weiner, 2018).

CKD is considered as abnormalities of kidney function that present for more than 3 months.
Kidney damage can result in a wide range of abnormalities resulting from loss of excretory,
endocrine and metabolic functions (Levin et al., 2013). According the "Definition and
classification of Kidney Disease: Improving Global Outcomes (KDIGO) criteria”, CKD is

defined as GFR < 60 ml/min/1.73 m? or markers of kidney damage for more than 3 months
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(Levey et al., 2020). Generally people with CKD do not have major symptoms before
significant amounts of kidney function have been lost. It is known that most kidney functions
reduce in parallel with GFR in CKD (Levin et al., 2013). A major task of health professionals
is to slow down the progression of the disease with interventions. AKI may be observed in
patients with CKD and contribute to progression to kidney failure (Hsu et al., 2008). CKD

progression refers to worsening GFR or albuminuria (Levey et al., 2020).

The term, kidney failure has been recommended to describe chronic conditions which
described by KDIGO guideline as GFR < 15 ml/min/1.73 m?or the need for dialysis
treatment (Levey et al., 2020). According to KDIGO 2019 consensus conference report,
nomenclature used to define kidney disease have been revised to increase clarity, consistency
and effective communication in kidney health community. Some terms have been suggested
to avoid for instance, the term end stage renal disease (ESRD), may be demoralising and
stigmatising for the patients. Regarding treatment for kidney failure, kidney replacement
therapy (KRT) has been suggested to use with further specification such as with dialysis or
transplantation. Similarly, kidney failure with replacement therapy (KFRT) may be used
instead of ESRD. KFRT represent patients with CKD treated by dialysis or those who had

kidney transplantation (Levey et al., 2020).

Damage to kidneys can be observed within large blood vessels. The markers of kidney
damage often indicate the possible damaged area within the kidney. These may also help to
understand the causes of the problem. The followings are some of the markers of kidney

damage (Levin et al., 2013).

Proteinuria
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This term represents increased level of protein in the urine. This is usually due to abnormal
loss of plasma proteins through a damaged glomerular membrane. Clinical studies have
found that proteinuria is an important marker of kidney damage, and a predictor of rate of

progression of CKD (Remuzzi et al., 2006).

Albuminuria

Albuminuria is defined as abnormal loss of albumin in the urine. Albumin is a kind of plasma
protein present in the urine in very small quantities in healthy individuals, yet it is at higher
level in most patients who are affected by kidney disease. It is a more specific indicator of
early kidney damage particularly in patients with diabetic nephropathy than proteinura in

general (Zhang & Reisin, 2000).

Urine sediment abnormalities
Elements such as cells, crystals and microorganisms may be observed in the urine sediment

in different kidney diseases (Cavanaugh & Perazella, 2019).

Electrolyte and other abnormalities due to tubular disorders
These abnormalities may stem from problems related to tubular function. The causes may be
genetic, though there are many other causes including problems caused by nephrotoxic drugs

(Ghane Shahrbaf & Assadi, 2015).

Pathologic abnormalities directly observed in kidney
By biopsy, abnormalities that are unrelated to eGFR can be directly observed in kidney.
However, kidney biopsies are not conducted in the majority of patients with CKD (Levin et

al., 2013).
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Structural abnormalities
Structural abnormalities can be detected by imaging such as ultrasound, computed
tomography and angiography. As a result, several abnormalities can be identified for
instance, polycystic kidneys, dysplastic kidneys, small and hyperechoic kidneys and enlarged

kidneys due to infiltrative diseases (Levin et al., 2013).

1.2.1 Known Causes of Chronic Kidney Disease

The causes of CKD conventionally differ according to presence or absence of underlying
systemic diseases. In systemic diseases, the kidney is influenced by a specific process such as
diabetes mellitus, drugs, systemic autoimmune disease, systemic infections, hypertension,
systemic sclerosis, polycystic kidney disease, Alport syndrome and Fabry disease. Some of
leading public health issues such as obesity, hypertension and diabetes are considered as main

risk factors of developing CKD across globe (Levin et al., 2013).

Causes of CKD may show differences according to geographical location. In high income
countries in the west, the most common causes of CKD are hypertension and diabetes,
particularly among elderly. Sometimes, it can be difficult to differentiate CKD due to
hypertension and diabetes from CKD which might arise from other problems in populations
where the prevalence of hypertension and diabetes is high (Levin et al., 2013). This may be
related to overlap of diabetes, hypertension, and CKD particularly in elderly (MacKinnon et
al., 2015). On the other hand, in other countries, there may be several causes of CKD that can
coexist with diabetes and hypertension such as, glomerular disease in East Asia (Levin et al.,
2013). According to a study conducted in 2000, the global prevalence of hypertension in
adults was found to be approximately 26% (972 million), and most cases were from low

income countries (Kearney et al., 2005), yet the prevalence was found to be higher in urban
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areas than in rural areas in the high income countries (Ibrahim & Damasceno, 2012). When
the factors of age and gender are adjusted, worldwide hypertension prevalence is expected to
increase to 1.56 billion by 2025 (Kearney et al., 2005). Similar findings were found for
diabetes. The global prevalence of diabetes in adults was estimated to be 6.4% influencing
285 million people and also is predicted to increase to 7.7% by 2030 (439 million) (Shaw et
al., 2010). Highest increases in prevalence are estimated in low income areas such as the

Middle East, 163%, India. 151%, and China, 104% (Wild et al., 2004).

Glomerulonephritis and unknown causes are more frequently observed in some countries of
Asia and sub-Saharan Africa. These differences may be due to several factors such as chronic
lifestyle related disorders, low rate of births, longer life expectancy in high income countries
(Engelgau et al., 2011). On the other hand, infectious disorders are still prevalent in low
income countries where safe water is not sufficiently supplied (Ayodele & Alebiosu, 2010).
Moreover, environmental pollution, analgesic abuse, frequently used unregulated food
additives are also found to contribute to CKD in low income countries (Jha, 2004). Also,
specific genes have been determined to contribute to CKD, for instance, variations in MYH9
and APOL.1 have been related to non-diabetic CKD in people who are from African origin
(Kao et al., 2008; Kanji et al., 2011). More detailed diagnostic testing including kidney
biopsy is applied when confirmatory analysis is required. Overall, it is often not possible to
specify the exact cause of the disease. It is frequently inferred or not known (Levin et al.,

2013).

1.2.1.1 Aging
Epidemiological findings have suggested that prevalence of low eGFR is high in older

people. Age-related findings are controversial since low level of GFR in older individuals
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may make it difficult to differentiate pathological conditions from the normal aging process
(Abdulkader et al., 2017). Many studies have investigated abnormalities linked with aging
process, these include glomerular sclerosis and vascular sclerosis. Although aetiology of this
relation is not clear yet, it may represent completely different issues, for instance, vascular
disease (Silva, 2005; Weinstein & Anderson, 2010). Since low eGFR can be observed in
older individuals, old age can be accepted as a risk factor to have CKD. Although decline in
GFR is expected in older individuals, healthy older individuals do not necessarily show low
levels of GFR. As older people are more likely to have cardiovascular disease (CVD), this is

also one of the risk factors that are associated with CKD (Wesson, 1969).

1.2.1.2 Low level of GFR without markers of kidney damage

Different clinical conditions have been found to be related to low level of GFR for more than
3 months without structural changes in the kidney. Therefore, it has been suggested that some
patients affected by specific conditions may be considered as having CKD, for instance, heart
failure and cirrhosis of the liver (Levin et al., 2013). It is known that some people with these
disorders with low level of GFR tend to have worse prognosis compared to others without
decreased GFR (Levin et al., 2013). Protein intake can also affect the level of GFR (King &
Levey, 1993). Healthy people who consume decreased protein may show a lower level of
GFR. Some studies have indicated that people with anorexia nervosa have a low level of
GFR. Therefore, malnutrition may be also one of the issues that should be evaluated (Levin et
al., 2013). Moreover, there are several key points that have not been clarified such as
prognosis in kidney donors, and further studies are required. It is known that most donors’
usual GFR level is approximately 70% of the pre-donation level. This generally ranges
between 60 to 90 ml/min/1.73 m?. However, GFR level of some donors may decrease to

lower than 60 ml/min/1.73 m?, therefore kidney donors require closer after care (Levin et al.,



28
2013). Nevertheless, living kidney donation does not usually lead to problems as long as
individuals engage in monitoring to detect hypertension, albuminuria and a mildly reduced
GFR. It has also been recommended to avoid obesity and excessive salt intake for those

living with one kidney (Schreuder, 2018).

1.2.1.3 Persistent albuminuria without low level of GFR

Persistent albuminuria in the absence of decreased GFR should be carefully evaluated. For
instance, obesity and metabolic syndrome are associated with albuminuria and can decrease
during weight loss. People with these conditions are known to be at higher risk for
developing diabetes and hypertension and their prevalence is increasing in both low and high
income countries (Dinsa et al., 2012). Therefore, KDIGO recommends that these conditions
should be studied to clarify the risks associated with persistent albuminuria (Levin et al.,

2013).

1.2.2 Stages of CKD

KDIGO recommends that CKD classification should be based on cause, GFR level and
albuminuria (Levin et al., 2013). CKD can be classified according to 5 different stages
(Table 1.1). Stage 5 represents the most severe stage of the disease. In stage 5, the disease has
progressed to kidney failure which requires may benefit from KRT (i.e., dialysis or kidney
transplantation) to survive (Levey et al., 2002). Patients who do not prefer to undergo KRT
may receive comprehensive conservative care for the treatment of symptoms of kidney

failure (Levey et al., 2020).
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Table 1.1: Stages of Kidney Failure According to eGFR

Stage Kidney Function GFR (ml/min/1.73m2)
Gl Normal or high >90

G2 Mildly decreased 60-89

G3a Mildly to moderately decreased 45-59

G3b Moderately to severely decreased 30-44

G4 Severely decreased 15-29

G5 Kidney failure <15

Adapted from Levin et al. (2013).

Complications may occur due reduced kidney function. These include drug toxicity,
metabolic and endocrine complications, increased risk for CVD and other issues such as
infections and cognitive dysfunction (Hailpern et al., 2007; James et al., 2009; 2010).
Complication/s may be observed at any stage and may lead to death without developing
kidney failure. They may even result from adverse effects of treatment of the disease and
related comorbidity (Levin et al., 2013). Research has demonstrated the relationship of low
level of eGFR and risks of cardiovascular mortality, AKI, kidney failure and CKD
progression (Gansevoort et al., 2011; Chronic Kidney Disease Prognosis Consortium, 2010;
van der Velde et al., 2011). On the other hand, several cardio-metabolic risk factors (e.g.,
diabetes/prediabetes, hyperuricemia, obesity/overweight, hypertriglyceridemia) have been
associated with high prevalence of CKD and its prognosis (Mota et al., 2015). It is common
to observe multiple dysfunctions in CKD. A meta-analysis has indicated chronic liver disease
(CLD) is prevalent among patients receiving dialysis treatment for kidney failure (Swift et
al., 2021). It is known that CLD and kidney failure share several cardio-metabolic risk factors

such as diabetes mellitus (Vernon et al., 2011; Webster et al., 2017).



30

1.3 Treatment

1.3.1 Pre-dialysis

Patients with stages 1 to 3 of CKD are usually managed within primary care. Patients with
more advanced disease are referred to specialists depending on the cause of their disease, age,
comorbid condition/s and CKD stage. Pre-dialysis care requires regular visits to a
nephrologist to control hypertension protein excretion, monitor disease progression, manage
comorbid condition/s, and plan KRT (Qaseem et al., 2013). During this period, patients
obtain detailed information about dialysis modality choice in the context of factors such as
physical and mental health status and life expectancy (Van De Luijtgaarden et al., 2012). Pre-
dialysis preparation usually begins kidney function decreases below 20-30 ml/min/1.73 m?2,
Care is multidisciplinary involving dieticians, nurses and nephrologists (Sijpkens et al.,

2008).

Patients with comorbid conditions such as diabetes can experience a sharp decrease in GFR
and kidney disease can progress quickly hence, screening at nephrology service is very
important for these patients. On the other hand, those who are referred to nephrology service
late are more likely to experience anaemia, bone disease, and hypertension. They are more
likely to be hospitalised and are at greater risk for mortality (Jungers et al., 2006). As a
consequence of delayed referral, patients are more limited on the choice of KRT modality,
and they tend to have a poorer psychosocial adjustment (Sesso & Yoshihiro, 1997). Early
detection of CKD is important as it can help delay or prevent progression. Patients referred
early tend to have more flexibility on the choice of KRT modality. They tend to have less
need for urgent dialysis and are less likely to experience longer stays in hospital (Chan et al.,
2007). Patients receiving pre-dialysis care tend to have better nutritional status. Patients with

progressive CKD who are at risk of requiring KRT within 1 year have been suggested to be
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referred for specialist KRT planning. This also facilitates early interventions targeting issues

such as anaemia (Levin et al., 2013).

Changes in lifestyle can be an important factor in delaying the progression and to address
complications that may occur. Therefore, modification of lifestyle in number of areas may be
important. The effective changes include regular exercising, decreasing alcohol use, targeting
healthy weight, smoking cessation, and sodium restriction (Qaseem et al., 2013; Levin et al.,
2013). Self-management and support groups promoting healthy habits and perceptions in
relation to understanding the disease and adherence to treatment, may even improve
glycaemic and blood pressure control (Cueto-Manzano et al., 2010). Multidisciplinary
approaches may be useful to achieve treatment goals (Levin et al., 2013). Another important
approach is to encourage patients to engage in preventative behaviours. Individuals with
diabetes, hypertension, CVD, autoimmune disease who may have potentially family history

of kidney disease are suggested to screen for kidney disease (Levey et al., 2002).

KDIGO clinical practice guidelines suggest regular physical activity for patients with CKD
(KDIGO, 2012). There is emerging evidence on importance of physical activity in CKD. A
multicentre longitudinal study found higher mortality rate and greater CKD progression
among patients with CKD who were not physically active when compared with those who
were highly active (Hoshino et al., 2020). Similarly, another study showed that physical
activity increased health related quality of life (HRQOL) in patients with non-dialysis CKD
(Oh et al., 2022). HRQOL refers to how well an individual functions and how they perceive
their well-being in physical, mental, and social aspects (Stenman et al., 2010). Although it is
frequently used interchangeably, quality of life (QOL) on the other hand, is a broad term that
have been defined by using different approaches. It has been described as an individual’s

satisfaction with their life, this may include both health related and non-health related aspects
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of life (e.g., economic circumstances) (Karimi & Brazier, 2016). It has been suggested that
simple, home-based, personalized exercise programme may improve physical functioning
among patients receiving dialysis (Mallamaci et al., 2020). Findings of observational and
experimental studies have shown physical activity may be associated with several benefits in
CKD such as slower decline in kidney function, and increasing levels of physical function,

and QOL (Wilund et al., 2021).

Along with physical activity, dietary changes have been indicated as effective strategy to
improve well -being in patients with CKD. A randomised control trial (RCT) study examined
the effect of caloric restrictions and aerobic exercise on metabolic health in patients with
moderate to severe CKD. After 4 months, results of the trial showed dietary change and
exercise had significant benefit on body weight and markers of inflammatory response among
patients (Ikizler et al., 2018). A meta-analysis of cohort studies found healthy dietary changes
were related to both lower incidence of CKD and lower incidence of albuminuria, however,
no significant relation was found between healthy dietary patterns and eGFR decline (Bach et
al., 2019). More specifically, salt reduction is known to relate to better blood pressure. A
meta-analysis of RCTs examined the impact of salt intake among patients with non-dialysis
CKD on change in blood pressure, proteinuria and albuminuria. Findings showed moderate
salt restriction decreased blood pressure and proteinuria/albuminuria in patients with CKD

(Stage 1-4) (Garofalo et al., 2018).

Most effective and cost-free treatment approaches include keeping salt and protein intake at
the optimum level. KDIGO guidelines suggest that patients should decrease salt intake (<90
mmol [<2 g] per day of sodium). High sodium intake leads to increased proteinuria and

glomerular hyperfiltration. However, reducing sodium intake helps to decrease albuminuria

(Levin et al., 2013). A review suggested that higher salt intake was linked with worse
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albuminuria and this was associated with higher risk of decreased GFR (Jones-Burton et al.,
2006). Decrease in sodium intake reduces blood pressure (Campbell et al., 2014; McMahon
et al., 2013) as well as protein excretion (Slagman et al., 2011). Additionally, it decreases the
risk of cardiovascular complications that may occur (Heerspink et al., 2012). KDIGO
guidelines suggest that patients should lower protein intake (to 0.8g/kg/day) especially those
with diabetes or those without diabetes but having GFR <30 ml/min/1.73 m? (stages G4 and
Gb5). High protein diet results in increased uremic toxin generation. On the other hand, lack of
protein may result as malnutrition especially in older patients. Protein restrictions help to
decrease metabolic waste burden that may negatively affect appetite and may contribute to
muscle wasting. Progression in CKD has been associated with protein wasting syndrome and
this has been found to be closely related to morbidity and mortality. Higher protein intake
especially non-dairy animal protein may expedite the reduction of kidney function in patients
with early stages of CKD (Levin et al., 2013). A longitudinal study analysed women with
eGFR > 80 ml/min/1.73 m? (normal kidney function) and those with eGFR 55-80
ml/min/1.73 m? at baseline. High protein intake was not found to be related to change in
eGFR in women with normal kidney function at baseline, however, protein intake was found
to be significantly related to change in eGFR (-1.69 ml/min/1.73 m?) in those who had lower

eGFR level at baseline (Knight et al., 2003).

1.3.2 Dialysis

According to KDIGO, dialysis treatment should commence when patients with an eGFR < 15
ml/min/1.73 m? experience one or more symptoms of the following: inability to control blood
pressure, impairment in nutritional status that is not easily changeable through diet
restrictions, cognitive impairment and kidney failure related abnormalities (Levin et al.,

2013). Dialysis treatment is the most commonly used treatment for patients with kidney
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failure as transplantation is limited by organ availability. Although dialysis is an advanced
treatment option, kidney disease is associated with high risk of morbidity and mortality

(Foote & Manley, 2008).

Although excessive salt and water can be removed by dialysis, patients should limit their salt
and water intake carefully. Generally, in patients with little urine output, fluid intake is
restricted to 0.5-1 litres per day. This is commonly frustrating for the majority of the patients.
Unsurprisingly fluid non-adherence has been indicated as a common problem (Vijay & Kang,
2021). Exceeding limits of salt and water intake may put the patient at risk of experiencing
complications including congestive heart failure with increased risks of hospitalisation and

death (Bame et al., 1993).

1.3.2.1 Peritoneal dialysis

In peritoneal dialysis, dialysate is instilled into the peritoneal cavity through permanent
peritoneal catheter. Waste products are discharged from the blood across the peritoneal
membrane through diffusion and filtration. Therefore, patients on PD need to instil and drain
manually several litres of fresh dialysate every day. The amount of solute removal is
dependent on the frequency of exchanges that are completed. Peritonitis is a common
complication that can be a result of PD. The advantages of PD include 1) stable blood
pressure due to slower filtration process, 2) greater maintenance of residual kidney function,
3) convenient for elderly patients and very young patients who may not adjust to HD well, 4)
greater sense of freedom (particularly for continuous ambulatory peritoneal dialysis
[CAPD]), 5) less likely to lose blood and iron and this may facilitate anaemia management.
On the other hand, PD also has some disadvantages, for instance, 1) reduced serum protein

due to peritoneal protein loss and decreased appetite as a result of feeling full (abdominal
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fullness) - this may lead to malnutrition, 2) catheter related problems including exit site
infection, 3) risk of peritonitis, 4) insufficient filtration and solute dialysis in patients with
larger body size and those with minimal residual kidney function, 5) frustration due to high
number of technical failures, 6) patients may be at higher risk of obesity due to high level of
glucose absorption, 7) patients tend to have more back pain complaints. Generally, PD is a
less efficient modality of dialysis hence it should be continuously applied to obtain a good
level of clearance of waste products. Technical developments in PD, have improved patient
outcomes. Morbidity rate has decreased among patients on PD compared to early 1980s. PD
is a convenient alternative to HD treatment for patients especially for those patients who wish
to preserve their independence. However, infection related difficulties can cause
complications and are the main cause for change of modality to HD. Patients with peritonitis
usually experience abdominal pain, fever, chills and nausea (Foote & Manley, 2008). As a
PD option, automated PD (APD) is home modality and designed particularly for those
patients who need more dialysis. The automated cycler does exchanges generally every 1 to 2

hours during the night. APD is widely used among patients with PD (Bethesda, 2007).

1.3.2.2 Haemodialysis

Generally, HD is performed three times in a week, each session ranging from 3 to 5 hours
(Centres for Medicare and Medicaid Services, 2007). Although home HD has several
advantages, the vast majority of patients dialyse in centre (Bethesda, 2007). During an HD
session, they are connected to the HD machine by blood lines via a access point to the
patient's circulation - a surgically created AV fistula or central venous catheter. A pump
moves the blood from patient’s body via the access to a dialyzer, and then back to patient
again. The dialyzer can be considered as a replacement kidney (American Association of

Kidney Patients [AAKP], 2022). Waste products are discharged from the blood by diffusion
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into dialysis fluid within the dialyser. Excess fluid in the body is removed by the same route.
The HD machine controls the extracorporeal circulation and dialysis fluid characteristics and
delivery. It monitors blood flow, blood pressure, and how much fluid is removed from
patient’s body during the session. Many patients on HD tend to experience cramps and
hypotension during the process. They can also face serious complications such as, infection

and thrombosis of vascular access.

Most incident dialysis patients start on HD treatment. There are advantages of HD treatment,
and including 1) greater solute clearance, which allows patients to receive the dialysis at
specific intervals, 2) dialysis adequacy can be easily determined, 3) technical problems are
uncommon. On the other hand, HD has some disadvantages, 1) those patients who receive
HD treatment need to visit the centre multiple times each week and this reduces
independence 2) adjustment to HD can take longer for patients as symptoms of hypotension
and muscle cramp are widely experienced, 3) infections can be experienced such as vascular
access related problems, 4) decrease in residual kidney function is quicker compared to PD.
Complication/s can occur during the HD process, these include cramps, hypotension, nausea,
chest pain, back pain, headache, fever and chills. Hypotension is the most widely experienced
complication, and it is known to be related to mainly the great amount of fluid removed
during a session and its rate of removal. The type of access is known to be important risk
factor for vascular access related infection — central venous catheters being much more prone

than native AV fistulas (Foote & Manley, 2008).

1.3.3 Transplantation
Although the prevalence of kidney failure globally has risen, rate of transplantation has not

increased among in patients with kidney failure (Foote & Manley, 2008). The transplantation
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process involves kidney donation either from a living or deceased donor. The main advantage
of kidney transplantation is better quality of life. A study showed that, HRQOL in all aspects
(i.e., emotional, social and physical) increased in patients after transplantation regardless of
diabetes status and age (Laupacis et al., 1996). However, the number of patients waiting on
the list for kidney transplantation is greater than the number of kidney donors. This extends
the dialysis treatment period. Those patients who receive a kidney transplant tend to live
longer than other patients compared to those receiving dialysis treatment (Port et al., 1993;
Schnuelle et al., 1998). However, there are some factors that may influence mortality in
kidney recipients, for instance, comorbid conditions, dialysis treatment before the
transplantation, (Curtis, 1992; Cosio et al., 1998), age and race of the recipient (Hariharan et
al., 2002). Risks associated with transplantation have improved due to the availability of
improved techniques and more effective anti-rejection drugs against risk factors such as

hypertension (National Institute of Health, 1999).

1.4 Incidence & Prevalence

1.41 Incidence

Data related to incidence and prevalence rates of CKD and kidney failure are obtained
through different countries from different Registries such as Australia and New Zealand
Dialysis and Transplant Registry, European Renal Association - European Dialysis and
Transplant Association (ERA- EDTA), Turkish Registry of Nephrology, Dialysis and
Transplantation, UK Renal Registry and United States Renal Data System (USRDS).
Incidence rates of KFRT may differ although similar prevalence rates of CKD have been
found in different communities. This may be related to threshold at which KRT is initiated.

Also, progression rates of the disease have an impact on the incidence of KFRT in a
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population. Since the disease slowly progresses, large samples should be followed up for a

long time to better establish the incidence of CKD in a population (Falodia & Singla, 2012).

European Renal Association - European Dialysis and Transplant Association (ERA- EDTA)
is an organisation for clinicians and scientists who work in areas of nephrology, dialysis and
kidney transplantation. According to data collected by ERA-EDTA registry in 2015, general
unadjusted incidence rate of KFRT was indicated as 119 pmp. The incidence rate ranged
between 24 pmp in Ukraine and 232 pmp in Czech Republic and Portugal with 227 pmp.
This data also has shown that majority of the patients starting to receive KRT were men and
half of the patients were older than 65 years old, also one-fourth had diabetes when they were
diagnosed with kidney disease. According to ERA- EDTA 2015 annual report, majority of
the patients (85%) commenced KRT with HD in Europe (Kramer et al., 2018). A review
study recently examined the global epidemiology of kidney failure and reported that the
predominant KRT modality in most countries was HD (Thurlow et al., 2021). United States
Renal Data System (USRDS) reported that Taiwan, Mexico, United States and Brunei had
the highest incidence rate of KRT (476 pmp, 411 pmp, 378 pmp, 393 pmp, respectively).
Diabetes has been indicated as the primary cause for more than half of the patients with
KFRT (USRDS, 2017). On the other hand, evidence highlights family history of kidney
failure. For instance, approximately 23% of incident dialysis patients have reported to have
first or second-degree relative who were diagnosed with KFRT. In the same study, family
history of kidney failure was found to be negatively associated with white race (Freedman et
al., 2005). Overall, ethnic differences have been observed while investigating the incidence of
CKD. A community-based study examined 4119 young African-American and white adults’
eGFR levels at 10, 15 and 20 years after the baseline measurement. The results showed that

CKD incidence rate was higher in African American individuals than white individuals.
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Increased level of albuminuria found in African American individuals has been suggested as

an important risk factor for CKD (Muntner et al., 2012).

The incidence of KRT is high and it has been closely associated with diabetic nephropathy in
most of the Eastern Mediterranean societies including Turkish Cypriots, Greece and Turkey
(84.4 pmp, 53.5 pmp. 61.6 pmp, respectively) (Connor et al., 2013). According to ERA-
EDTA registry report, age-adjusted incidence rates at day 90 for Turkey, Greece and Tunisia
were recorded as 349 pmp, 160 pmp, and 239 pmp respectively (Stel et al., 2011). The
Turkish registry report states that incidence rate of KRT in Turkey was found as 146.5 pmp
in 2017. Also, the most common modality of KRT was found to be in centre HD (81.7%),
followed by 7.4% PD and 10.9% transplantation. More than half of the incident KRT patients
were male and majority of them were older than 45 years old. Furthermore, diabetes was
indicated as the major cause of kidney failure in those patients who commenced HD (38%),
followed by hypertension (27.5%) and unknown aetiology (14.9%) (Siileymanlar et al.,
2018). A study conducted in Northern Cyprus determined that KFRT incidence rate at 90
days was 234 pmp. Majority of the patients (62%) were male and the participants’ mean age
was 63. Moreover, 91.1% of the Turkish Cypriot patients with kidney failure commenced HD
and only 4.4% of them started on PD and 3.5% of them had transplantation. Similar to other
Mediterranean countries, diabetes has been indicated as the most common cause of kidney
failure (36%), while second major cause was unknown (30%). This patient group partly
represent late referral with limited diagnostic assessments. Moreover, 18% of the incident
patient group reported to have a family history of KFRT (Connor et al., 2013). CKD
development and incidence of kidney failure treated with KRT have been found to be related

to multiple genetic loci (Boger et al., 2011; Kéottgen et al., 2009).
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1.4.2 Prevalence
As the early stages of CKD are less symptomatic compared to KFRT, accurately determining
the prevalence rate of the early stages of CKD may be challenging. (Levin et al., 2013).
Diagnosing elderly people as having CKD due to increased age related lower level of GFR
may also be problematic in determining prevalence rate of CKD (Falodia & Singla, 2012).
Overall, different prevalence rates in the CKD may depend on various factors such as
representativeness of the sample in the research, ethnicity, participation rate and calculation
of both albuminuria and estimated GFR (Mills et al., 2015). For instance, National Health and
Nutrition Examination Survey (NHANES) reported that the prevalence of CKD stages
including stage 1 to 4 in US was 13.1% in 1999-2004 (Snyder et al., 2009). However, this
rate decreased since clinicians have started to use a different algorithm for measurement of
GFR (i.e., CKD-EPI) (Levey et al., 2009). Therefore, the differences between prior and
recent prevalence rates may be due to the usage of CKD-EPI measurement to determine GFR
level. Even creatinine estimation techniques may differ between clinical settings and this may
be also one of the important problem contributing to different rates of prevalence of CKD
(Falodia & Singla, 2012). On the other hand, it has been recently suggested to use algorithms
which exclude race from the CKD-EPI equation to estimate eGFR as it may influence

prognosis in predominantly in white European populations (Fu et al., 2022).

Important proportion of the variance in CKD prevalence may be due to different factors apart
from diabetes, obesity and hypertension such as, physical activity, smoking, birth weight and
socioeconomic level which may differ according to different regions (Bruck et al., 2016). For
instance, some countries in Europe which reported to have higher level of diabetes and
hypertension differed in terms of CKD prevalence rate (Bruck et al., 2016). There may be
risk factors other than diabetes and hypertension that have not been identified yet. To better

understand the prevalence at country level, genetic factors, dietary habits and environmental
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risk factors should be more studied (De Nicola & Zoccali, 2016; Bruck et al., 2016).
Mediterranean diet has been suggested to be beneficial to prevent CVD (Estruch et al., 2013)
which has been linked with CKD (Heerspink et al., 2012; Huang et al., 2013; Khatri et al.,
2014). Other factors may include environmental and herbal related causes. For instance, low
income populations are known to be at higher risk of developing CKD. This expectation may
worsen if the rate of diabetes and hypertension persist in the population (Jha et al., 2013).
80% of the patients with KFRT are assumed to represent high income countries which have
large elderly populations (White et al., 2008). For instance, Europe, Canada, USA and
Australia had more frequent CKD compared with low — middle income regions such as India
and sub Saharan Africa. Nevertheless, CKD prevalence is assumed to increase also in low

income countries where elderly population is large (Jha et al., 2013; Hill et al., 2016).

There are some studies investigating ethnic differences in CKD prevalence. A study
comparing 13,626 Chinese, 9006 American white, 4626 Hispanic and 3447 African
American individuals reported that those of Chinese heritage had lower level of adjusted
albuminuria and CKD prevalence compared with others. Also, diabetic American ethnicities
were at least 1.5 times more likely to have CKD and higher level of albuminuria compared to
diabetic Chinese group (Xu et al., 2009). Subpopulations within the countries are estimated to
be at higher risk of developing CKD and/or disease progression. These subpopulations may
include black and South Asian people in the UK, Native Americans, Hispanics and black
heritage people in USA and Australian aboriginal community in Northern Australia
(Feehally, 2005; McDonald et al., 2003). African American and Hispanic individuals are
more likely to develop kidney failure at younger age compared to white ethnicities in the
USA (Feehally, 2005). Moreover, CKD prevalence has differed between native Chinese and
various Americans ethnic groups. A study comparing Chinese, white, African American and

Hispanic individuals reported that Chinese individuals had the least prevalence rate of
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diabetes, hypertension and obesity. These characteristics may explain the low prevalence rate

of CKD in Chinese individuals compared to those form other ethnicities (Xu et al., 2009).

The prevalence of CKD ranges from 8 to 16% across the globe (Jha et al., 2013). A recent
meta-analysis has demonstrated that the prevalence rate of CKD of all stages is 13.4% (11.7-
15.1%) worldwide. More specifically, prevalence rates of stages 1, 2, 3, 4 and 5 were
reported as 3.5%, 3.9%, 7.4%, 0.4% and 0.1% respectively (Hill et al., 2016). A community-
based study conducted in 13 European countries established variations in CKD prevalence
across European countries. For instance, adjusted CKD prevalence rate (stage 1-5) ranged
from 3.31% (Norway) to 17.3% (Germany). Stages 3-5 of adjusted CKD prevalence also
showed variance ranging between 1% (ltaly) and 5.2% (Germany) (Bruck et al., 2016).
According to ERA-EDTA 2015 annual report, the prevalence of patients receiving KRT was
recorded as 936 pmp. More specifically, Portugal had highest unadjusted prevalence rate of
KRT (1824 pmp) followed by Catalonia and Valencia (1355 pmp and 1333 pmp respectively)
districts of Spain (Kramer et al., 2018). However, USRDS (2017) observed the highest
prevalence of KFRT in Taiwan (3317 pmp), Japan (2529 pmp) and United States (2138 pmp)
in 2015. Majority of the countries (82%) used in-centre HD as KRT. Compared to other
countries, Taiwan, Turkey, Thailand, Egypt, France, UK, Iran and Spain reported high
number of patients with KFRT and this ranged from 50,000 to 98,000 in 2015. On the other
hand, Bangladesh, Ukraine, Indonesia, Russia, South Africa, Albania, Philippines and
Morocco were among the countries reported low prevalence of KFRT which ranged between
119 to 540 pmp. The report also indicates that large increases in the rate of KFRT prevalence
were determined in Thailand, Philippines, and Jalisco district of Mexico and these countries
followed by Malaysia, Turkey, Brazil, Russia and Republic of Korea. Although kidney
transplantation is not common modality of KRT, global findings comparing 2002/03 to

2014/15 reports indicate that transplantation rate has increased particularly in Iceland,
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Turkey, Russia, Thailand, Scotland, Korea, Netherlands, Brazil (from 54% to 1203%)

(USRDS, 2017).

The 2017 annual report of the Registry of the Nephrology, Dialysis and Transplantation in
Turkey indicates that the prevalence rate of KFRT was 956.7 pmp (Siileymanlar et al., 2018).
On the other hand, Connor and colleagues have found that the age adjusted prevalence rate of
Turkish Cypriot patients receiving KRT was 1543 pmp in 2011 in Northern Cyprus (Connor

et al., 2013). This rate can be considered as high.

Diabetes, unknown aetiology and hypertension have been identified as common causes in
CKD (Falodia & Singla, 2012). The ERA-EDTA 2015 annual report stated that the
prevalence of diabetic nephropathy was 26 pmp (n = 2.048) (Kramer et al., 2018). Similarly,
in Turkey, the prevalent number of diabetic nephropathy was found as (n= 2.366)
(Siileymanlar et al., 2018). Consistently, diabetes was indicated as a major cause among
Turkish Cypriot patients with KFRT. The second most important cause was indicated as
unknown aetiology which is followed by family history of KFRT (Connor et al., 2013).
Although they show some similarities in the aspects of diet and lifestyle, Turkish Cypriots
and Greek Cypriots are genetically different from people who are from Turkey and Greece
mainland (Novembre at al., 2008; Irwin et al., 2008). Therefore, investigating unidentified

factors causing CKD in Turkish Cypriot population is critical.

1.5  Comorbidity
Having multiple chronic conditions is known as multimorbidity (Fortin et al., 2005).
Multimorbidity is widely observed and it has been found to be related to more negative

clinical outcomes and more health care costs in comparison to a single chronic condition
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(Barnett et al., 2012; Fortin et al., 2010; Lehnert et al., 2011). Risks can be examined
according to different categories such as susceptibility to kidney dysfunction due to
sociodemographic and genetic factors as well as exposure to factors that may trigger kidney
dysfunction. Symptoms at early stages of the disease are not easily observed and kidney
dysfunction may be detected during the evaluation of comorbid chronic disorders (Levin et

al., 2013).

Older individuals are more likely to have comorbid conditions than the younger individuals
with CKD. These conditions include but are not limited to CVD and abnormalities that hinder
management of CKD (Stevens & Levey, 2005). Comorbid conditions in CKD are identified
individually. For instance, diabetes is recognised as having history of diabetes, using
medication for diabetes and hypertension is identified when a patient has history of
hypertension, or they use medication for hypertension. Moreover, haemoglobin is measured
to identify anaemia (< 13.5 g/dL for men and < 12 g/dL for women), yet anaemia is reported
for individuals only who show eGFR < 60 mL/min/1.73 m?. Conditions including cancer,
stroke, and cholesterol are self-reported comorbid conditions (Levin et al., 2013). There is
high prevalence of CKD in older individuals who have other conditions and biochemical
abnormalities. Particularly, the elderly population is at higher risk of developing CVD, also,
they are at risk of side effects of medications used to treat the conditions they may already
have. This may be considered as risk of developing AKI and CKD progression (Stevens et
al., 2010). The rate in eGFR decline has been reported to be 1.5 to 3 times higher in patients
with CKD with comorbid conditions compared to patients with CKD but without comorbid
condition (Imai et al., 2008; Hemmelgarn et al., 2006). A follow-up study found that death
was a much more likely outcome (10 times more likely) than progression to KFRT in patients
with CKD at stage 2, 3 and 4 (Keith et al., 2004). Gullion and colleagues (2006) established

that comorbidities in patients with CKD are highly prevalent when compared with individuals
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without CKD after adjusting for age and sex. They also indicated the importance of non-
traditional risk factors for coronary artery disease (CAD) in mortality apart from smoking and
diabetes. The strong association between lower GFR and risk for death was confirmed even
in patients with mild kidney dysfunction and who are younger than 60 years. Their analysis
indicated that lower GFR was related to mortality independently even after controlling for
other comorbidities. The comorbidities that mostly related with mortality were found to be
heart failure (CHF), anaemia, proteinuria and peripheral vascular disease (PVD) (Gullion et
al., 2006). However, CVD is known as the most prevalent cause of mortality, yet correlates of
traditional risk factors including blood pressure, cholesterol and body mass index to mortality
are not clear. Overall, these associations have been suggested to be confounded by disease
severity, inflammation, malnutrition and comorbid disorders. Since comorbid conditions are
highly prevalent in CKD, multi-directional interventions adopting a multidisciplinary
approach have been suggested to improve outcomes in patients with CKD (Levin et al.,

2013).

Like chronic conditions including heart diseases and cancer, CKD is one of the common
causes of death in the modern world. This is partly due to requirement of dialysis or
transplantation. Recent findings have shown that some patients with kidney disease may
never progress to kidney failure, yet low level of GFR may be reflected by proteinuria which
has been found to be related to risk of death from heart disease (Collins et al., 2003; Levin et
al., 2001). Therefore, kidney disease is recently considered as an independent risk factor for
CVD by American Heart Association (Sarnak et al., 2003). By using United States Renal
Data System (USRDS) data between 2005- 2015, kidney transplantation was found to be
related to significant improvement in expected survival. More specifically, survival of living-
donor transplants was found to be increased by 57% over patients receiving dialysis (Axelrod

et al., 2018). According to ERA- EDTA 2019 annual report, 5 year survival probability for
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dialysis was 47.4% when age, sex, primary kidney disease were adjusted. It was also shown
that survival probability after kidney transplantation was found as ranging between 96.7%
and 98.4% when age, sex, and primary kidney disease were adjusted (ERA-EDTA Registry,

2021).

A recent study investigated mortality rate at 28 days after COVID 19 diagnosis across
European KRT population. Results showed those patients with kidney transplant had 28%
higher risk compared to matched patients receiving dialysis. Regarding patients receiving
dialysis and diagnosed with COVID-19, the 28-day probability of mortality was 25.0% in
those receiving PD and 23.8% in those receiving HD treatment (Jager et al., 2020). These
findings reveal COVID-19 pandemic has a significant effect on mortality in patients with
KRT, due to CKD and multimorbidity. A retrospective cohort study analysing COVID-19
related death found that patients with kidney failure receiving HD were 37.8% more likely to
experience in- hospital mortality compared to those without kidney failure (Rastad et al.,
2021). A meta-analysis including data from 12 countries demonstated that the overall
estimated case fatality rate of COVID-19 in patients with KFRT was 18.06% which was
found higher than the global average case fatality rate of COVID-19 in the general population
(4.98%) (Nopsopon et al., 2021). Evidence shows that kidney failure compromises health and

well-being in many direct and indirect ways.

It is well known that smoking is a modifiable major cause of morbidity and mortality in
general population. There is evidence linking cigarette smoking with CVD and cancer. The
negative outcomes of smoking have been also recorded in individuals with CKD (Orth &
Hallan, 2008; Foley et al., 2003; Shlipak et al., 2005). Staplin and colleagues (2016)
conducted a longitudinal study analysing the relation between smoking and adverse outcomes

such as cancer, kidney failure and vascular problems in patients with CKD. At baseline, 13%



47
of the participants were current smokers, 35% were former and 51% reported that they never
smoked. After five years of follow-up, 25% had at least one vascular problem, 7% had
diagnosis of cancer, and 34% developed kidney failure and 24% died. Yet authors did not
find increased risk of kidney failure among participants who were current or former smokers.
Another study reported an association between smoking and increased risk of kidney failure
(Klag et al., 1996). On the other hand, there are studies observing a relation between smoking
with the progression of CKD (Yoshida et al., 2008; Grams et al., 2012), yet not all of these
reported smoking as an independent risk factor for loss of kidney function (Tanaka et al.,

2013).

1.6 Symptoms of CKD

CKD may cause no symptoms at early stages of the disease. Hence, patients are often
unaware of their disease and its symptoms. Patients mostly do not report symptoms until they
reach stage 3 of CKD (i.e. when kidneys have lost 30% of their function) (Jha et al., 2013).
At stage 3, patients tend to report more symptoms such as, sleeping difficulties, restless legs,
breathlessness, weight loss, loss of appetite, itching, nausea, swelling, fatigue, high blood
pressure, blood in urine, more frequent urination (especially at night) (National Kidney
Foundation, 2022; MedicineNet, 2018; De Goeij et al. 2014; Abdel-Kader et al. 2009). Since
patients with CKD are likely to be diagnosed with diabetes and CVD, they may also show
diabetes and CVD related symptoms in comparison with patients who do not have comorbid
conditions (De Goeij et al., 2014). The non-specificity of these symptoms makes it difficult
for patients to often be aware of the need for support. This is particularly true in low income
countries where public health literacy may be lower (Das et al., 2017; Heine et al., 2021). The
result in low income countries is that patients often ‘crash land’ therefore in need of urgent

intervention, though given the health care infrastructure, mortality rates are high due to



48
intervention costs. In countries with insurance programmes or care free at the point of access,
late diagnosis may have negative impact on wellbeing. Late diagnosis has been shown to be
related to increased rate of morbidity and mortality (National Clinical Guideline Centre [UK],
(2014). On the other hand, high income countries tend to rely on well-established prevention
strategies. These include mainly screening individuals who are at risk to diagnose and treat
CKD at early stages (Luyckx et al., 2020). A systematic review has shown that high income
countries including US and Canada use cost-effective CKD screening programmes by eGFR
and/or albuminuria, particularly for high risk populations (i.e., diabetic and/or hypertensive)

(Komenda et al., 2014).

1.6.1 Physical Symptoms

Physical symptoms play a critical role as patients’ experiences are likely to influence their
lives. Age, ethnicity and dialysis vintage may affect symptom burden (Kimmel et al., 2003;
Barrett et al., 1990). However, female patients receiving dialysis have reported greater
number of symptoms than the male patients (Weisbord et al., 2005) except sexual

dysfunction (Seibel et al., 2002).

Patients with CKD including those with kidney failure were mostly found to be bothered
from dry mouth, itchy skin, lack of energy, excessive thirst, fatigue, muscle soreness, sleep
related difficulties, lower physical functioning (Holley et al., 1991; Unruh et al., 2003; 2004;
Abdel-Kader et al., 2009). More specifically, patients receiving dialysis frequently report
symptoms such as, dry skin, lack of energy, itching and joint/bone pain etc (Merkus et al.,
1999; Weisbord et al., 2005). Most severe symptoms include bone/joint pain, chest pain,
difficulty of sexual arousal and vomiting (Weisbord et al., 2005). A systematic review

suggests that pain is approximately experienced by 65% of patients with CKD ranging from
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38% to 90% (Almutary et al., 2013). Another study conducted among patients receiving HD
showed that half of the patients reported pain (Kimmel et al., 2003). Those patients with pain

who receive dialysis may be at higher risk of mortality (Weisbord et al., 2014; 2016).

1.6.2 Psychological Symptoms

Patients with CKD tend to experience higher levels of anxiety and depression compared to
the general population as well as patients with other long-term conditions (Ozgur et al.,
2003). Depression and anxiety together have been found to be predictor of suicidal ideation
(Chen et al., 2010; Wang et al., 2012). Although estimates of the prevalence tend to vary
depending on screening tools used, a study found 44% of the patients receiving HD had a
psychiatric comorbid condition (Goyal et al., 2018). The observed disorders include
depression, anxiety, organic brain, mental and sexual disorders (O’Donnell & Chung, 1997).
However, the most common psychiatric disorder in patients receiving HD is depression
(Kimmel, 2001). A longitudinal study conducted among patients receiving HD determined
that depressive affect at baseline was the most significant predictor of chronic depression in
16 months follow-up (Cukor et al., 2008). Patients receiving dialysis reported that they tend
to feel hopeless (Basaran et al., 2016). With dialysis treatment, patients may feel social
restrictions as well as dependence towards dialysis machine, health professionals and family.
These factors may increase the tendency to develop depression (Yavuz et al., 2012).
Prevalence of depression in CKD ranges from 22% to 39% (Shirazian et al., 2017).
Specifically, depressive symptoms have been recorded in patients receiving HD ranging from
8.1% to 68.2% (Ibrahim et al., 2013). Accordingly, the patients’ QOL is likely to be
negatively influenced (Davison & Jhangri, 2005; Kimmel, 2000; Unruh et al., 2005; Chan et
al., 2009). Longitudinal studies have indicated that those patients who report depression are at

higher risk of death (Kimmel et al., 2000; Peterson et al., 1991). Those who have advanced
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CKD but do not require KRT also reported burden of symptoms, depression and low QOL

(Abdel-Kader et al., 2009; Holley et al., 1991).

1.6.3 Association between Physical and Psychological Symptoms

CKD related symptoms and low HRQOL are commonly observed even among patients
receiving pre-dialysis treatment. Symptoms can be observed when kidney function starts to
decrease to half of the normal function (Meyer & Hostetter, 2007). This decrease has been
found to be linked with HRQOL (Perlman et al., 2005; Kusek et al., 2002). Even incident
patients who are in early pre-dialysis phase have reported many symptoms including fatigue,
and loss of energy. The biggest change in symptom prevalence and severity and occurs
during the 6-12 months prior to beginning dialysis. This is reflected in a substantial reduction
in HRQOL during this period. The most commonly experienced symptoms include
breathlessness, weight loss and fatigue at start of dialysis treatment (De Goeij et al., 2014).
HRQOL, particularly physical health can be negatively affected even at early stages of CKD
(Pagels, 2012). Symptom burden and severity have been negatively associated with both
HRQOL and depressive symptoms and patient life satisfaction (Kimmel et al., 2003;
Weisbord et al., 2005). The relation between symptom severity and HRQOL was still strong
even after adjusting the effect of depression. These associations may be potentially related to
mortality and morbidity in patients receiving dialysis (Weisbord et al., 2005; Tsai et al.,
2009). Moreover, anaemia related to kidney failure contributes to fatigue in approximately
80% of the patients receiving HD. This negatively affects HRQOL (Merkus et al., 1999;

Curtin et al., 2002).

Research has shown that depression in patients with kidney failure was associated with worse

outcomes (Chilcot et al., 2010). It has been shown to predict mortality (Silva et al., 2014) and
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behavioural non-adherence (Kimmel et al., 1998) and greater number of physical
comorbidities (Chen et al., 2010) in patients receiving HD. Moreover, depression has been
found to predict decreased serum albumin levels (Friend et al., 1997; Wang et al., 2012). This
evidences the complex relationship between psychological and physical wellbeing as defined
by important clinical markers of health in this population. Patients receiving HD with
depressive symptoms have been observed to have decreased residual kidney function even
after adjusting several clinical characteristics such as dialysis vintage (Chilcot et al., 2009).
Although depression and anxiety may co-vary, depression has been shown to be related to
more physical symptoms whereas anxiety has been mostly found to be related to emotional
upset (Vazquez et al., 2005). Anxiety has been found to influence up to 50% of the patients
with kidney failure (Buemi et al., 2018). It has been found to be related to perceptions of
QOL in patients with CKD (Yoong et al., 2017). These perceptions have been related to
clinical outcomes such as treatment and diet adherence and even mortality (Cohen et al.,
2016). On the other hand, comorbidity in patients receiving PD (diabetes was the most
common comorbidity) has been independently linked with decreased physical and cognitive
function, and emotional well-being (Bakewell et al., 2002). Similarly, patients receiving HD
who had diabetes reported worse QOL which has been negatively associated with dialysis

vintage (Anees et al., 2011).

A study using symptom cluster model found that psychological symptoms, stage of CKD and
age were important factors explaining symptom experience in patients with advance stages of
CKD. The symptom clusters including fatigue, restless leg and negative sexual symptoms
determined the biggest impairment in QOL (Almutary et al., 2017). CKD stage and
depression together have been shown to predict physical component of QOL in patients with
CKD (Seidel et al., 2014). On the other hand, a review has shown that vascular dysfunction,

physical dysfunction and cognitive impairment are important risk factors for being dependent
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on somebody else, worse HRQOL, mortality and morbidity (Bronas et al., 2017). Cognitive
function (Kurella et al., 2004), physical and emotional health and HRQOL have been
observed to be negatively influenced in both CKD and kidney failure regardless of
management of the disease (Kittiskulnam et al., 2017). Bujang and collegues (2015) have
determined that those patients who had greater depression, stress and anxiety reported worse
QOL (especially, domains of physical and psychological health and social consequences)
than those who reported less psychological symptoms. Similarly, a study comparing mood
and somatic symptoms in the prediction of HRQOL established that mood was a more
powerful predictor of physical and mental domains of HRQOL in patients receiving HD who
had a range of physical symptoms (Perales Montilla et al., 2016). For example, depressive

symptoms have been associated with greater pain and poorer sleep (Weisbord, 2016).

The impact of mind on the body has led to lot of interest in factors that can help understand
and predict illness outcomes (Vitetta et al., 2005). There is emerging evidence on variation
among individuals in terms of how they cope with their condition (Schick-Makaroff et al.,
2018; Kalfoss et al., 2019). Therefore, research has focused on identifying factors that help
explain different responses. IlIness perceptions have been one of the key areas in
understanding responses to and management of chronic conditions. According to the illness
perceptions framework, after diagnosis or onset of illness, patients develop a set of beliefs
that shape how they cope with their condition (Leventhal et al., 2003). There is number of
studies investigating how illness perceptions play a role as psychological associates of
important outcomes (Chilcot et al., 2018; Dempster et al., 2015). Hence identification of
illness perceptions may be a critical step in supporting patient adjustment. However, research

generally is biased to countries with more advanced health infrastructure.
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1.7 Development of CKD Care and Management in Northern Cyprus
The kidney care infrastructure in Northern Cyprus is still developing. The first kidney biopsy
was conducted in 2004. There was only one nephrologist working in Northern Cyprus
(Turkish Republic of Northern Cyprus) while the southern part of Cyprus which is governed
by the Republic of Cyprus had 9 to 10 nephrologists in 2011. There was little information
about people with CKD especially those who were at the earlier stages. To gain detailed data
about people who were at early stages of CKD, a community-based study needed to be
conducted. Regulations/ laws regarding cells, tissues and organs in Northern Cyprus have
been studied to adapt to EU laws in 2008 with a hope to provide kidney transplantation in the
following years. The Nephrology Department in the State Hospital in Northern Cyprus used
to refer living donors to transplantation centres in Turkey since there was no laboratory to
check suitability of kidney donors in Northern Cyprus in 2011 (Haftanin potresi, 2011,

January 31).

In 2014, there were only two centres where HD treatment have been provided in Nicosia
(capital city) and Famagusta in Northern Cyprus. There were 25 HD machines in Nicosia and
it provided 15,000 HD sessions annually. On the other hand, 7 HD machines in Famagusta
provided 6,000 HD sessions annually. As patients from far villages and towns had difficulties
to travel to these cities, authorities attempted to provide more HD centres in different cities
(i.e., Kyrenia) (Uc bolgeye hemodiyaliz hizmeti saglanacak, 2014, March 12). However,
difficulties in CKD management continued due to an insufficient number of specialist
nephrologists. In 2015, there were 150 HD patients receiving HD in hospitals, 80-100
transplant patients and 30 patients who had dialysis treatment at home (KKTC’de nefrolog
sorunu, 2015, July 3). Later in the same year, another HD centre has started to provide HD

treatment in Kyrenia, a city in Northern Cyprus.
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In 2016, with a collaboration of University College London (UCL) in UK, Dr Oygar, a local
nephrologist conducted a clinical study to investigate the clinical characteristics of patients
receiving HD since there were a high number of genetics related kidney complaints. As a
result of the study (Gale et al., 2016), they defined new genetics related kidney disease in
Northern Cyprus (Uzmanlar Kibris’ta yeni bir bobrek hastaligi tanimladi, 2016, November
29). They indicated a novel COL4A1 frameshift mutation in familial kidney disease by
highlighting importance of the C-terminal NC1 domain of type IV collagen. This is important

part of protein that is critical for normal functioning (Gale et al., 2016).

In 2017, another nephrologist joined the Nephrology Department of Dr Burhan Nalbantoglu
Nicosia State Hospital. The local nephrologists have frequently conducted interviews in local
media to increase awareness regarding CKD and its risk factors. During one of the interviews
with local newspaper, they said that obesity, lack of exercise, and overuse of salt may be
important factors for developing kidney disease in Northern Cyprus. They stated that 60-65
patients with KFRT receive HD per day only in Nicosia and 100-120 of these patients are on
the waiting list for kidney transplantation. The importance of kidney transplantation
particularly from non-living body was highlighted. The kidney transplantation may be more
advantageous compared to dialysis treatment for both patients as well as healthcare services
in terms of cost and QOL. The first kidney transplantation was carried out from father to son
in November 2015 in Northern Cyprus. In total, 14 kidneys were transplanted, 8 kidneys
were from non-living body and 6 of these were from live donors in 2017. Kidney
transplantation processes can be completed legally in the State Hospital only. If a person
would like to be a donor but is not relative of the patient, their application is strictly reviewed
by an ethics committee of the Ministry of Health in Northern Cyprus. With a new regulation,
people are now able to register themselves as organ donor so that their organs can be donated

in case of death (Yuz yirmi diyaliz hastasi bobrek nakli bekliyor, 2017, May 31).
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When patients are referred to the Nephrology Department, they receive short training about
CKD. The department provides handbooks and brochures explaining kidney function, kidney
disease, treatment options, and useful tips to manage their disease. These materials have been
prepared by a Pre-dialysis Education Program study group with contribution of Eczacibasi
(Eczacibasi Holding is a group of Turkish companies providing pharmaceutical products) and
Baxter (international health care company providing products to treat many acute and chronic

medical conditions including kidney disease) in Turkey.

Lack of established structure in healthcare has resulted in less focus on psychological care
needs of patients in Northern Cyprus. The main focus of the research programme will be to
contribute novel insights into how patients here experience life with CKD; how the patients
structure their representation of illness; quantifying the need for psychological support
through establishing prevalence of depression and other symptoms; gleaning staff
perspectives on psychological care needs. The following chapter will now provide a
background as to why illness perceptions in particular might be a useful focal area for this
thesis which aims overall to raise awareness of and provide insights into the need for

psychological care in the Turkish Cypriot CKD and KFRT population.
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Chapter 2: A Review of the Common Sense Model of Iliness

Perceptions

2.1 Introduction

Kidney care is one of the healthcare areas that is under-developed in Northern Cyprus. Along
with providing medical treatment for chronic kidney disease (CKD), local nephrology
departments provide short patient training about CKD mainly focusing on kidney disease,
treatment options, and required dietary changes. Lack of resources and structure in local
healthcare has resulted in failure to meet the psychological support needs of patients.
Particularly it has not yet known how patients respond to living with illness. CKD, and its
care is burdensome, patients require support to adjust to illness. Nevertheless, it is known that
culture plays an important role in how patients perceive and respond to health problems. The
psychological approach to health aims to explore factors that are related to maintaining health
and improving wellbeing. To achieve this, various methods are used to understand and
predict health behaviours (Kaptein & Weinman, 2004). Exploration of illness perceptions has
accelerated especially, after Leventhal’s proposition of Common Sense Model (CSM) of self-
regulation (Leventhal et al., 2003). CSM has been frequently studied to understand health
behaviours, also in diverse patient populations from different cultural background. However,
it is unclear how this model applies for Turkish Cypriot patients. This chapter will seek to

discuss culture and health within the illness perceptions framework of CSM.

CKD has been shown as a global public health concern and its prevalence has been estimated
at up to 15% (Hill et al., 2016). People diagnosed with CKD face difficulties including
psychological and physical burdens. Recent research has focused on identifying illness

perceptions in CKD as this may assist in developing strategies to enhance patients’ well-
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being. Literature highlight the utility of using both quantitative and qualitative methods while
studying illness perceptions. The mixed methods approach is recommended particularly when
studying different cultural groups as it can facilitate an understanding of how culture may
influence illness beliefs and behavioural responses (Curry et al., 2009). This chapter presents

an overview of:

=

Theoretical background of CSM of self-regulation
2. Illness perceptions

3. Cultural aspects of health and illness

4. Cultural influence on illness perceptions

5. Methodological rationale of the research programme

2.2 Theoretical Background of CSM of Self-Regulation

The development of CSM of self-regulation began with earlier model suggested by Leventhal
and colleagues (Leventhal et al 1997). In other words, the CSM is an extended version of the
originally proposed model. This model, known as parallel response model had two
characteristics: 1) cognitive representation of health danger is processed independently from
fear, 2) representation of health threat is different from the procedures (strategies) to engage
in actions. Parallel response model was developed to explain the findings of fear induced
communications in the context of health related responses. The model suggested that health
threats produce emotional changes, both fear and distress. This leads to the need to develop
corresponding procedures that will manage emotions (fear control) and cognitive
representations of health threat (danger control). These are parallel actions that are evaluated
later for their efficacy in reducing health threat (Cameron & Leventhal, 2003). According to
the model, the most important positive effect was the intention to engage in a protective

response. Yet intentions alone were not adequate to observe the action, therefore requirement
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of an action plan was highlighted as necessary for a protective response to occur (as cited in
Leventhal et al., 1997). It has been suggested that action helped to maintain protective
responses for a long time in the presence of fear messages otherwise, action plans were
considered insufficient to elicit behaviour even in the short term. The action plan developed
strategies which transformed belief regarding health threats into action, yet it did not
necessarily motivate the behaviour. It was indicated that it was not fear as its effect did not
last long (as cited in Leventhal et al., 1997). However, fear was considered as person’s
concrete, perceptual experience and interpretation of this experience. Several research studies
were conducted to assess the impact of perception of somatic changes on fear level and
efficient self-management behaviours. Easterling and Leventhal (1989) studied cognitive
labelling among women in relation to breast cancer. They found those who received
treatment for breast cancer reported greater levels of cancer specific worry compared to those
without history of cancer, although women did not differ in terms of daily anxiety symptoms.
The authors concluded that experience of somatic symptoms may lead to cognitive label
which may interfere with interpretation of bodily sensations. This finding was found to be
parallel with Schachter and Singer’s (1962) theory suggesting emotions are outputs of
cognitive representation and physiological changes. Nevertheless, earlier studies of Leventhal
and colleagues demonstrated that health threats were represented semantically (abstract) and
perceptually (concrete experience) (Cameron & Leventhal, 2003). Accordingly, it has been
suggested that the interaction of abstract and concrete levels of processing generates fear

(Leventhal et al., 1997).

As early studies have not clearly defined the process, Leventhal and colleagues have labelled
it as cognitive representation of the disease. This helped them to better explain and clarify the
content assumed by the proposed construct (Leventhal et al., 1997). During this process,

Leventhal and colleagues conducted a series of experimental studies to investigate the change
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in emotional reaction and behavioural responses of individuals where a response was directed
towards problem-solving in the context of preparation for a health threatening situation.
Problem solving as a term is widely used where individuals engaged in behaviour that is
informed, therefore the action is purposeful to determine aims, current states and adopting
strategies to reach the desired outcome while overcoming any obstacles that may exit in the
process (Cameron & Leventhal, 2003). Brownlee and colleagues (2000) defined problem
solving as the management of physical self and subjective feelings of the self. Leventhal and
colleagues concluded that mental representation of bodily health threats has perceptual
dimensions that link individuals to situational factors. The information provided as part of
preparation for health threatening situations aimed to reshape the perceptions from
threatening to adaptive to increase efficient behavioural procedures. They also focused on
self-reports that patients perceived somatic changes as representing their main condition
(Leventhal et al., 1997). For instance, several studies were conducted to understand attributes
of illness perceptions related to hypertension and results indicated both perceptual and
conceptual attributes. Perceptual attributes have been demonstrated as playing a critical role
in emotional responses (Leventhal et al., 1997). This showed that representations for both
cognitive and affective attributions are bi-directional. For instance, an early study found an
increase in negative emotion increased reporting of symptoms in patients with disease and

also increased symptom severity (Salovey & Birnbaum, 1989).

Throughout the studies, open-ended interviews that generated qualitative data along with
guantitative approaches such as multidimensional scaling helped to clarify attributes of
illness perceptions, such as, identity (labels), 2) timeline (duration), 3) consequences, 4)
controllability, and 5) causes (as cited in Leventhal et al., 1997, Cameron & Leventhal,
2003). Bishop (1991) used a combination of qualitative data obtaining descriptions of

symptoms and quantitative data to cluster the descriptions. When participants were asked
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what else they experienced, 90% of the participants’ responses could be clustered into one of
the five dimensions (i.e., identity, cause, control, consequences, timeline). Each dimension is
represented with both semantic (abstract) and perceptual or experiential (concrete)
information. Stimuli interpreted are assumed to convert into representations. These
representations are repeatedly shaped by output of procedures (strategies). The way
information is interpreted and made sense of represents what an individual uses as questions
to evaluate the process. Each component of self-regulation will be reshaped at different stages
(particular instances) and over time by the social environment. The CSM of self-regulation
therefore highlights the significance of cultural and social factors. Particularly, engagement in
social contexts becomes obvious when a person receives a diagnosis and make sense of their
symptoms (Cameron & Leventhal, 2003). For instance, a person engages in healthcare
seeking behaviour from primary care services for a diagnosis and treatment when bodily
changes are novel and/or lasts longer than expected (Mora et al., 2002). Similarly, individuals
might tend to consult their family members and close friends first and then seek medical

advice (Cameron et al., 1993; Suls et al., 1997).

Although the CSM of self-regulation offers a model to make sense of illness perceptions and
coping procedures, it is acknowledged that illness perceptions can overlap with perception of
self as a function of factors such as family history of disease. This can increase the perception
of personal vulnerability as genetics may be perceived as a fundamental factor in causal
perception of the disease. Similarly, research has shown age may influence the self-regulation
process as older individuals were found to delay healthcare seeking behaviour and to show
avoidant behaviours (Leventhal et al., 1997). Understanding the self and acknowledging its
relation to self-regulation process is critical. Self has been described as a broad concept that
includes sets of self-representations and identities that relate to procedures for obtaining the

goals specified. The integrity of self is challenged by the problem (i.e., disease), at the same
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time, the regulation of some aspects of self (i.e., emotional and physical) becomes essential in
case of diagnosis. Social cognition theorists have been attempting to clarify the associations
between self-constructs (e.g., self-efficacy) and self-regulation (as cited in Cameron &

Leventhal., 2003).

Personal characteristics and/tendencies have been also studied along with illness perceptions.
Longitudinal assessments have been carried out to investigate associations between optimistic
versus pessimistic attitudes and self-assessments of health (as cited in Leventhal et al., 1997).
Those individuals with more optimistic attitudes rated their health more positively compared
to individuals with pessimistic attitudes. Self-assessment of health even predicted mortality
for those who had pessimistic attitudes after adjusting for age and medical status. Kuhl

(2000) states that cognitive representations of behavioural responses are associated with

personal meaning, which can channel behaviour.

2.3 IlIness Perceptions

Many theories have been developed to understand health related beliefs (Ogden, 2000).
Several models have integrated these theories/approaches to predict health related behaviours
such as the Health Belief Model (Becker et al., 1974), the Protection Motivation Theory
(Rogers, 1983) and the Theory of Planned Behaviour (Ajzen, 1991). On the other hand,
Leventhal and colleagues (Leventhal et al., 1980) defined illness beliefs which provide a
framework to explain how a patient understand and manages the illness. Leventhal and
colleagues integrated illness beliefs into CSM of Self-Regulation (Figure 2.1) to describe the
relationship between the patient’s cognitive and emotional representation of their illness and

their coping strategies. The proposed framework successfully describes illness behaviour as
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the dynamic that focuses on both emotional and cognitive components in the context of

ilness threat (Leventhal et al., 2003).
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Figure 2.1: Leventhal’s Self-regulatory model
Adapted from Health Psychology, 5" ed. (p. 221), by J. Ogden 2012, Open University Press. McGraw

Hill Education. Copyright 2012 by Jane Ogden.

People have mental representation about a given health threat. They develop beliefs regarding
their condition. These beliefs play a significant role in their coping behaviour and the way
they manage their illness. These illness beliefs can change, illness perceptions can also
change Leventhal et al., 1980). When people experience new symptoms or diagnoses, they
consider it as a health threat. The mental representation of the health threat determines a
person’s response to their condition. The person’s medical knowledge and past illness related
experiences, for instance, family member with a similar condition commonly have an impact
on the representation of health threat and illness perceptions people hold. They can actively
cope with the health threat according to illness beliefs they form. Therefore, illness

perceptions are a key concept of the CSM (Leventhal et al., 1980). The model suggests that
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people cope with the health threat and/or illness in similar to the way they cope with other
problems in life. According to the model, the person attempts to solve the problem to achieve
the ‘normality’ (problem-free state) back again. In the context of health, the problem refers to
a new symptom or diagnosis of an illness. People develop coping strategies to reach the

‘normality’ (problem-free state) through illness perceptions they hold (Leventhal, 1984).

In the context of the CSM of self-regulation, people experience problem-solving processes in
three stages: interpretation, coping, and appraisal (Leventhal et al., 2003). In the first stage,
interpretation, an individual may face the problem (i.e., illness) through symptom perception
and/or social message. Symptom perception influences how the individual makes sense of the
iliness-related symptom/s. For example, an individual may indicate that they feel pain in the
chest and their symptom perception may be influenced by mood and cognitions. Also, the
individual may obtain information related to their illness through other people. The social
message includes formal diagnosis through the doctor or advice of family members and
friends based on their personal experiences. Informal information related to illness based on
others’ personal experiences is considered as ‘lay referral system’. For example, the
individual may ask for advice of a friend who had a similar cough. Social messages- the
individual receives will likely affect the way they make sense of the problem (i.e., illness).
The mental representation of the problem will affect the way of making sense of the problem
and engaging in an appropriate coping strategy that is parallel with the illness perceptions

(Leventhal, 1984).

The individual builds illness perceptions within five different dimensions (Leventhal, 1984).
Identity of illness: individuals generally associate their illness condition with their symptoms
and labels to identify the condition. When the individual is diagnosed with an illness, they

may also start developing ideas about their symptoms. The identity component of the illness
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perceptions is important since patients’ beliefs related to symptoms of their illness can be
very different than views of health care professionals who treat the illness. The patients can
misattribute symptoms which may affect the treatment applied (Petrie & Weinman, 2006).
Causality: newly diagnosed individuals start developing different causal beliefs about reasons
for their illness such as stress and pollution. Causal beliefs can have an impact on the
individual when seeking a treatment for the illness. For example, if a person believes that
smoking is the reason of having a heart attack, they will be more likely to stop smoking.
Also, causal beliefs can influence emotional response in some illness conditions especially
when a person blames themselves for their condition (Petrie & Weinman, 2006). Causal
beliefs are an important concept in research as well as treatment. Timeline represents
predictive beliefs related to the duration of a condition. Most patients evaluate their condition
as acute or chronic, however, some patients may perceive their conditions as cyclical (Petrie
& Weinman, 2006). Beliefs related to timeline may influence several outcomes, for instance,
patients who had a belief that their illness is chronic have shown a higher level of medication
adherence (Aflakseir, 2012). Control/cure: beliefs about controllability include how a patient
perceives their control over their condition (personal control) and to what extent they believe
the treatment will control their illness (treatment control) (Petrie & Weinman, 2006).
Controllability has been positively associated with more efficient coping strategies (Hagger
& Orbell, 2003) which are critical in illness management. Consequences: Patients hold
beliefs about the consequences of their illness representing how these may affect them
physically and socially (Hale et al., 2007). Beliefs related to illness consequences also reflect
how the patients perceive their illness in terms of severity (Petrie & Weinman, 2006). Those
patients who had perceptions of serious consequences about their iliness have shown more
emotional distress, less social functioning and tendency to use avoidant coping strategies

(Hagger & Orbell, 2003).
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2.3.1 Measurement Tools
To determine the dimensions of illness perceptions, Leventhal and colleagues originally used
semi-structured interviews (Leventhal et al., 2003). However, most studies have recently used
quantitative illness perception measurement tools to investigate correlates of illness
perceptions after the development of Iliness Perception Questionnaire (IPQ) (Weinman et al.,
1996), Revised IlIness Perception Questionnaire (IPQ-R) (Moss-Morris et al., 2002) and

Brief IlIness Perception Questionnaire (Brief IPQ) (Broadbent et al., 2006).

Patients’ perceptions and thoughts about their illnesses may be influenced from their culture,
therefore ensuring validity and reliability of illness perception measurement tools in different
clinical and cultural contexts is critical for its utility (Chen et al., 2008). Both IPQ-R and
Brief IPQ have been established as valid and reliable measurement tools (Leysen et al.,
2015). As the tools allow researchers to change the dimensions of illness causality and illness
identity to represent a specific illness, cultural contexts or groups (Moss-Morris et al., 2002),
many researchers have used this opportunity to conduct translation and adaptation studies.
However, translation studies differ in terms of translation process and reporting psychometric

characteristics of the translated version of the tool.

2.3.1.1 Revised Illness Perception Questionnaire (IPQ-R)

The IlIness Perception Questionnaire (IPQ) was developed to measure cognitive
representations of illness. It consists of five dimensions; identity, causality, timeline,
consequences, and cure/control (Weinman et al., 1996). The IPQ has been revised by adding
more items to assess illness coherence (understanding of illness), perceptions of cyclical
timeline, and emotional representation. The original questionnaire was also improved by

separating the cure/control scale into two subscales; treatment and personal control (Moss-
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Morris et al., 2002). IPQ-R include over 80 items and it has 3 sections, 1) statements about
illness symptoms and whether the specific symptoms are experienced (e.g., pain,
breathlessness, sleep difficulties etc.) (Answers are limited to yes/no), 2) patient’s views
about the illness on 5 Likert type questions (Answers ranges from strongly disagree to
strongly agree). This section mainly includes statements related to dimensions of illness
coherence, controllability (personal and treatment), timeline (chronicity/cyclical),
consequences, emotional representations. 3) Causality sections includes possible beliefs
about the illness (e.qg., stress, hereditary, diet etc.) (Answers ranges from strongly disagree to
strongly agree). Additionally, there are 3 items where patients are asked to rank order the

most important cause according to given choices.

IPQ-R is a multidimensional scale aiming to measure illness perceptions in the context of
dimensions described above. The scale has demonstrated good psychometric characteristics
(Moss-Morris et al., 2002). The authors reported test-retest reliability results over three weeks
and six months period with acceptable values (ranging from .46 to .88). They provided
evidence for discriminant validity showing the illness perceptions did not overlap with
negative affect. Also, the scale had predictive validity for illness adjustment. Results of
factorial analysis provided support for the illness perceptions’ theoretical framework. As the
scale is generic, Moss- Morris and colleagues stated the scale can be adapted according to a
specific illness (i.e., by changing the symptoms in the first section according to a specific

illness and/or by changing the causal beliefs according to culture) (Moss-Morris et al., 2002).

Although the translation process differs, to date, IPQ-R has been translated into 17 languages
and adapted to several cultures including Chinese, Swedish, Slovenian, Italian. The scale has
been redesigned to represent specific conditions such as hypertension, asthma, chronic

fatigue syndrome (The Illness Perception Questionnaire, n.d.). There are studies translated



67
and adapted the scale into different languages (Arabic [Al-Smadi et al., 2017; Noureddine &
Froelicher, 2013] and Danish [Jergensen et al., 2009]), yet their versions are not available on
the ‘Illness Perceptions Questionnaire’ website. It should be noted that most translation
studies have used forward and backward translation with multiple professionals who have
had relevant language skills. However, misinterpretation of the instructions and confusing
translation have been criticised, therefore carefully wording of the items have been advised

(Broadbent et al., 2011).

By using forward and backward translation, Armay and colleagues developed the Turkish
version of IPQ-R for use in patients with cancer. They provided evidence for test-retest
reliability for three weeks period. Also, findings showed support for criterion validity and
structural validity (Armay et al., 2007). However, Brzoska and colleagues tested the factor
structure of the Turkish version of IPQ-R in patients with cardiovascular disease and
diabetes. In order to obtain a good model, they reported several modifications such as
deleting some of the items due to low factor loadings (personal control, treatment control and
timeline cyclical factor) and they suggested to reconsider the wording of some negative

statements to increase semantic equivalence of the translated version (Brzoska et al., 2012).

2.3.1.2 Brief Iliness Perception Questionnaire (Brief IPQ)

Questionnaires that include more items such as IPQ-R may be more comprehensive but may
not be suited to certain situations, for instance, when target group is elderly and/or when
patients have limited time available. Therefore, Broadbent and colleagues (2006) designed
brief version of IPQ-R to be used in various patient populations. It has eight new items and
one item (causality) taken from the IPQ-R. Answers of eight items are evaluated on a 0 to 10

response scale. Five of these items represent cognitive dimensions; consequences, timeline,
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personal control, treatment control, and identity. Whilst two items represent emotional
dimensions which are concern and emotions, and one item refers to illness coherence. The
causality scale which is adapted from IPQ-R consists of an open-ended question asking to list
three most important causes. Like the IPQ-R, the Brief IPQ is a generic tool, therefore
Broadbent and colleagues have suggested to adapt the scale to specific diseases, in other
words, the word ‘illness’ in the scale can be changed to a particular illness such as asthma,
hypertension etc. Similarly, the word ‘treatment’ in the scale can be also changed to a
specific treatment depending on the illness for instance, dialysis for renal patients (Broadbent

et al., 2006).

The Brief IPQ was developed from IPQ-R rather than in-depth interviews. Single items on
Brief IPQ are expected to obtain information related to a particular domain. These have been
considered as limitations of the Brief IPQ (Van Oort et al., 2011) yet well-designed single
item measures can be successfully used with lesser chances of method variance which is

mostly an issue in multiple item measures in psychology (Gardner et al., 1998).

According to a systematic review study, most studies that have used the Brief IPQ did not
include causal beliefs into their analysis as it is time consuming to interpret findings, whereas
those who did include the causal item categorised the causal beliefs and reported the most
common responses. Besides, only few studies reported association between causal beliefs and
illness outcomes. Future studies are suggested to include the causal item into the analysis by
categorising responses and to examine associations with demographic factors and/or illness

outcomes, which may indicate validity of causality item (Broadbent et al., 2015).

When equivalent dimensions were analysed, the Brief IPQ showed a good level of

relationship with IPQ-R (Broadbent et al., 2006). Findings also indicated support for test-
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retest reliability, predictive and discriminant validity. The Brief IPQ specifically is a useful
tool when illness perceptions should be measured in a short period repetitively. Also, it is less
burden for those who may have difficulty in answering long questionnaires (Broadbent et al.,
2015). As it is short and allows easily interpreting scores, the Brief IPQ has been commonly
used in different contexts including heart failure (Timmermans et al., 2017), fibromyalgia
(Homma et al., 2018), chronic kidney disease (CKD) (Jansen et al., 2013) and cancer
(Karatas et al., 2017). Most studies that used the Brief IPQ were conducted in Western and
European countries (Broadbent et al., 2015). However, the scale has been translated into 25
languages (e.g., Chinese, Dutch, Danish, Croatian, Norwegian) and adapted to various
cultures (Broadbent et al., 2015). Additionally, the scale has been translated into Arabic
(Alzubaidi et al., 2015; Mohammed et al., 2015), Turkish (Karatas et al., 2017) and Tai (The
Iliness Perception Questionnaire, n.d.). There are number of translation that studies have
successfully used Brief IPQ, these studies however are variable in completeness of details as
per the translations process of the scale. It is not clear whether translated versions are all
semantically equivalent to the English version. Nevertheless, illness perceptions may differ
according to language, illness, and culture, hence, studies translating and adapting Brief IPQ

are suggested to provide validity related evidence (Broadbent et al., 2015).

Several studies translated Brief IPQ into Turkish (Karatas et al., 2017; Oflaz et al., 2014).
Detailed information about the translation process and psychometric findings of the Turkish
version of the scale were reported by Karatas and colleagues (2017). After the forward and
backward translation process and a pilot study, the Turkish version of the scale was used with
patients with cancer. The results of factor analysis demonstrated emotional representations
involved consequences, illness identity, concern and emotions on the other hand, cognitive
representations included personal control treatment control, and illness coherence. The

authors modified personal control and illness coherence and removed the timeline from the
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factor analysis since it overlapped on the loadings. Whilst they reported an acceptable value
for internal consistency (.85). The reason for the Turkish version of the Brief IPQ showing a
different factor structure than the English version may be related to the impact of culture as

well as the illness characteristics (Karatas et al., 2017).

2.3.2 lllness Perceptions in CKD

Since the CSM of self-regulation has been developed, illness perceptions have been analysed
in various illnesses including chronic, acute, mental and physical disorders. Research
examining illness perceptions have focused on a specific illness context as perceptions may
vary according to characteristics of a disease (Dempster et al., 2015). Regardless of illness
type, illness perceptions of primary care patients and those who are living with long terms
conditions have been widely examined. Negative illness perceptions have been linked with
severe somatic symptoms (Zhang et al., 2014), psychological distress and poor quality of life
(Wu et al., 2014) including physical and mental health outcomes (Frostholm et al., 2007). A
wealth of literature has investigated the relationship between illness perceptions and
emotional and behavioural consequences of illness (Petrie et al., 2007). Review studies have
been helpful in clarifying broadly how illness perceptions are associated with several
outcomes such as adherence (Kaptein et al., 2008; Kucukarslan, 2012), quality of life
(Foxwell et al., 2013; Petrie et al., 2007) and psychological wellbeing (Richardson et al.,

2016).

When diagnosed with CKD, some patients may have a chance to prepare themselves for
dialysis and for the change in their lifestyle. There are two dialysis modalities, these are
haemodialysis (HD) and peritoneal dialysis (PD). HD is predominantly performed at health

centres while PD is mainly performed at home setting by patient (Yang et al., 2021).
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Regardless of dialysis modality, the preparation period can positively affect the adaptation
and coping process (Wu et al., 2015). On the other hand, some patients may have worries
about their condition, and beliefs that they have little control over their conditions. Although
early stage of pre-dialysis phase involves mostly taking medicines and following a diet,
treatment is still an important aspect for pre-dialysis patients at the early stage of the illness
(Jansen et al., 2010). Patients in the pre-dialysis phase have been shown to have lower
perceptions of treatment control than dialysis patients despite dialysis patients having higher
perceptions of illness consequences (Jansen et al., 2013). The patients’ symptoms may be
related to the way they view their illness (Rees et al., 2018). Therefore, interventions
addressing illness cognitions in the early stage of illness may be effective (Jansen et al.,
2010). However, illness perceptions (illness coherence, personal and treatment control) may
also vary among dialysis patients (Jansen et al., 2013). This shows that their views are also

changeable when they start receiving dialysis treatment.

Psychological distress has been shown as one of the important experiences in CKD which
may be associated with illness perceptions (Griva et al., 2010). Patients receiving HD with
depressive symptoms were found to have negative illness perceptions in the dimensions of
illness identity, illness coherence and timeline, control/cure. Additionally, dimensions of
illness coherence, consequences, and personal control were found to predict depression
(Chilcot, et al., 2011a). Similarly, a prospective study has indicated negative perceptions of
illness coherence, treatment control, consequences and cyclical timeline were related to
greater depressive symptoms in patients receiving dialysis (Chilcot et al., 2013). In one study,
the dimension of treatment control was even found to predict survival when controlling for

depression level (Chilcot et al., 2011D).
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An individual’s ethnicity can potentially influence their interpretation of symptoms and as a
result, it can affect illness perceptions (Kim et al., 2012). Cultural groups have been found to
report negative illness perceptions therefore, they may be more likely to have difficulties in
management of their illness (Lip et al., 2004). A study examining illness perceptions in
diabetes patients has demonstrated that illness perceptions differed among Europeans, South
Asians and Pacific Islanders (Bean et al., 2007). For instance, patients from a Pacific Islander
background reported greater identity and consequences perceptions than other ethnic groups,
and European patients reported longer timeline perceptions compared to other ethnic groups.
However, kidney failure related illness perceptions of patients from cultural and ethnic
groups are poorly studied (Calvin et al., 2019). Patients from different cultural backgrounds
receiving HD treatment have been found to have different illness perceptions. For instance,
Korean patients were found to have greater emotional distress, whereas, patients from
African American background were found to have higher negative perceptions of personal
intervention or medical treatment (Kim et al., 2012). Future research on illness perceptions in
kidney failure have been recommended to include diverse cultural groups including

Caucasians (Kim et al., 2012).

Generalisation of the findings to different populations related to illness perceptions and
experiences requires replication studies in different societies. Research on illness perceptions
in diverse cultural groups can also be informative for health care systems to identify culture-
specific illness perceptions of immigrants in other majority countries (Brzoska et al., 2012).
Overall, there is need for further research to consider illness perceptions in cultural/ ethnic
groups and validate their results in specific patient groups (Noureddine & Froelicher, 2013).
It should be noted that research on illness perceptions started with in-depth interviews in

White majority populations. Therefore, in-depth interviews on illness perceptions in other
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populations have been recommended to better conceptualise the patient experiences in

cultural/ethnic groups (Alzubaidi et al., 2015).

2.4  Cultural Aspects of Health and IlIness

Culture has been defined various ways in the literature. Although there may be some
differences in defining culture, it has been agreed that culture involves shared and/or learned
experience by group of people (Birukou et al., 2013). It mainly consists of socially
transmitted knowledge, belief, habits, morals, behaviour and patterned feeling, ways of
thinking that are characteristics of members a particular society (Bailey & Peoples, 1998;
Harris, 1975). As culture consists of learned experiences, it may change over time. Research
on cultural evolution have highlighted transmission via human interaction and social learning
(Bentley & O'Brien, 2011). This has been suggested as basis for cultural complexity and
variation (Boyd & Richerson, 2005; Hrdy, 2009). People continue to acquire knowledge and
learn from others, and also improve what they have learnt and transfer these things to the next
generation, which will be improved again and will be transferred again. This leads to rapid
cultural evolution over time, which is the process that explains adjustments to a particular
environment (Boyd & Richerson, 2005). The degree of how fast this change occurs has been
suggested to be related to selectivity in social learning along with the impact of
cultural/technological complexity (Bentley & O'Brien, 2011). Therefore, culture is not
considered as static. According to anthropologists, culture consists of multiple variables
influencing aspects of life experience, these include economic, religious, political,
psychological, and physical circumstances (Kleinman & Benson, 2006). Culture is seen as a
process in which regular activities and conditions involve emotional reaction and moral
meaning for members of a particular group. Within the cultural context, the members make

sense of psychophysiological responses (Moerman, 2002), interpersonal relationships (Dion
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& Dion, 1993), religious practices (Pena, & Frehill, 1998), common-sense interpretations

(Zou et al., 2009), individual and collective identity (Hong et al., 2001).

Psychological science enables researchers to study various topics by using diverse
measurements and methods to study populations, contexts, and events (Napoles & Chadiha,
2011). The diversity of study populations is critical in the research to ensure that the
processes examined apply equally to diverse groups (Medin, 2017). However, psychological
research has heavily focused on study samples from Western, educated, industrialised, rich
and democratic (WEIRD) societies, yet WEIRD samples do not perfectly represent most of
the populations in the world (Henrich et al., 2010). Participants recruited from ‘WEIRD’
cultures have been widely accepted to be norm (Nielsen et al., 2017). Researchers may
implicitly think that these samples are ‘standard’ to be representative, however, it is wise to
question to what extent findings obtained from these samples can be generalised to other
societies (Henrich et al., 2010). Rad and colleagues have suggested that psychological
science should aim to clarify aspects of human behaviour that are universal and how the
culture and context leads to variations (Rad et al., 2018). Researchers should feel encouraged
to reconsider the importance of culture and context in every stage of the research process
including data collection, analysis and presentation of the findings. Although criticisms have
been raised repeatedly, there is little evidence on experiences of diverse samples. It has been
stated that 96% of the samples in psychological research came from countries representing
only 12% of the population across globe (Nielsen et al., 2017). However, there are
implications of using WEIRD samples for instance, interventions designed and policy
developments will be less likely to address non-WEIRD societies (Nielsen et al., 2017). In
the context of health, for instance, much research on treatment burden has been conducted in

Western societies. It is known that illness and health can be understood and experienced
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diversely in different geographical locations. Therefore, it is necessary to test the validity of
the measures developed in Western societies in patient populations from different cultural

backgrounds (Sav et al., 2017).

Literature provides evidence on cultural differences and culture related beliefs in the context
of health. Health beliefs and behaviours are affected from (normative) cultural values that
relate to personal experiences, attitudes, cognitions to specific cultural context (Baumann,
2003). It is well-acknowledged that illness experience cannot be studied in the absence of
important aspects such as social, cultural and personality perspectives (Brown, 1995;
Engebretson, 2003; Smith & MacKenzie, 2006). IlIness experience is subjective therefore
understanding culture and its role on self and perception are crucial. As mental
representations of illness tend to be rich and complex in terms of content that is shaped by
culture, these perceptions may be difficult to understand for those who are not familiar with a
particular culture (Hagey, 1984). Cultural context has been shown to greatly influence many
aspects of our lives such as beliefs, attitudes, actions related to illness which have
implications on health status. This makes it essential to examine critical elements of cultures
that shape normative behaviour that shapes how a person thinks and acts in a particular
context (Helman, 1990). To obtain insight in order to improve healthcare services
appropriately for cultural groups, information can be collected through individual interviews
and scales measurements which elicits information on patterns and normative behaviours

(Bates et al., 1997).

Cultures differ in causal attributions about health and well-being; these attributions may
provide sources for sense making about illness along with features of individual experiences

that vary. For instance, individuals from Western cultures were shown to report symptoms



76
with duration, severity and frequency. Also, they were found to focus more on internal
attributes that may contribute to development of the symptoms (as cited in Baumann, 2003).
A study conducted among Turkish and German patients indicated that Turkish patients had
more pessimistic attitude regarding their illness compared to German patients who tended to
attribute their illness to external factors (Franz et al., 2007). Similarly, another study
concluded that Turkish patients (first and second generations) more frequently attributed their
iliness to external factors (e.g., fate, God’s will) and they had less personal control over their
treatment compared to German patients (as cited in Kizilhan, 2012). Besides, Turkish patients
who were more likely to “minimize” their illness were unable to cope with illness related
difficulties compared to German patients who rather managed to “mentally digest” and did

recognise and appreciate information about their illness. (Ozelsel, 1994).

With the impact of cultural beliefs, understanding and interpreting health related experiences
may not differ only among patients but also among healthcare professionals. A study
conducted between healthcare professionals in Puerto Rico and New England indicated that
Puerto Ricans found pain expression of patients appropriate therefore Puerto Ricans
perceived pain expression seriously and they believed that patients had severe pain that
required treatment. However, healthcare professionals in New England perceived pain
complaints of patients as “overly emotional” which mostly did not lead to consideration for
treatment (Bates at el., 1997). Cultural values are playing a critical role in behavioural
responses, and this makes it significant to consider cultural beliefs to develop efficient

healthcare provision (Leininger, 1995).

In some cultural groups, health is viewed as both personal responsibility which can be
managed by individual’s actions and something that God defines for people. These

interpretations might be also observed while patients attribute their illness to stress and
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everyday life obstacles (Papadopoulos, 1999). On the other hand, beliefs related to God’s
willing and/or fate have been negatively associated with sense of control in patients with
cancer (Iskandarsyah et al., 2014). However, those patients who believed their illness was
‘God’s will’ reported more perceived recovery while those who perceived bodily weakness as
cause of their illness had more difficulty in terms of psychological recovery (Kohli & Dalal,

1998).

Expression of bodily symptoms (somatisation) has been suggested to be related to availability
of particular healthcare services. For instance, availability of psychiatric services for only
patients whose conditions are severe might make people stress bodily symptoms to visit
healthcare professional, this facilitates receiving attention for their problem (Kawanishi,
1992). Beiser and Flemming (1986) stated that South Asians were more likely to emphasise
somatic symptoms rather than depression symptoms which led them to consult healthcare
professionals due to bodily symptoms. They suggested that most South Asians with clinical
depression concurrently experienced bodily symptoms. Cross-cultural studies indicate that
some cultural groups may be more likely to use healthcare services for somatic symptoms
rather than emotional distress (Ryder et al., 2008; Simon et al., 1999; Yen et al., 2000). For
instance, Vietnamese men were found to have more somatic complaints that healthcare
professionals found it difficult to explain. Emotional distress has been suggested to highly
associate with somatic symptoms, particularly those that are mostly unexplained in ethnic and

cultural groups (Kirmayer et al., 1998).

Cultures vary in terms of distinguishing physical and nonphysical sides of the self (Angel &
Williams, 2000). Views and perspectives on illness observed in different cultural contexts
(e.g., egocentric and sociocentric) differ as members of cultural groups make sense of their

illness, and treatment differently (Baumann, 2003). Cross-cultural researchers have suggested
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that health beliefs differ between egocentric cultures and sociocentric cultures. Western
societies (e.g., Europeans, North Americans) value more biomedical explanations of illness
highlighting mind-body dualism (Duncan, 2000). On the other hand, sociocentric cultures
hold slightly different meanings regarding mind-body, medical, spiritual, religious, social and
emotional aspects (Landrine & Klonoff, 2001). Differentiating mind from the body is
commonly observed in Western societies. In other words, Western individuals are likely to
distinguish mind and body when they talk about their symptoms. For instance, they may
indicate that they feel “stressed” or “depressed” and attribute nonphysical factors to their
feelings. Whilst individuals from different cultures do not clearly distinguish physical and
emotional symptoms (Kleinman et al., 1985). Physiological processes of illness development
are greatly emphasised in those cultures that distinguish individuals from their social
environments (Landrine & Klonoff, 2001). Physical difficulties have been greatly associated
with emotional responses, at the same time, emotional distress can be expressed in the form
of physical symptoms. Overall, cultural factors, emotional responses and self-perception are
indisputable part of the subjective experience that should be further studied (Angel &

Williams, 2000).

Cultural differences also play a role in access to healthcare. These differences attributed to
factors related to causal beliefs, nature of symptoms, curability and trust towards healthcare
professionals (Uskul, 2010). Group differences have been frequently attributed to cultural
characteristics. This is common as culture is a broad term including rules, structures,
traditions and values in a given society (Shweder & LeVine, 1984). However, when the term,
culture, is used broadly, it lacks specific contents and concepts to clarify how culture
determines a person’s perception of health and illness in a given context (Uskul, 2010). When
studying subjective illness experience, the use of established theories of culture has been

suggested to have more potential to explain the cultural influence of health and illness related
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perceptions and actions. Individualism-collectivism framework is commonly used in cultural
studies (Uskul, 2010). For instance, Western societies (e.g., United Kingdom, United States)
have been represented with individualistic culture where self is greatly dominant and self is
considered to be independent aiming to achieve personal autonomy (Oyserman et al., 2002).
Whereas Eastern cultures (East Asian societies) are greatly represented with collectivism
where self is considered to be interdependent and defined through social relations within a
particular social context (Markus & Kitayama, 1991). For instance, a cross-cultural study
comparing people from Asian, European American, and Asian American cultural background
indicated that individuals differed in terms of using social support (Kim et al., 2008). This
may be one of the important tendencies that should be considered when individuals attempt to
make sense of physical symptoms through social environment as it may help to interpret
somatic symptoms (Kirmayer & Young, 1998). Individual with Asian origin have been
shown to be less likely to seek social support (e.g., explicitly sharing stressful event)
compared to European American, however, they received the benefit of implicit social
support where they were emotionally comforted without explicitly sharing the cause of

stressful event (Uskul, 2010).

Spirituality, family relations, physical and mental well-being have been shown as interrelated
aspects to health among Maori individuals in New Zealand, hence, problems in one of these
aspects may be attributed as a cause of an illness (Durie, 1994). Early studies conducted in
most rural Turkish populations indicated that this group was greatly influenced from cultural
beliefs and used religious practices for healing in the context of psychiatric disorders (Ozturk
& Volcan, 1971). For instance, beliefs related to “God’s will” and “evil eye” which have
been frequently associated with psychological and physical difficulties and personal failures
(Ozturk & Goksel, 1964). Similarly, a qualitative study conducted among Greek Cypriots

living in the UK demonstrated religious related attributions, participants used cultural
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discourse while sharing experiences, for instance, marazi represents depressive symptoms
and sadness that harms a person physically or mentally. They also made reference to the
importance of social relations as lack of social relations might be linked to stress and
worsened health status (Papadopoulos, 1999). Taken together this evidences aspects of
culturally determined attributions for health and well-being, as well as sharing some

similarity to other cultures where social relations are important.

Individuals from collectivist cultures may be more likely to be influenced by spiritual and
philosophical orientations of the culture that determine social relations with others and the
physical environment (Vitell et al., 2016). Therefore, they would have a more holistic view in
making sense of illness experiences rather than greatly focusing on the physiological process
of illness development which might be more likely to be observed in individualistic cultures
(Uskul, 2010). Collectivism emphasises social responsibility, achievement, and desire to
fulfil social obligations in the context of interpretation of illness. A study examining past
iliness experiences indicated that individuals who saw themselves as relational (collective)
were more worried about social outcomes of illness, their concerns included being a burden
to someone else and being unable to fulfil social responsibilities (unable to work) (Uskul &

Hynie, 2007).

Cultural differences in the perception of self and world will be reflected on health and illness
experience (Uskul, 2010). For instance, those from individualistic cultures may be more
likely to emphasise the physical body as it can be considered as a goal within an
individualistic culture, on the other hand, in collectivistic cultures, a healthy body is more
likely to be considered as a resources that helps one to fit into social (collectivistic) context

(Uskul & Hynie, 2007). Causal beliefs related to illness may vary depending on features of
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cultural values. Particularly, it has been suggested that most frequent causes reported tend to

be different between cultural groups (Uskul, 2010).

2.5  Cultural Influence on IlIness Perceptions

Several models have been used to understand illness behaviours, for instance, explanatory
models have been used to gain deeper understanding of illness beliefs and behavioural
responses (Baumann, 2003). Explanatory models have investigated cultural factors as related
to health beliefs (i.e., illness narrative) by examining how a person makes sense of somatic,
social and psychological experiences within a given cultural context (Kleinman et al., 1985).
For instance, explanatory models of diabetes among individuals from Latino backgrounds
demonstrated that the individuals reported economic and family problems as causal
attributions for diabetes (Poss & Jezewski, 2002). It has been suggested that family
relationships are important that can serve as buffer to cope with stressful life events from the
perspective of individuals from Latino background (Luyas, 1991). On the other hand, studies
informed by self-regulation theory have used quantitative methods to categorise illness
perceptions (Meyers et al., 1985; Weinman et al., 1996). This approach is helpful to identify

predictive associations between illness beliefs and actions.

Acknowledgment of cultural influences on health and illness helps to better understand self-
regulation process (Baumann, 2003). The self-regulation process includes both personal and
collective experience (Vohs & Baumeister, 2004). In order to clarify illness experience and
factors that shape this experience, it is critical to understand how an individual views the
world. Individuals who are actively involved in problem solving attempt to interpret and
make sense of bodily changes. This makes it clear that cultural values are also involved in

and play a role in self-regulation process. Individual’s mental representation and experience
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of illness is influenced by cultural values as processing information (e.g., diagnosis) is
determined by both the internal and external environment (Baumann, 2003). A person
attempts to identify and make sense of somatic experiences in different ways such as by
categorising to determine implications. This categorisation may be affected by previous
personal experience, and/or through seeking healthcare advice. Cultural values are critical in
this process, and it helps to clarify the interpretation based on normative beliefs (Baumann,

2003).

The critical role of culture should be studied in a particular context to unearth beliefs and
behaviours that are related to a specific social context (Helman, 1990). It is important to
define culturally shaped schemas that can explain illness discourses and labels. Cultural
values are observed in schemas and shape individuals’ interpretation of symptoms and
feelings and behavioural responses. With its impact on individuals’ schemas, cultural values
and beliefs determine how an individual interprets healthy or ill, acceptable or deviant, and
normal or abnormal (Angel & Williams, 2000). Defining illness perceptions and related
behaviours as pure product of cognitive schema would not be accurate. Instead, culturally
defined cognitive aspects of illness experience would allow better sense-making of health
behaviours, at the same time, they can potentially elicit emotions such as distress, or anxiety.
Hence, emotional symptoms regarding illness experience may be clarified when it is
considered in parallel with the cognitive aspect. This is due to fact that what a person feels as
emotion such as fear, is likely to depend on what is determined as threatening by cultural
factors (Angel & Williams, 2000). The socio-cultural environment plays a role in perception
of health and illness by guiding how a person will feel and react in the case of physical
changes. Therefore, it would not be wrong to assume that subjective illness experiences may

be shaped by the socio-cultural environment.
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Leventhal and colleagues advanced that Common Sense Model (CSM) of self-regulation
(Leventhal, 1984), more specifically, perception of disease as interpersonal as well as an
intrapersonal process. Personal, cultural, and social, factors are assumed to have an impact on
the components of illness perception. Moreover, contextual factors are also involved in
sources that may affect problem solving processes which are critical for disease management.
Nevertheless, contextual factors are not necessarily influencing illness outcomes directly.
Overall, Leventhal and colleagues highlighted the importance of contextual variables in
understanding illness perceptions. For instance, cultural and social aspects of health
behaviours indirectly influence changes in illness perceptions and responses (Leventhal et al.,
1997). For instance, research examined illness and treatment perceptions and found that
social pressures may reinforce specific perceptions of health threat and particular coping

procedures (strategies) for disease management (Leventhal et al., 1997).

Domains of illness perceptions that form the CSM of self-regulation seem universal across
different societies despite cultural factors shaping characteristics of the domains of illness
perceptions (i.e., identity, duration, consequences, timeline, controllability) (Baumann, 2003).
Similar cultures may share aspects of illness perceptions in a particular context. For instance,
Latino cultures that share language including Latin America and Caribbean populations tend
to share similar illness perceptions (Baumann, 2003). Moreover, it has been suggested that
somatisation of emotional distress is commonly observed in some cultural groups where
psychological concepts are not well-developed (Mechanic, 1995). These cultures tend to
attribute somatic experience of emotional distress to illness as they are less likely to
emphasise conditions related to emotional distress (Al Busaidi, 2010). Nevertheless, cultural

values can determine concepts related to emotional representations of illness and this may
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modify symptom experience, procedures adopted and other aspects of self-regulation process

(Baumann, 2003).

Self-regulation models are frequently criticised for representing mental processing within
individuals and ignoring the contextual factors that may influence the process itself (Ogden,
1995). However, self-regulation models that highlight both perceptual and conceptual
components of the process also consider how individuals relate to their environment
(Leventhal et al. 1997). There are several models aiming to predict health behaviour such as
Health Belief Model (Becker, 1974), Theory of Reasoned Action (Ajzen & Fishbein, 1980)
and the Theory of Planned Behaviour (Ajzen, 1991). These models generally consider a
person who makes informed decision by evaluating pros and cons in relation to the utility of
behaviour. These processes can be considered as initial phases in self-regulation where a
person sets behavioural goals, yet these models do not allow including emotional processes-
they fail to consider that self-regulation is dynamic process that may reshaped overtime
(Leventhal et al., 2016). This distinguishes the CSM of self-regulation from other models and
makes it useful while studying health behaviours (Cameron & Leventhal, 2003).
Characteristics of health threat and resources present in the social and cultural aspects
determine coping procedures (strategies) that adopted. In the CSM, self-regulation is both a
definition of the process that shows what the content is and what is being regulated. This
characteristic differentiates the CSM of self-regulation from other approaches used to study

health behaviours such as Health Belief Model (Cameron & Leventhal, 2003).

Social and cultural influences on self-regulation have been well-recognised in the CSM
(Brownlee et al., 2000; Cameron & Leventhal, 2003; Leventhal et al., 1998). It is

acknowledged that social and cultural determinants are involved in individuals’ health and
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illness perceptions. Leventhal and colleagues and assumed greater cross-cultural similarity in
attributes among Western societies yet they have suggested that cultural differences affecting
variance in domains of CSM is likely (Leventhal et al., 1997). Leventhal and colleagues
highlighted two ways to illustrate socio-cultural impact in illness perceptions. Firstly, they
have indicated that culture is a resource to provide linguistic material to categorise illness
related events, secondly, they have stated that social relations can affect the interpretation of
information regarding somatic experience and adoption of particular procedures (coping
strategies) for illness management. It has been suggested that other individuals can play a role
in establishing the five dimensions of illness perceptions. Hence multiple resources including
family, healthcare professionals and peers can shape an individual’s illness perceptions. This

provides a deeper insight into the self-regulation process (Leventhal et al., 2003).

Perceived relations with others such as connection, have been associated with symptom
expression and the emotional representations that are elicited by symptoms (consequences).
Cross-cultural studies not only indicate differences in causal beliefs related to illness but also
demonstrate variance in beliefs related to illness consequences. Causal beliefs observed in
Western societies seem to be more related to the physical world while in collectivistic
contexts, metaphysical and connectedness with others appear to gain more importance in
relation to causality (Uskul & Hynie, 2007). Leventhal and colleagues defined self-regulation
of health and illness in terms of its own dynamic context where management of illness can be
considered as shared work that includes loved ones and family members. They clearly
suggested illness related behaviours and attitudes are better explained within its socio-cultural
context as social aspect of the illness experience cannot be underestimated. Receiving
information, sharing thoughts about diagnosis and treatment and even emotion regulation

includes others in the process of self-regulation (Leventhal et al., 2003). It is recognised that
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socio-cultural factors can determine illness beliefs, attitudes and actions which are important

components of self-regulation model of health and illness (Leventhal et al., 1984).

Most models studying health and illness are developed and tested in Western societies that
represented mainly the individualistic framework. This case raises questions on
generalisability of the models to societies that likely are collectivists. Therefore, testing
established models in a variety of cultures by emphasising socio-cultural factors is
encouraged to gain a clear picture of the nature of and interrelations between illness
perceptions, behaviours, and cultural beliefs (Uskul, 2010). Examining illness perceptions
within individualism-collectivism framework, one could expect to observe how illness beliefs
may be shaped by individualistic or collectivistic cultural characteristics of a particular socio-

cultural context.

2.6 Methodological Rationale of the Research Programme

It is known that cultural values may shape illness beliefs which have been closely associated
with illness experience. llIness perceptions of Turkish Cypriots patients with kidney failure
have not yet been studied. Given the recommendations of previous research and the fact that
the target patient population is an under-represented cultural group, this programme of
research will adopt a mixed-methods approach including qualitative interviews to gain an in-
depth understanding, and a quantitative measure to observe the potential change of illness

perceptions and outcomes over-time.

Mixed-methods research utilises strengths of both quantitative and qualitative methods. This
combination can facilitate obtaining a complete understanding about an issue or events rather

than using either quantitative or qualitative approach to understand one aspect of the problem
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(Creswell, 2015). It is crucial to think about the philosophical assumption that will be
associated with mixed-methods research as it is not only informs procedures but is also
influenced by the research problem and researchers’ perspectives. Critical realism has been
used in some mixed-methods research as it is one of the standpoints that allow researchers to
integrate different data sources and interpret the findings. Generalising findings is not a
priority for critical realist perspective, instead it highlights the importance of events in a
particular context. Critical realist researchers can also use theoretical frameworks however,
they still believe that they can only partially know about reality which emphasises the
recognition of others’ perspectives (Shannon-Baker, 2016). Critical realist standpoint will be
used for this research program as it offers to understand experiences of the research
population and identify and explain the association between variables within the socio-

cultural context.

Taking critical realist perspective informed by Leventhal’s (1984) illness perception
framework of CSM of self-regulation, this programme of research aims to integrate
qualitative and quantitative data to understand experiences of Turkish Cypriot patients
receiving HD treatment. As there is no evidence available about this population, conducting
qualitative study firstly will provide insight about how this patient group experience kidney
failure. Additionally, the qualitative study will indicate to what extent questions related to
iliness beliefs framed by the quantitative measure of illness perceptions are clear for the

patient group. This is important as it will guide further steps of this research programme.

Mixed-methods research can be conducted with a longitudinal methodology. A
methodological review study reported the types of longitudinal mixed-methods research and

their procedures (Plano Clark et al., 2015). The review suggested that a variety of forms have
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been used to conduct longitudinal mixed-methods research and there are differences in terms
of implementing studies and interpreting the findings. Plano Clark and colleagues (2015) did
not offer a typology of logical longitudinal mixed methods designs. However, according to
the terms they used, this programme of research aims to use procedures of prospective
longitudinal (exploratory sequential) mixed-methods design. The qualitative study in a single
time point will inform the follow-up quantitative measure that will be collected at three
different time points (Figure 2.2). lliness perception researchers particularly those studying
patients with CKD have suggested to utilise longitudinal methodology as it can increase our

understanding about change in perceptions and associated illness outcomes.

¢ A qualitative study with patient group
eData collection and analysis (theme development)

*Using qualitative data analysis to identify variables to measure (based on the themes)
e|dentifying specific quantitative research questions

¢ Applying quantitative measures to the patient group
eData collection at Time 1, Time 2 and Time 3
eQuantitative data analysis

eQualitative systematic review (in parallel with the quantitative study)

A qualitative study with healthcare professionals (in parallel with the quantitative study)
eData collection and analysis

Figure 2.2: Prospective Longitudinal (Exploratory Sequential) Mixed-Methods Design of the

Research Programme
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In summary, by using the illness perception framework as a lens, this research programme
intents to understand the experiences of Turkish Cypriot patients receiving HD. An
exploratory sequential mixed methods design will be used. This involves collecting
qualitative data first to achieve an in-depth understanding, which will help to identify
variables for the quantitative measures. After identifying the variables and quantitative
research questions, the quantitative measures will be implemented longitudinally at three
different time points. This will help to describe illness perception trajectories of the patients.
At the same time, qualitative systematic review will be conducted to understand illness
perceptions of patients receiving dialysis, the findings of this review can be compared with
findings of first qualitative study. This discussion may reveal whether the target patient group
experiences are similar to experiences of other dialysis patients in different settings.
Additionally, another qualitative study will be conducted in parallel with the longitudinal
quantitative study. This qualitative study will aim to understand perspectives of healthcare
professionals in relation to patient experience. The following chapter will give overview of

methods adopted to meet aims of the research programme.
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Chapter 3: General Methods

3.1 Introduction

The aim of this chapter is to provide a general overview of the methodological approaches
used in this research programme. The programme of work includes several studies designed
to explore the experiences of Turkish Cypriot patients receiving haemodialysis (HD)

including how this is shaped by illness perceptions.

Mixed-methods research is suitable approach to reach informative, complete, and
comprehensive findings (Johnson et al., 2007). Mixed-methods approach has been widely
described as research which mixes quantitative and qualitative methods to collect and analyse
the data in a single or series of studies. Main assumption of the mixed-methods research is
that it allows answering some research questions in elaborative way compared to a single
method research (either quantitative or qualitative method). Researchers may use mixed-
methods for several aims such as validating findings, generating data, and to increase
understanding with the complementary approach (Creswell & Plano Clark, 2018; Dures et al.,

2011).

As both qualitative and quantitative methods have strengths and weaknesses, combining both
methods can be helpful to address complicated multi-dimensional events such as long-term
conditions (Nicca et al., 2012). Integrating quantitative and qualitative methods facilitates to
adopt holistic approach in data collection and analysis which in turn helps to generate
conceptual framework, to corroborate quantitative results by relating the information
obtained from qualitative study (Onwuegbuzie & Leech, 2004). In a good mixed-methods

research, limitations of different methods should not overlap while their strengths should be
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complementary (Curry et al., 2009; Johnson & Turner, 2003). By integrating different types

of data, researchers can enhance their understating about complex health issues.

A mixed-methods programme was selected to balance mapping of patterns with in-depth
inquiry (Doyle et al., 2016; Tarig & Woodman, 2013). The thesis includes the following
studies:
e |lIness perceptions of Turkish Cypriot patients receiving haemodialysis treatment: a
qualitative study (Study 1)
e llIness perceptions of patients receiving dialysis for the treatment of kidney failure:
systematic review of qualitative studies (Study 2)
e Trajectories of illness perceptions in patients with kidney failure being treated by
haemodialysis or peritoneal dialysis (Study 3)
e Perspectives of Healthcare professionals in North Cyprus on psychosocial care needs

of patients receiving dialysis (Study 4)

This research programme adopted a mixed-methods approach that used an exploratory
sequential design with longitudinal methodology. As the patient group has not been studied
earlier, designing a qualitative study at the first phase helped gain an in-depth understanding
of patient experience. Patients receiving dialysis tend to report various challenges due to
treatment burden (Sav et al., 2017; Song et al., 2019). A systematic review was included in
the research programme to understand to what extent the patient group reported similar
experiences to patients receiving HD in different regions. Additionally, a prospective
longitudinal study was designed to observe changes in illness perceptions and associated
illness outcomes overtime. Variables to measure were identified by analysis of the qualitative

study at the first phase. In parallel to the longitudinal study, another qualitative study was
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designed to understand the views of healthcare professionals on patient experience. The aim

of involving healthcare professionals was to further the applied use of the findings.

3.2  Sample

All participants recruited were Turkish Cypriots who live in Northern Cyprus. Turkish
Cypriots can be considered as a minority ethnic group underrepresented in health research.
Several cultural/ethnic groups have been living in Cyprus. Greek Cypriots and Turkish
Cypriots have been majority groups, respectively. Although Cypriot culture has been
influenced by Turkish and Greek cultures from mainland Turkey and Greece, respectively,
Cypriot culture is different. Religious practices may differ, however, Greek Cypriots identify
themselves as Orthodox Christian, whereas Turkish Cypriots identify themselves as Muslim.
Although Greek and Turkish Cypriots share many socio-cultural characteristics, spoken
languages and adopted faiths are different in these communities. Turkish Cypriots speak
Turkish with Cypriot dialect whereas, Greek Cypriots speak Greek with Cypriot dialect. After
the announcement of the independent Republic of Cyprus in 1960, conflicts between two
groups emerged, leading to division. Unfortunately, Cyprus is currently a divided country.
Greek Cypriots mainly live in Southern, which the Republic of Cyprus governs, and Turkish
Cypriots mainly live in Northern Cyprus, governed by the Turkish Republic of Northern

Cyprus (Arbuckle, 2008) (Figure 3.1).
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Cypriot culture has been considered as collectivist, however, research has suggested that

Turkish Cypriot culture is associated more of a vertical collectivist compared to Greek

Cypriot culture (Zorba, 2015). Individuals with collectivist cultures tend to prefer

interdependent relationships and consider group goals prior to one’s own goals. Cultures

associated with vertical collectivist particularly tend to emphasise hierarchy by complying

with authorities and increasing group cohesion (Shavitt et al., 2011).

3.2.1 Patient Group

The target population of this research programme was patients receiving HD treatment in

Northern Cyprus. To date, this patient group has not been studied. Also, the experiences of

Turkish patients receiving HD have been poorly studied in Turkey, with only limited research

from this area. Consistent with the literature, available research indicates that Turkish patients

receiving HD experience emotional distress (Tezel et al., 2011). Limited research has

investigated illness perceptions of Turkish patients receiving HD treatment (Karabulutlu &
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Okanli, 2011). However, illness outcomes in kidney failure have been generally investigated
by using illness perception framework, particularly in Western societies (Griva et al., 2009;
Kim & Evangelista, 2010; Pagels et al., 2015). Nevertheless, evidence shows illness
perception framework have been used cross-culturally and domains appear to be stable across
different groups (Hajmohammadi & Shirazi, 2017; Seyyedrasooli et al., 2013). As the illness
perception framework has been helpful to describe experiences of cultural groups, the studies
of this research programme were informed by illness perception framework of CSM of self-

regulation (Leventhal et al., 2003; Parfeni et al., 2013).

The number of patients who commenced dialysis treatment in Northern Cyprus was 59 in
2019. In the same year, there were 220 patients receiving dialysis (i.e., haemodialysis [HD]
or peritoneal dialysis [PD]). Although Northern Cyprus has a small population, the incidence
and prevalence of kidney failure treated by dialysis are high in Northern Cyprus (Connor et
al., 2013). Before commencing dialysis (i.e., HD or PD), patients typically receive pre-
dialysis treatment in Northern Cyprus. In 2019, there were only three dialysis services in
three different cities (i.e., Nicosia, Kyrenia and Famagusta). Therefore, the first qualitative
study sample included participants from three services. In 2020, another state hospital in a
different city (i.e., Morphou) had started to provide dialysis services. The prospective
longitudinal study included participants from four state hospitals in total. All patient data

were collected between January 2019 and November 2021.

3.2.2 Healthcare Professionals

Evidence highlights the treatment burden and its demanding consequences on patients
receiving HD (Ng et al., 2020). Treatment burden and complex illness outcomes experienced
by patients receiving dialysis remain as an issue. Therefore, this research programme aimed

to gain insight into this issue by collecting data from patients receiving dialysis and
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healthcare professionals who work at the nephrology department in Northern Cyprus. As
patients receiving dialysis, particularly HD treatment, frequently see healthcare professionals
in the hospital setting, it is essential to understand the views of healthcare professionals on
patient experience. Planned studies aimed to understand patient experience by identifying the
challenges and needs of patients. Healthcare professionals (doctors and nurses) who work at
nephrology departments were invited to participate in the interview study. In 2021, there
were four dialysis services in four different cities (i.e., Nicosia, Kyrenia, Famagusta and
Morphou). Data were collected from all services to understand the perspectives of healthcare
professionals who work at nephrology departments. It is hoped that this research programme
will describe patient experience and provide suggestions for future interventions supporting
both patients and healthcare professionals who work at the nephrology department in

Northern Cyprus.

3.3  Study Methodology

Parts of this research programme were undertaken during the Covid-19 pandemic. Due to
Covid conditions, local healthcare practices in Northern Cyprus have also been negatively
affected, similar to different regions across the globe. For instance, patients receiving pre-
dialysis treatment had difficulty regularly attending face-to-face hospital appointments. Such
circumstances also influenced the scheduling of commencing dialysis treatment. On the other
hand, kidney transplantation surgeries have decreased due to the limited usage of hospital
facilities in 2020. Data were collected according to local healthcare recommendations
regarding Covid conditions since 2020. The data collection method had started face-to-face in
2019 (Study 1) and then it was changed to via telephone with the advice of the local ethics
committee in 2020. In Study 3, baseline data collection was completed face to face (in 2020),
and 6 months and 12 months follow-up were completed through telephone (in 2021). In the

meantime, data collection for Study 4 were competed face to face by taking precautions
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regarding Covid pandemic such as performing antigen test before and after interviews. Study
4 was planned to be conducted through online platform (i.e., Zoom meetings), however, local
healthcare professionals in nephrology department were not quite familiar with online
meetings and they did not find it feasible. Hence, they requested face to face interview by
taking precautions. The local ethics committee was informed about the request and
permission was obtained for face to face data collection for Study 4 with condition of taking

precaution.

3.3.1 Qualitative Interviews (Study 1 & Study 4)

Qualitative methods in health research have gained importance as it allows researchers to
understand how individuals make sense of their condition. There are different methods of
collecting qualitative data, however, the most commonly used methods in psychology consist
of one-to-one interviews and focus groups (Marks & Yardley, 2003). Qualitative interviews
allow participants to share their experiences and unearth perceptions and attitudes that may

not have been observed earlier (Braun & Clarke, 2006).

One-to-one interviews have been used to understand the lived experiences of patients with
long-term conditions. This method has been helpful to know how patients make sense of their
condition and experiences (Braun & Clarke, 2014). Unlike quantitative methods, researchers
can collect rich data to gain insight into the patient experience. Qualitative interviews can
provide an in-depth understanding of the phenomenon of interest rather than testing
hypotheses and predictions. Qualitative interviews in health research are used commonly to
identify the needs of individuals who receive treatment in medical settings. In addition, they
may help enhance the patient experience by informing healthcare practices (Daly et al.,

2007). For example, kidney research has frequently used one-to-one interviews to understand



97
patient experience and perceptions regarding illness and treatment adherence (Karamanidou
et al., 2014; Rees et al., 2018). Considering the patient group has not been studied before, it

was expected to obtain rich information by conducting one-on-one interviews.

Qualitative interviews in health research have been critical to understanding the perspectives
and perceptions of healthcare professionals in clinical settings (Andersen-Hollekim et al.,
2021). Data provided by healthcare professionals are crucial as it can contribute to tailoring
interventions in clinical settings. Healthcare professionals’ views in Northern Cyprus have
not been reported yet like the patient group. Conducting one-to-one interviews with
healthcare professionals who work at the nephrology department seemed appropriate since it
provides the opportunity for interviewees to feel more comfortable expressing their thoughts
and experiences. By conducting one to one interviews with nurses and doctors who work at
the nephrology department in Northern Cyprus, it was hoped to gain insight into local
healthcare practices regarding psychosocial care needs of the patients. Nevertheless,
qualitative data can help understand how well current support is working and to offer
recommendations for service development as well as health policy (Pope et al., 2002; Yuan et

al., 2022).

Interviews can be conducted in different forms, including structured, semi-structured and
unstructured. All questions in structured interviews are asked to participants, and guideline is
followed precisely. Therefore, data in structured interviews are collected straightforwardly.
Interviewer and interviewee are less likely to interact as questions are designed to focus on
the topic and maximise consistency. Structured interviews are frequently used in survey
research for theory-testing (May, 1991). On the other hand, in unstructured interviews,
questions are asked in inconsistent form and are not pre-determined (Stuckey, 2013). In semi-

structured interviews, questions are pre-determined and are not strictly followed in order.
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Depending on the discussion, answers for some questions may come up; in this case it is not
required to ask questions on these issues in the topic guideline. The interviewee usually leads
the discussion as they can freely express their thoughts and experiences, however, the
interviewer makes sure that the topic of interest is discussed in the detail required. Hence
interviewer input is vital in shaping the discussion. For instance, the interviewer may ask
questions that are not pre-devised but may seem relevant to the interviewee's experience.
While designing questions for the interview topic guideline, researchers tend to determine
probes that may include examples and prompts to facilitate discussion to obtain rich data at
the interview. Therefore, semi-structured interviews can be considered as flexible though
possessing a structure in terms of including pre-devised questions and probes that aim to

address the research question.

There are various qualitative data analyses techniques used to analyse qualitative interviews.
Commonly used techniques include interpretative phenomenological analysis (IPA),
grounded theory (GT), thematic analysis, and qualitative content analysis (QCA). These
methods may differ on epistemological assumptions and analytical techniques guiding the
research process in terms of designing a research question, sampling, data collection
methods. Thematic analysis and QCA are frequently recognised as methods that allow
researcher to use theoretically flexible techniques. QCA has been viewed as a method that
can only produce descriptions of the phenomenon of interest, therefore it can be considered
as the least interpretative qualitative data analysis technique among approaches mentioned
above (Braun & Clarke, 2020). On the other hand, approaches like IPA and GT are
theoretically informed methodologies that offers a framework for qualitative data analysis.
For instance, IPA represents phenomenology- theoretical framework — that focuses on
understanding how individuals experience and make sense of the world. Research questions

aim to gain understanding on personal experience and sense-making process on a particular
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context. Therefore, sample sizes tend to be small and homogenous, representing more
idiographic approach to identify unique characteristics of each case (Smith et al., 2009). On
the other hand, there are several different approaches using GT. It has been suggested using a
GT approach particularly when research questions relate to social processes and factors that
shape particular phenomena (Charmaz, 2014). One of the key characteristics of GT is that
data collection and data analysis continue concurrently. This theoretical sampling-
developing analysis informs participant recruitment. Saturation can be described as the point
at which theoretical sampling/ data collection stops as there is no more new insight can be

obtained according to impression of researcher (Braun & Clarke, 2019a).

Thematic analysis has been frequently used to analyse qualitative data, particularly in
interview and focus group studies (Braun & Clarke, 2021). Approaches to thematic analysis
have been distinguished (Braun & Clarke, 2019b). These are coding reliability, codebook and
reflexive thematic analysis. Coding reliability adopts a (post)positivist paradigm therefore,
this approach focuses on the accuracy or reliability of the coding process. Researcher
subjectivity or bias is perceived as a critical issue that negatively affects the reliability of the
analysis. With this approach, researchers aim to produce “objective” knowledge that is
believed to be repeatable (Boyatsiz, 1998). Postpositivist perspective views reality as singular
which is observable independently from the researcher (Creswell & Plano Clark, 2018).
Themes may be developed before or after data familiarisation, and they are usually based on
data collection questions (e.g., questions asked in the interview). In other words, themes are
frequently understood as topic summaries that overview what participants have said about a
particular topic. Such themes tend to be short as they summarise the responses of participants.
The coding frame (or codebook) is used during analysis by multiple coders who work
independently. Then coding reliability is calculated to establish the level of agreement

between multiple coders (O’Connor & Joffe, 2020). Agreement on a theme represents the
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assumption that “theme is meaningful” (Braun & Clarke, 2021). On the other hand, codebook
approaches can be understood as standing somewhere between coding reliability and
reflexive thematic analysis (TA) in analysing qualitative data. It includes a structured coding
process through codebook or coding frame and theme development as topic summaries (like
coding reliability). Also, it recognises researcher subjectivity as an inventible source for
research (like in reflexive TA). Framework (Ritchie et al., 1994) and template (King, 2012)
analyses can be considered using the codebook approach. Researchers do not typically
calculate intercoder reliability in this approach; instead, the codebook can be used to report

the analysis and inform the coding process (Braun & Clarke, 2021).

To analyse qualitative interviews in this research programme, thematic analysis informed by
Braun and Clarke approach (Braun & Clarke, 2006; 2019b), which is now known as reflexive
TA, was used. Reflexive TA is a flexible method to analyse qualitative interviews by
identifying patterns of meaning across the dataset. This technique allows observing
similarities and differences within an aspect of the research topic. Rather than summarising
data, it will enable the researcher to describe participants’ experiences with interpretation and
provide a story that exceeds participants’ responses. Unlike GT, using saturation — theoretical
sampling — is not consistent with reflexive TA’s approach to qualitative data. Despite this
saturation is commonly used as rationale for sample sizes in different types of TA
approaches, though it is problematic in reflexive TA research as it gives impression that
researcher should discover and reveal themes that are already exist out there. However,
conceptualisation of qualitative research in reflexive TA encourages to work on generating
knowledge as there is always chance to shape our understanding (Mason, 2010). There is no
clear way to justify sample size (participant group) in reflexive TA. Researchers are
recommended to reflect on “information richness” of participant group and how it may be

consistent with aims of the research. For instance, thinner data would require larger sample
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size (data set) to have sufficient information power (Malterud et al., 2016). On the other
hand, the coding process does not require multiple coders as the quality of analysis is not
dependent on the agreement of multiple coders. Using a single coder is typical in this
approach. However, quality in reflexive TA can also be achieved through multiple analysts if
it aims to increase reflexivity and interpretative depth rather than an agreement between
analysts. Themes are considered analytic outputs generated after coding the entire dataset.
Themes in reflexive TA represent a shared idea or central organising concept, that is, they are
not “topic summaries”. Researchers do not discover themes, instead they produce themes by
analytic engagement with data set, personal positioning, assumptions and reflection (Braun &
Clarke, 2021). Reflexive TA is a suitable data analysis technique where the researcher aims
to describe shared meaning within the dataset. Therefore, reflexive TA was used to analyse
qualitative interviews in the research programme. Although this technique is flexible,
researchers should determine whether they will use inductive (bottom-up approach),
deductive reasoning (top-down approach which a theoretical framework guides analysis), and
semantic and/or latent coding. Also, researchers should think about their epistemological
assumptions as this will shape their analysis and report writing. For instance, experiences can
be framed directly as language reflects experiences in the essentialist approach. According to
the constructionist approach, experiences are socially produced. Therefore, the constructionist
approach highlights socio-cultural context that allows making sense of individuals’
perceptions (Braun & Clarke, 2006). Studies of the research programme were guided with a
critical realist approach. Therefore, analyses of the qualitative interviews were completed by
a critical realist standpoint, which assumes reality exists; however, observing reality

independent of observer (e.g., researcher) is impossible (Sturgiss & Clark, 2020).

Reflexivity is the foremost characteristic of reflexive TA. It is critical in every phase during

the analysis. A researcher should be aware of their position and/or relationship to the research
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topic and how they contributed and shaped the analysis with their socio-cultural values,
educational background, and experiences. The researcher’s subjectivity is crucial for quality
reflexive TA. Researchers should be aware of and present their perspectives. It has been
suggested to be critical and engaged to be reflexive during the research process (Braun &
Clarke, 2021). The researcher is expected to reflect on their understanding, personal
positioning, relationship with participants, expectations, and assumptions regarding the
research topic. These have been recognised as personal reflexivity (as cited in Braun &
Clarke, 2021). Reflections and thoughts related to methodological choices can be considered
as functional reflexivity. On the other hand, disciplinary standpoint can be regarded as
disciplinary reflexivity. Different types of reflexivity have been suggested however, there is
limited evidence on how to do reflexivity and include reflexivity in research reports. It has
been recommended to use a reflexive journal during the research process. It helps researchers
to note their insights, thoughts, experiences and observation during interviews. These notes
facilitate reflexivity by being more critical and increasing the researcher’s awareness of their
input. It is expected that all types of reflexivity will intersect and shape analysis during the
research process. Reflexivity should be included in research reporting (Braun & Clarke,
2021). As recommended, a reflexive journal was kept for both qualitative interview studies of

this research programme.

According to Braun and Clarke’s guideline, reflexive TA has six phases. These are 1-
familiarisation with the data, 2- coding the data, 3- generating initial themes from the codes
and coded data, 4- reviewing and developing themes, 5- defining, naming and refining
themes, and 6- writing up the report. In the first phase, data (e.g., audio-recorded interviews)
are transcribed, read, and re-read to note initial ideas about interesting and relevant sections
to the research question. In the second phase, initial codes are generated systematically for

the entire data set. In the third phase, the researcher goes through all codes and groups them
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into different categories depending on the aspect of the research topic represented. At this
stage, some codes may be discarded, for instance, if they seem not to be relevant to the
research topic. In this phase, initial themes are developed based on clustered codes. In the
fourth phase, the researcher reviews candidate themes developed in the third phase. The
themes are checked against the dataset to ensure that participant responses support them.
Some themes may be merged, re-named and/or discarded at this phase. Themes are reviewed
against supporting codes and data extraction and whether they seem to be related to each
other to describe the research topic. Themes should represent a distinct aspect of the research
topic, at the same time, should be meaningfully related to each other. At this phase,
generating a thematic map is helpful to clarify the analysis. In the fifth phase, the researcher
defines each theme by providing a ‘story’ that identifies focus of each theme and its relation
to the research question. The researcher refines, re-names themes if necessary, and revise the
thematic map. The researcher identifies whether the theme can be supported by sub-theme(s),
which is one of the aspects of the theme. It is vital to name themes clearly, but titles should
make sense and include the researcher's interpretation. The last phase involves writing up the
final version of the analysis. Data extracts should support the presentation of narrative
analysis to provide examples of the ‘story’ for the reader. The narrative analysis describes
patterned meaning across the dataset and includes interpretation to answer the research
question/s. The narrative analysis should be presented with previous research findings. In
other words, the analysis should be contextualised with previous evidence (Braun & Clarke,

2006).

Analysis of qualitative interviews of the patient group was conducted manually. Data analysis
of qualitative interviews of healthcare professionals included manual coding, and then

analysis was completed in NVivo software (version 12).
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3.3.2 Systematic Review (Study 2)
Iliness perceptions have been frequently examined in several long-term conditions, including
heart related conditions, diabetes, and kidney failure (Broadbent et al., 2018). Although
quantitative examination of illness perceptions has dominated the literature, there is emerging
evidence on qualitative studies examining illness perceptions in chronic conditions (Wu et al.,
2015). It is acknowledged that qualitative methods can unearth experiences, thoughts and
attitudes. Hence, it can provide an in-depth understanding of the interest of research. There
have been several qualitative studies investigating illness perceptions in kidney failure. The
first study of this research programme intends to qualitatively describe illness perceptions of
Turkish Cypriot patients receiving HD treatment. A systematic review of qualitative studies
was planned to synthesise illness perceptions in patients receiving dialysis. With the review's
findings, it was hoped to understand to what extent perceptions and experiences of Turkish
Cypriot patients seem to overlap with patients' experiences in different regions. The synthesis
would also be helpful to guide future interventions in a clinical setting to enhance experiences
of patients receiving dialysis. This review would be the first study qualitatively synthesising

experiences of patients receiving dialysis within illness perceptions framework.

Traditional literature reviews have been widely used to summarise available evidence
representing a body of literature. Researchers may use (traditional) literature reviews for
several reasons, such as -to present an overview on a topic, -to indicate a historical aspect of
the development of evidence on a topic, -to determine lack of knowledge, similar and
different views on a topic, and -to describe relationships between key constructs from the
available evidence (Rozas & Klein, 2010). Although traditional or narrative reviews help
define an issue, they are limited in informing healthcare practice as they are mostly subjective
and primarily rely on the researcher’s knowledge and skills. Traditional literature reviews are

frequently based on sources selected from available studies. This increases the chances of risk
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of bias or systematic error. Therefore, it makes it challenging to achieve reproducibility and
lets findings heavily rely on the understanding and explanations of the researchers. In
traditional reviews, authors summarise the previous evidence rather than analyse and

synthesise the results.

To change practice in a clinical setting, it is beneficial to have clear recommendations based
on extensive knowledge. Therefore, single study findings are generally not sufficient to
inform healthcare practice (Gough et al., 2013). Also, it is acknowledged that not all
published studies are of high quality and reliable, they may have used inappropriate statistical
procedures and/or may not have conducted the study with lack of transparency, leaving the
study as questionable work. Consequently, literature reviews have improved by increasing
transparency in each stage, such as during the search process, data collection, assessment, and

synthesis (Aromataris & Pearson, 2014).

As traditional literature reviews are considered quite limited in terms of reproducibility, the
requirement of a more structured approach has been highlighted for the review process. The
systematic review has been considered a practical alternative approach, where applicable, as
it offers a comprehensive, unbiased synthesis of knowledge based on considerable evidence
that investigated the same topic. In a systematic review, a straightforward, systematic
approach is used to identify studies to minimise bias, facilitating providing reliable evidence
informing the future decision-making process (Higgings & Green, 2011). A systematic
review of evidence, when conducted with transparency, has the power to influence healthcare
decisions and policy. Systematic reviews help to reveal international evidence, examine new
practices, describe conflicting findings and inform future research and/or practice (Munn et
al., 2018). It is expected that systematic review will be reported explicitly. For instance,

Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) statement
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describes a checklist for a researcher to follow during research reporting to increase the
quality of the review (Page et al., 2021). Conducting systematic reviews includes building a
search strategy, study selection, critical appraisal and data extraction, which independent
reviewers typically complete to reduce the risk of bias (Aromataris & Pearson, 2014).
Although systematic reviews are conducted with different methodologies, there are well-
defined characteristics of systematic reviews that are internationally recognised. These

include:

e Clear research question/s and objectives

e Well-defined inclusion and exclusion criteria to determine eligible studies
e Comprehensive and explicit search strategy to identify relevant studies

e Quality assessment of eligible studies

e Analysis of extracted data

e Reporting the analysis and methodology explicitly and transparently

Conducting a systematic review will be depended on the research question. For example, a
systematic review may synthesise evidence on treatment effectiveness by reviewing
randomised controlled trials (RCT) (Picariello et al., 2017a). On the other hand, there are
systematic reviews conducted to synthesise qualitative evidence on patient experience (Reid
et al., 2016). The reviews may differ depending on the designs of included studies and the
type of extracted data. For example, quantitative focused systematic reviews frequently
include meta-analysis to identify the strength of relationships of variables or to synthesise the
effect of an intervention. On the other hand, systematic reviews of qualitative studies aim to
synthesise a group of individuals' perceptions, attitudes, and/or experiences. Also, there are
mixed-method systematic reviews that include meta-analysis (quantitative) and qualitative

synthesis of the previous evidence (Hnatiuk et al., 2019).
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Before starting to review, researchers are expected to develop a protocol for their review
study. The protocol should include information on research questions to answer, identified
keywords that will be used for search strategy, database indexes to search, inclusion criteria
for eligible studies, and data analysis technique used to synthesise the evidence. Depending
on the aim and topic of interest, the protocol for systematic reviews is registered in well-
known databases. For instance, reviews interested in the effectiveness of interventions are
registered in the Cochrane Library. On the other hand, reviews interested in health-related
outcomes are frequently registered in the PROSPERO database. The protocol for a systematic
review of the research programme was registered on the PROSPERO database (ID:

CRD42020202272). The steps for conducting a systematic review are as follows broadly:

Review question and inclusion criteria: Unlike traditional reviews that summarise available
evidence, systematic reviews aim to answer specific research questions. Identifying a clear
research question is crucial and the first step of the review. There are different approaches to
formulate a research question and develop a search strategy. Research questions for
quantitative reviews have been frequently informed by PICO (Population, Intervention,
Counter-intervention, Outcome) tool. As the focus and scope of qualitative reviews (also
known as qualitative evidence synthesis or systematic review of qualitative studies) are
different, the PICO tool may not be ideal for qualitative evidence synthesis. For instance,
questions of qualitative evidence synthesis may include additional/other interests such as
setting or context. Therefore, several frameworks have been developed to guide qualitative
evidence synthesis research questions. These include but are not limited to SPICE (Setting,
Perspective, Intervention or Phenomenon of Interest, Comparison, Evaluation) and SPIDER
(Sample, Phenomenon of Interest, Design, Evaluation, Research Type) (Flemming & Noyes,
2021). A suitable tool also helps clarify concepts used during the search. This is critical as it

will aim to capture relevant studies by indicating inclusion criteria explicitly. Using such a
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tool in the review is necessary to decrease the chances of potential bias. For instance, authors
will identify relevant studies based on the concepts rather than focusing on findings of
primary studies. The systematic review of the research programme utilised SPIDER
framework as it has been shown as a good alternative tool for qualitative evidence synthesis
(Cooke et al., 2012). Cooke and colleagues (2012) adapted components of PICO were
adapted to qualitative research and developed SPIDER tool. Considering smaller sample sizes
in qualitative research, ‘Population’ was reframed as Sample. ‘Intervention’ on the other
hand, was changed with Phenomenon of Interest as it is more suitable for aims of qualitative
research which may include behaviour, experiences, perspectives etc. Instead of
‘Comparison’, Design was used referring to study design and theoretical framework may
influence analysis and facilitate capturing qualitative studies in the search. Instead of
‘Outcomes’, Evaluation was added acknowledging subjective constructs of qualitative
synthesis. Also, Research type was added in the framework which may be useful for mixed

method reviews (Cooke et al., 2012).

Searching for relevant studies: By adhering to the framework used to clarify review
question, reviewers develop a search strategy. This search strategy should be comprehensive
enough to capture relevant studies. Reviewers spend some time doing a preliminary search
with early versions of the search strategy to ensure comprehensiveness. Initial search can be
conducted in PubMed and SCOPUS databases using keywords of identified concepts.
Reviewers may include more keywords throughout this search or change and/or remove some
keywords from the search strategy. Once the reviewers agree on the final version of the
search strategy, the reviewers run the search strategy in pre-identified databases after
registering the protocol. Manual search is also conducted by checking reference lists of
retrieved papers. Usually searching process also include ‘grey’ literature. For instance,

unpublished studies, including preprint papers, conference presentations, doctorate/master
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thesis, can be reached through Web search engines and databases for dissertations. Also,

reviewers may contact experts who study the topic of interest.

Study selection and quality assessment: Relevant studies are retrieved and checked against
inclusion criteria, then reviewers identify eligible studies. For instance, reviewers check
whether the primary study recruited the target population, measured or examined
topic/variable of interest etc. Once independent reviewers determine the eligible studies, the
quality of the eligible studies should also be assessed independently. Critical appraisal is vital
as some studies may be poorly conducted or reported, leading to bias in synthesis. In
addition, this process evaluates studies regarding methodological limitations, trustworthiness
and credibility (Soilemezi & Linceviciute, 2018). Different quality assessment tools are used
depending on the design of primary studies. For instance, Critical Appraisal Skills
Programme (CASP) qualitative checklist (CASP, 2018) has been commonly used to assess
the quality of qualitative studies. In contrast, Effective Public Health Practice Project
(EPHPP) tool (Thomas et al., 2004) is one of the quality assessment tools frequently used for
health-related quantitative studies. Those primary studies that show low quality and/or

conducted questionably are generally excluded from the review.

Data extraction and synthesis: When the quality of primary studies have been assessed,
relevant data should be extracted in pre-defined form. There are readily available extraction
tools designed for qualitative and quantitative studies (Joanna Briggs Institute, 2014). The
data extraction form can be pre-designed by reviewers. Reviewers extract information on the
research sample, study design, setting, year, research aim, main findings, etc. Relevant
citations may also be retrieved during data extraction to ensure relevant studies are not
missed. Once data have been extracted, researcher/s use a data analysis technique suitable for
the review question and the type of data extracted. For example, a review may aim to

estimate the overall effect of an intervention (e.g., psychotherapy approach), whereas another
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review may aim to understand patients’ and healthcare professionals’ experiences. A
quantitative focused review may statistically combine previously applied intervention to
estimate the intervention's overall effect, which is typically done by conducting meta-
analyses. On the other hand, another review may only present a narrative summary by
interpreting the synthesis or may present both analyses. Data synthesis can be completed by
using various methods. It is strongly recommended that reviewers consider several points
when deciding on an approach to use. These include review questions and epistemology that
underpin the synthesis, resources, knowledge and skills of the review team and type of data

(e.g., richness, qualitative/quantitative, etc.) (Booth et al., 2018, Flemming & Noyes, 2021).

The systematic review included in the research programme was qualitative evidence
synthesis (systematic review of qualitative studies). There are approximately 30 different
approaches that can be used to synthesise qualitative evidence (Booth et al., 2016).
Commonly used methods are meta-ethnography, thematic analysis, and framework synthesis.
Although they share several similarities, their approach to analysing qualitative data is
different, and each has strengths and limitations. Thematic synthesis interprets primary
research findings and provides new insights not clearly indicated by primary research. It
allows reviewers to inductively code data and develop descriptive themes, leading to analytic
themes if data is sufficiently rich (Thomas & Harden, 2008). This approach has been practical
to describe beliefs, attitudes, experiences of individuals with disease and those who have
received a healthcare intervention (Naidoo et al., 2020; Walker et al., 2019). However, if
reviewers’ qualitative skills are limited, the analysis produced may be simple and superficial,
which does not provide a higher level of explanation of the topic of interest (Flemming &
Noyes, 2021). On the other hand, framework synthesis uses an apriori framework to

synthesise extracted primary research findings. The main purpose of framework synthesis is
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to integrate findings that represent a particular context. Therefore, it uses mainly deductive
approach and is primarily suitable when existing framework can be used in review (Booth et
al., 2016; Flemming et al., 2019). Moreover, meta-ethnography is also one of the approaches
used frequently in qualitative evidence synthesis. It also aims to interpret a body of work and
provide new explanations and theories. However, meta-ethnography mainly aims to develop
a comparative understanding (Heyvaert et al., 2016). In other words, it is helpful to highlight
similarities and differences between critical findings and translate these to develop themes

(Atkins et al., 2008).

The aim of the review, type of data, philosophical assumption adopted (i.e., critical realist
standpoint) and qualitative skills and experiences of the reviewer led to use reflexive TA to
synthesise primary research findings in the systematic review of this research programme. As
it is a flexible method, reflexive TA has also been used in qualitative evidence synthesis
(Stewart et al., 2020). When undertaking the review study, it was hoped to integrate primary
research findings and explain them within the illness perception framework. At the same
time, it was expected to provide synthesis representing patients’ voices. The synthesis was
produced by using inductive and deductive reasoning at different levels. Overall, the aim of
the review, flexible nature of reflexive TA, type of data, and the fact that the reviewer already
had the experience of this method due to interview study (Study 1) made it feasible to utilise
reflexive TA in the review study in this research programme. The analysis was completed in
NVivo software (version 12). Qualitative Interviews section provides detailed information on
the phases of reflexive TA. Details on how these phases were applied in the synthesis are

provided in Chapter 5.
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Interpretation and implication for future practice: Findings of the analysis are
summarised, interpreted, and contextualised. Based on the findings, it is critical to provide
recommendations and implications for future research and practice. To achieve this, the
synthesis should be presented clearly with coherence, and suggestions should be supported by

data analysed (Aromataris & Pearson, 2014).

3.3.3 Prospective Longitudinal Study (Study 3)

Longitudinal designs in health research are essential to understand changes in health-related
perspectives and illness outcomes over a period of time. Longitudinal designs are particularly
helpful to assess the association between risk factors and the prognosis of the disease, and the
consequences of treatments over different lengths of time (Caruana et al., 2015). Longitudinal
designs have been rarely used in illness perception research, particularly in patients with
kidney failure. However, available research in the literature has highlighted that illness
perceptions can change overtime, and patients may report different illness outcomes in
kidney failure (Tasmoc et al., 2013). Therefore, a quantitative measure was used with
longitudinal design to identify illness perceptions trajectories in Turkish Cypriot pre-dialysis
patients and those who already receive dialysis (i.e., HD or PD). As data are collected
multiple times from particular groups overtime, longitudinal designs have advantages over
cross-sectional survey designs. Longitudinal survey studies are helpful to explain within-

person as well as between persons change overtime (Caruana et al., 2015).

Longitudinal data can be described as data collected from a group of cases on several
variables overtime. This description represents the notion that variables are repeatedly
measured. The data are collected to provide information about individuals’ behaviour and

attitudes regarding the research topic on several separate occasions (i.e., known as ‘waves’)
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(Ruspini, 2003; Taris, 2000). Types of longitudinal designs have been differently defined in
social research. Menard (2002) describes four widely used longitudinal designs: total
population designs, repeated cross-sectional designs, revolving panel designs, and
longitudinal panel designs. Researchers measure the whole population multiple times in total
population designs. In repeated cross-sectional designs, independent probability samples are
drawn and measured multiple times. These samples will typically consist of different cases at
different measurement periods. This design is also known as trend studies (Ruspini, 2003).
On the other hand, in revolving panel designs, researchers collect data from a sample
retrospectively or prospectively, then drop some of the cases and recruit new cases instead.
However, researchers measure the same sample in longitudinal panel design at each
measurement period. In the longitudinal panel designs, it is expected that sample size will
vary at each measurement period due to missing values (e.g., dropouts and/or death of
participants). This design typically is applied prospectively, and it is the only design that
allows observing changes at an individual level. In retrospective panel design, participants are
asked to recall events, whereas participants are measured over a period of time in prospective
panel design (Ruspini, 2003). In both retrospective and prospective panel design, missing
data can be observed due to several factors. For instance, participants may fail to recall
events, attitudes and behaviours and/or participants may be unwilling to respond to some
questions. Although longitudinal (panel) designs should not differ in data quality,
retrospective panel designs may be at higher risk for sampling bias (Menard, 2008).
According to the definition of Menard (2002), the quantitative study of this research
programme used a longitudinal (prospective) panel design. Prospective panel designs have
been suggested as providing the most reliable data on understanding change in attitudes and
behaviour overtime as participants are measured while they actually exist. Therefore,
prospective panel designs have been recognised as the most truly longitudinal study (Ruspini,

2003).
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Various types of prospective panel designs can be applied in social and health research.
Cohort panels, representative panels and linked panels are commonly used forms of
prospective longitudinal (panel) designs. In cohort panel design, a group of individuals who
experience the same life event are followed within the same time interval overtime (Caruana
et al., 2015). Cohort studies have been recommended, particularly when studying populations
whose experiences are likely to change overtime. Such studies are helpful as they provide
information on -change of psychosocial events between measurement periods (waves), -
differences and/or changes at the individual level (intra-individual) and between individuals
(inter-individual) and -patterns of these changes overtime. Observational longitudinal data
also helps to identify ‘potential’ causes of behaviours. Although prospective panel designs
have been shown as powerful in providing reliable data on change in behaviours and attitudes
overtime, there are several disadvantages associated with this design. For instance,
prospective panel data collection is quite time-consuming. One of the problems frequently
occurs is a reduction in sample size through each time point of data collection (wave). This
may be due to the inability to follow up some cases. Participants may drop out from the
study, and they may refuse to respond to survey questions and/or some participants may die.
Hence some will not be able to continue to measurement in consecutive waves. On the other
hand, participants may condition survey questions (panel conditioning), which may affect
their responses in consecutive waves through changing behaviour or the quality of the
responses provided (Rajulton, 2001). Participants may learn new information between waves
or experience something new. They may react differently in the next wave because they

already had survey experience at the previous wave/s (Ruspini, 2003).

Successful recruitment and retention of participants have been considered critical,

particularly in prospective longitudinal (panel) designs. Several strategies have been
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suggested for longitudinal studies to maintain the retention rate as high as possible.
According to Killien and Newton (1990), these include a combination of clinical knowledge
with study phenomenon, representing the involvement of clinical staff in the research team,
which can significantly inform research design, data collection process, and instruments to
use. In the early stages of the research programme, a local nephrologist was contacted to
build a relationship with the local nephrology department and become familiar with the
process to access the target population. Throughout this process, the local nephrologist had
involved in the supervisory team, this had informed the research design and data collection

procedures.

Moreover, establishing relationship between researcher and participants has been shown
another critical factor that may affect retention rate. The researcher had already contacted
some of the participants due to the invitation to participate in Study 1. During the prospective
longitudinal study, she had regular visits to the nephrology department to meet with the local
nephrologist. Therefore, most patients, particularly those who received HD treatment,
become familiar with the researcher. This somehow has helped to accept to participate in the
study in the first place, also it seemed to help maintain the commitment to study. The
researcher systematically followed up the participants for the subsequent waves. The first
wave of data collection was completed face to face in the hospital setting. Due to Covid
conditions, second and third wave data collections were conducted by telephone.

There are several methodological concerns that are unique to longitudinal survey studies.
Data collection methods, tracking participants, maintaining communication with them, and
changing procedures overtime are some of the main concerns particularly associated with
prospective longitudinal (panel) designs. If not considered, these can appear as
methodological limitations (Lynn et al., 2019). Literature provides evidence on alternative

approaches and strategies in combining different data collection modes in longitudinal studies
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(Brown et al., 2019). Mixed-mode data collection has been frequently used in longitudinal
survey studies to increase the response rate. For instance, there are prospective longitudinal
studies that started face to face data collection and then changed it to telephone interviews or
used mixed-mode data collection strategy by asking participants about their preference (e.g.,
face to face or telephone) (Juster & Suzman, 1995; Couper & Ofstedal, 2006). To maintain
retention rate at second and third waves, in the prospective longitudinal study of this research
programme, the researcher requested an appointment in case participants were busy
answering questions. Then she re-contacted participants via telephone on the agreed time and
date. Data collection through telephone seemed to facilitate answering questions for most
participants. They explicitly stated that they felt more comfortable expressing their feelings.
Furthermore, to maintain the retention rate as high as possible, the research team agreed to
contact and re-invite patients to the third wave in case they responded to questions at the first
wave but failed to participate in the study at the second wave unless they explicitly rejected to

join at the second wave.

Perceived costs and benefits related to participation have been associated with commitment
to a longitudinal study. Maintaining participation may be related to one or multiple benefits,
including altruistic attitudes (helping others), an opportunity to reflect on one’s experiences,
and share concerns (Killien & Newton, 1990). Similarly, it was observed that participants in
the prospective longitudinal study were keen to respond to questions in the questionnaire.
Some questioned the benefits of participation in the study, and they were verbally reminded
that identifying patient experience is important to provide better support in the future.
However, during telephone contact, most participants expressed their satisfaction regarding
being asked about their wellbeing. They perceived the participation in to study as an
opportunity to share their concerns, feelings and experiences related to treatment. Some

participants at the third wave of the study even stated that they were willing to be contacted
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again for future studies. Participation in the study may have therapeutic value for some

participants.

Longitudinal data can be analysed with various statistical models. Although statistical
techniques used will depend on the type of data and research questions, primarily used
models include generalised estimating equation, linear panel analysis, and latent curve
modelling such as multilevel models. Longitudinal data are commonly analysed in well-
known statistical packages such as Mplus software, SPSS, Stata and SAS. Nevertheless, new
technologies on statistical software and packages are still developing to make longitudinal
data analysis feasible and accessible. For instance, Jamovi as open statistical software provide
an opportunity to run some growth curve models (The Jamovi project, 2021). Growth curve
models are helpful to observe trajectories or patterns of change in outcome (Menard, 2008).
Therefore, the prospective longitudinal study of this research programme used the growth
curve model approach through the multilevel modelling technique. Details of instruments and

the statistical procedures conducted for the longitudinal data can be found in Chapter 6.

3.4  Summary

This research programme aimed to understand illness perceptions in Turkish Cypriot patients
receiving dialysis. Therefore, individual studies were design to address research questions.
Distinct research questions were developed for each study, aiming to understand different
aspect of patient experience. This was best suited to a mixed-methods research programme.
The studies of the research programme utilised several methods including qualitative
interviews, systematic review, and prospective quantitative data collection. By using diverse
methods, it was hoped to provide broad understanding considering different aspects of patient
experience. This could make novel contribution to understanding of patient experience in

Turkish Cypriot dialysis population.
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Chapter 4: Iliness Perceptions of Turkish Cypriot Patients Receiving

Haemodialysis Treatment: A qualitative study

4.1 Introduction

It is clear that chronic kidney disease (CKD) is a worldwide public health issue. There are
five different stages in CKD depending on the function of kidneys. Patients receive kidney
failure (KF) treatment when kidneys are not able to function (Stage 5) (Levey et al., 2020).
Treatment for KF is complex and research examining illness perceptions in cross-cultural
settings is limited. As healthcare infrastructure differs, there are large variations in
psychological care that patients receive. This chapter aims to report on a qualitative study
which examined illness perceptions of Turkish Cypriot patients receiving haemodialysis

(HD) treatment.

When people are diagnosed with KF, they require kidney replacement therapy (KRT).
Dialysis is one form of KRT that helps the body artificially regulate metabolic waste instead
of the kidneys (Foote & Manley, 2008). Dialysis treatment can be undertaken at home or in
hospital/ centre. There are two types of dialysis, peritoneal dialysis (PD) and haemodialysis
(HD). Patients tend to make their decisions about dialysis modality with their doctors.
Worldwide, most patients with KF tend to receive HD at hospital/ centres (Robinson et al.,
2016; United States Renal Data System [USRDS], 2017). Overall, this makes dialysis as
leading KRT across globe. HD is a life-saving intervention but one that is burdensome for

patients (Jones et al. 2018; Tong et al. 2009).

One of the factors makes dialysis treatment difficult is time spent during sessions. For
instance, patients receiving HD at centre generally have reported to feel socially restricted

due to spending approximately 4 hours for each session, three times a week. (Hagren et al.,
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2011). The patients’ life experience is likely to be affected in different aspects because of
treatment burden from dialysis. Patients who receive dialysis tend to report symptoms such as
dry skin, itching, nausea, fatigue, chest pain, and joint pain, lack of energy, muscle soreness,
sleep difficulties (Weisbord et al., 2005; Unruh et al., 2003; 2004). Cognitive impairment can
be also experienced depending on the disease severity in patients receiving HD (Kurella et
al., 2004). Symptom burden has been negatively associated with health-related quality of life

(HRQoL) (Kimmel et al., 2003).

Given the nature of HD itself and associated lifestyle changes, it is unsurprising that
psychiatric morbidity is common (Kimmel et al. 1998b; Levenson & Glocheski 1991).
Patients receiving HD tend to report depressive symptoms with the symptom burden
(Weisbord et al., 2005). It is well determined that depression is prevalent in patients receiving
HD (Shirazian et al., 2017). Whilst prevalence estimates vary across studies due to issues
with methodological approach, one thing that is clear is the relationship between depressive
symptoms and patient outcomes in physical and psychological domains, as well as overall
survival (Chilcot et al. 2018; Fan et al., 2014; Farrokhi et al., 2014; Perales Montilla et al.
2016; Wang et al. 2012). Depression has been shown to predict mortality in patients receiving
dialysis (Silva et al., 2014). Patients who have depression tend to report lower quality of life
(QoL) in psychological, physical and social aspects (Bujang et al., 2015). Moreover, HRQOL
representing physical and psychological health has been associated with mood among
patients receiving HD (Perales et al., 2016). Such findings have spurred interest in the
psychological factors that might precede or be closely related to the experience of mood on

HD.
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4.1.1 Theoretical Framework
The Common Sense Model (CMS) of Self-Regulation is a well-known theoretical framework
that has been used to describe how patients manage their condition. According to the model,
patients hold a group of beliefs related to their condition which are suggested to shape illness
perceptions and illness management (Leventhal et al., 1980). The way patients perceive the
health threat determines how they respond to their condition (Leventhal et al., 1984). IlIness
beliefs represent the patient’s illness cognitions (Leventhal et al., 1980). CSM of Self-
Regulation includes three stages, interpretation, coping and appraisal. In the first stage
(interpretation), the patient develops illness cognitions. The mental representation of the
health threat will determine how the patient understands their condition (Leventhal et al.,
1984). Patients develop illness cognitions within five domains. Identity represents symptoms
of the illness and how the patient’s ideas about the label of their condition. Causality
represents cognitions the patient holds about causes of their condition (e.g., genetic). Timeline
refers to beliefs and ideas about the duration of the condition. Control/Cure refers to whether
the patient believes their condition is controllable or curable. Consequences refer to beliefs
that the patient holds about the impact of their condition (Leventhal et al., 1980). Patients
develop different cognitions related to same condition, therefore the management of their
condition may differ (Petrie & Weinman, 2006). IlIness perceptions may change over-time,

leading to both inter and intra individual variation (Bonsaksen et al., 2015).

Iliness perceptions can be measured using either the revised Iliness Perception Questionnaire
(IPQ) (Moss-Morris et al. 2002) or a shorter version- the Brief Iliness Perception
Questionnaire (Brief IPQ) (Broadbent et al. 2006). This has given rise to numerous studies
that quantify illness experiences and relate them to a board-range of psychological and
clinical outcomes though qualitative exploration is lacking (Chilcot, 2012). Research

demonstrates the relationship between illness perceptions in HD and quality of life (Nabolsi
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et al., 2015; Patel et al., 2002), diet adherence (Kim & Evangelista 2010; Seyyedrasooli et al.,

2013), depression (Chilcot, 2012; Peterson et al., 1991), and mortality (Parfeni et al., 2013).

Oflaz and colleges (2014) translated the Brief IPQ into Turkish language and used in sample
of patients with myocardial infarction. However, Karatas and colleges (2017) were one of the
first to comprehensively look at the factor structure of the scale in Turkish speaking patients.
Although studies of illness perceptions in Turkish patients are limited, there are a handful of
studies from Turkey quantitatively examined illness perceptions in patients receiving HD.
The findings indicated negative illness perceptions were associated several outcomes such as
disability, lower quality of life, and higher risk for developing anxiety and depression (Krespi

& Kuntuz 2017; Karadag et al. 2016; Yildirim et al. 2013; Yorulmaz et al. 2014).

4.1.2 Rationale

Whilst both Turkey (Stel et al. 2011) and Cyprus (Connor et al. 2013) have high incidence
rates of KF, Cyprus in particular is a distinct cultural context. Historically, it has been
governed by both Greek and Ottoman Turks. Consequently, the population mix is different,
genetically, from that of either Turkey or Greece (Connor et al. 2013) and so it may be
problematic to generalise illness experiences across patients based in these regions. Turkish-
Cypriots are a distinct group, largely clustered within the North of the country where dialysis
care has been expanding in the past decade. The mix of genetic, economic, sociocultural and
environmental issues make it important to differentiate illness experiences in an increasingly
common illness setting for Turkish-Cypriots. Although the majority of Northern Cypriot
patients with KF (91.1%) start KRT by in-centre HD treatment (Connor et al. 2013), illness
perceptions of those patients have not been studied to date. To address this issue, this study

used qualitative methodology to identify and explore the illness perception of Turkish-
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Cypriot patients receiving HD. Qualitative methods facilitate obtaining insights about
patients’ values and beliefs which determine illness perceptions, they may help to better
understand experiences of patients (Tong et al., 2014; Tong & Craig, 2016). Therefore, a
qualitative methodology was selected as they are useful to describe previously unidentified
contexts (Tong et al. 2014) and offer a mechanism for unearthing depth of experience

including unexpected findings (Vandermause et al., 2017).

413 Aim
This study was designed to use qualitative one to one interviews to understand illness

perceptions of Turkish Cypriot patients receiving HD, for the first time.

4.2  Methods

This study obtained ethical permission from both Lefkosa Dr Burhan Nalbantoglu State
Hospital, Department of Inpatient Treatment, Ministry of Health in Turkish Republic of
Northern Cyprus (YTK 1. 01-629-19-E. 1114) and Health, Science, Engineering and
Technology Ethics Committee with Devolved Authority in University of Hertfordshire

(LMS/PGR/UH/03879).

4.2.1 Design

Semi structured, face-to-face, one to one, in-depth interviews were conducted. After
reviewing the literature, a previously developed interview topic guide was used (Sharma et
al., 2019). The tool was prepared by several professionals including specialists in health
psychology, nephrology, qualitative research and psychological counselling. It included
components of Brief IPQ (Broadbent et al., 2006) and the Multimorbidity Iliness Perceptions

Scale (Gibbons et al., 2013). The tool has 10 questions focusing on illness-related
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experiences. The questions include but not limited to “Do you know what the cause of your
kidney disease is? How did you gain this information?”, “How does kidney disease impact
your day— to day life?”, Do you think having kidney disease has affected your mood?”.
Prompts and examples were used where appropriate to encourage participants to share their

experiences.

4.2.2 Participants

In 2019, there were three governmental hospitals provide HD treatment in North Cyprus.
Nurses who work at Renal Service identified potential participants. Written participant
information sheets were provided to patients at the Renal Services. By using purposive
sampling, potential participants were invited to participate in the study. The participant
information sheet included detailed information about the study such as objective of the
study, advantages/disadvantages of the participation, and contact details of the researcher. In
total, 20 patients were invited to participate in the study, 15 of them accepted. The refusal
rate of participation in the study was only 25%. Majority of those (n=3) who declined to
participate said they had a busy schedule and did not have spare time for the study. An
appointment was requested with those who agreed to participate in the study. Before starting
to do the interview, participants were reminded the study only aimed to understand illness-
related experiences of patients receiving HD, and that they had right to withdraw from the
study without providing an explanation at any time during the data collection. The
participants were also informed that their data would be treated confidentially and
anonymously. They were then asked to read and sign the informed consent form. The
participants were provided with a copy of the signed informed consent. After completing the

interview, they were provided with a debrief sheet in which they could find contact details of
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the psychological service of the state hospital if required. All participants were Turkish

Cypriots and identified as Muslims.

4.2.3 Inclusion and Exclusion Criteria
To obtain detailed information related to the experiences of the patients receiving HD the

inclusion and exclusion criteria below were applied.

The inclusion criteria:

. Turkish Cypriot patients receiving HD who are fluent in Turkish.
. All patients who are over 18 years old

. All patients who have dialyzed for a minimum of six months.

. Patients who not suffer from any major extrarenal comorbidity.

The exclusion criteria;

Patients with mental health problems (under referral or treated within over a last year)
were excluded. This aimed to prevent further distress in these patients. Also, it was
recognised that patients with previous involvement in mental health services might already
hold different beliefs towards their illness that should be investigated separately.

. Patients with specific intellectual difficulties (that influence capacity to consent) were
excluded. This was due to possible difficulties related to effective communication. This did
not include patients with specific learning disabilities such as dyslexia, however, it did
involve patients with disorders in which language skills and cognitive function are limited.

. Patients with life expectancy of less than one year were excluded, such as those who

received end of life care.
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4.2.4 Data Collection
Most participants preferred to complete the study at their home while few participants (n = 2)
completed the study before their HD session in a private room at the Renal Service. Only in
one interview, was the partner of a participant present. The interviews were conducted in
three different cities; Nicosia, Kyrenia and Famagusta in North Cyprus. Majority of the
participants were from Nicosia as it is the capital city and its hospital has a larger capacity.
Interviews were conducted between March and April in 2019. In total, 15 semi-structured
interviews were conducted. The interviews were audio-recorded with the permission of the
participants. The interviews took approximately 35 minutes. All interviews were conducted
in Turkish. The interviewer was Turkish Cypriot closely familiar with Cypriot culture and
was not known to any participants (BK). She has experience in qualitative methods in health
research at postgraduate level. Before discussing the questions on the interview topic guide,
the participants answered questions about demographic information such as age and dialysis
vintage. Later, nurses who work at the Renal Service were consulted to confirm the

participants’ multimorbidity status.

4.25 Data Analysis

One of the interviews was excluded from the analysis according to inclusion/exclusion
criteria. The interview was excluded from the analysis since the participant already had
diagnosis of major depressive disorder and was receiving treatment for it, which was
ascertained during the interview. Fourteen interviews were audio-recorded and transcribed
verbatim. Analysis was completed with a critical realist perspective. Transcripts were
inductively analysed by using a reflexive thematic analysis (TA). Consolidated criteria for
Reporting Qualitative health research (COREQ) tool was used to report findings

comprehensively (Tong et al. 2007). To ensure a quality reflexive TA, a 15-point checklist of
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criteria was used (Braun & Clarke, 2013). Reflexive TA is quite flexible, and its active
coding process continues for the entire dataset. Unlike the other types of TA such as coding
reliability (Boyatzis, 1998) and codebook (King & Brooks, 2017) approaches, themes are
generated at later stages in the reflexive TA (Braun & Clarke 2006, 2013). Calculation of
inter-rater reliability scores is not recommended unless a suitable epistemological approach
(realist/positivist) is used (Braun & Clarke, 2013). When realist/positivist assumption is used
in the analysis, it is expected that a reality in the data can be accurately captured through
coding. However, the reflexive TA does not require two or more independent coders to
increase reliability in coding as the subjectivity of the researcher is acknowledged. Positivist
assumptions supporting coding reliability approaches often restrict the flexibility of TA. On
the other hand, codebook approaches may share broad qualitative philosophical perspective
with reflexive TA, however, the development of the themes in codebook approaches are
more like theme development stage in coding reliability approaches. The main interest of this
study was to understand the illness experiences of patients receiving HD treatment.
Considering the epistemological standpoint (i.e., critical realist) and experiential-type
research question of this study, using reflexive TA was appropriate to explain patterned

meaning across the dataset (Braun & Clarke, 2013) with the current sample size (n = 14).

Transcription and all stages of the analysis were completed in Turkish (the original language
of the interviews). The entire dataset was read multiple times to become familiarised with it.
Initial notes were taken for potential codes. Codes that have a similar phrase were merged to
prevent overlapping where applicable. A few codes that did not occur in most of the
transcripts were discarded since they were not quite relevant to the research topic. Similar
codes were then gathered together to see whether they were able to construct a meaningful
subtheme/s and theme/s. Codes were re-checked to ensure they are distinctive. The codes and

all relevant data extracts were put together to identify themes. This process was indicative for
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the later stage of analysis. After theme development, all codes were re-checked for the entire
dataset to ensure that they represent the patients’ experiences and to confirm they have a
good fit with the themes developed. After reviewing identified themes, one of the themes was

re-named to better represent supporting codes.

Coding in reflexive TA reflects the subjectivity of the researcher, and this subjectivity can’t
be checked by another researcher, however, theme development can be weaker or stronger
therefore, a more experienced researcher can be consulted about thematic framework (Braun
& Clarke, 2013). Another researcher checked the applicability of the thematic framework on
the transcripts, it was ensured that themes and subthemes were meaningful to answer the
research question. The local supervisor checked the analysis in the original language and

checked quotations in both languages (Turkish and English) to ensure semantic equivalence.

There is a debate about whether the translated data still hold the same meaning in both
original and translated languages (Regmi, Naidoo, & Pilkington, 2010). To avoid problems
and potential restrictions such as meaning loss, recent studies have recommended delaying
translation by staying in the original language as much as possible (Temple & Young, 2004;
Van Nes et al., 2010). Therefore, the analysis was completed in the original language
(Turkish) and it was then translated into English. Once translated into English, another
researcher checked the applicability of the thematic framework across the transcripts by

reviewing 20% of all interview data. Any differences were resolved through discussion.

4.3 Findings
The current study attempted to understand the illness experiences of the participants receiving

HD. Table 4.1 describes the demographic and clinical characteristics of the sample.
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Table 4.1: Demographic and clinical characteristics of the participants

Participants Gender Age  Dialysis vintage Comorbidity status
PD HD

P1 M 76 Sy. 8y. Ischemic heart disease

P2 F 64 - ly. Ischemic heart disease

P3 F 77 - 45Yy. Hypertension

P4 M 81 - 7y. Hypertension & Lymphoma

P5 M 77 - 12y. Ischemic heart disease & Hypertension &
Peripheral vascular disease

P6 F 61 - 7y. Hypertension & Thyroid disease

P7 F 48 - 2. Diabetes & Hypertension & Amputee

P8 M 75 - 6 m. Hypertension & Rheumatoid arthritis

P9 M 76 - 2. Hypertension & Diabetes & Ischemic heart
disease

P10 M 79 - 3y. Hypertension

P11* M 58 85y. 6Yy. Hepatitis C

P12 M 82 - 8m. Hypertension

P13 F 78 - 2. Diabetes & Cervical cancer

P14 F 48 - 2y Hypertension

*had kidney transplantation (7.5 y.). y: years; m: months.

Table 4.2 summarises the themes and subthemes developed as a result of the analysis which
was conducted both at semantic and latent levels. The participants’ illness appraisal was an
important aspect of their illness experience as it included the process of sense making and
expectations of prognosis. With the consequences of HD, the participants’ life experiences
were affected in different aspects. The participants mainly discussed physical and emotional
changes they experienced. Another critical aspect of the participants’ experience was around
their active coping strategies which helped them to cope with the burden of HD and illness-
related difficulties. Three themes and relevant subthemes are discussed in more detail below
with illustrative data examples. Quotations from the interviews were presented both in the
original language and English translation in order to aid readers with relevant language skills

to have context at source.
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Table 4.2: Summary of thematic analysis

Themes Subthemes

1. Iness appraisal 1.1 Sense making

1.2 Causal beliefs

1.3 Expectations for the future
2. Life changing effects 2.1 Physical

2.2 Emotional and cognitive

2.3 Social restrictions

2.4 Normalising haemodialysis
3. Active coping strategies 3.1 Religious /spiritual attitudes

3.2 Social Support

3.3 Cognitive reframing

4.3.1 lllness Appraisal
This theme relates to how participants’ respond to interpret their condition. It included 3
subthemes focusing on causal beliefs (causality), views and expectations related to the future

process (timeline & concern) and sense-making (identity).

4.3.1.1 Causal beliefs
The participants did not have a clear idea about the cause of their illness therefore, most did
not indicate any specific cause:
herhangi bir nedeni yok herkese olabilir yani yemekten ya da beslenmeden dolay1
herhangi bir nedeni yok [there is no a specific reason, it (CKD) can happen to anyone,

so it is not because of a food or dietary, there is no cause], male participant, 76.

iste ben de bilmiyorum neden... heralde (doktorlarin) bir bildikleri var [I have no idea

why it (CKD) developed... Perhaps they (doctors) know], female participant, 48.
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Some of the participants had few assumptions based on their medical background. For

instance, some believed the treatment they received for another health problem triggered

CKD:

grip oldum, Oksiiriik falan, 5 giin hastanede yattim. Atesim yoktu, verilen antibiyotik
bobregi bozmus ve keratin 6,33 oldu bir anda... 6ksiiriik i¢in kullanilan antibiyotik
bobregi bozdu [I had flu and cough, I stayed 5 days in the hospital, I didn’t have a
fever, the antibiotics that they gave me damaged the kidney so my creatine value
reached 6.33 suddenly... the antibiotics used for the cough deteriorated my kidney],

female participant, 77.

Another participant who also believed that the wrong treatment was the cause of his kidney

disease said:

benim sizilarim vardi... mide doktorum sana kuvvetli bir ilag verecegim dedi... 3.
Giine ¢ok kotli oldum... karacigerin yarist gitmis... bobrekler de gitmis [I had
pains... the doctor whom I visited for my stomach said to me that he will give me
very strong medicine... my condition was really bad on 3™ day... half of my liver and

my kidneys deteriorated], male participant, 75.

Similarly, another participant reported that:

bana dediler ki senin tansiyonun var, yliksek tansiyon. Hap verdiler, iki ay o hap1
kullandirdirlar... Megerse benim tansiyonum yok...yanls tedavi... X’ deki (baska
hastanedeki) doktor sdyledi [they (doctors) told me that I have hypertension. They
prescribed pills, they made me to use those pills for two months... But I don’t have
hypertension... wrong treatment... The doctor from X (another hospital) said so],

female participant, 48.

Likewise, few participants believed that the treatment he received for hypertension led to

kidney disease:
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doktora gotiirdiiler beni, bir dlctiiler tansiyonumu 12 e 24... hap verdiler... tansiyon
hapi1 kulan dedi bana... ondan olmus olabilir [they (my children) took me to a doctor,
they (doctor) measured my tension... it was 12:24... they (doctor) prescribed me a
pill... he (doctor) told me to use the pill for hypertension... maybe it (kidney disease)

occurred because of that], male participant, 81.

yiiksek tansiyonum vardi benim ... senelerdir tansiyon hapt igerdim... 3 tane 4 tane
giinde... ondan diye bilirim ki bobrekler bozuldu [I have had hypertension... I have
used pills for hypertension for years... 3 or 4 per day... I know that they are the
reason my kidneys deteriorated], male participant, 77.

On the other hand, some participants assumed hypertension was the cause of their illness:
ben anlayamiyorum neden ... ben isteydim birden tansiyonum ¢ikti... bobrekmis...
hastanede 3 ay yattim ve o giinden diyaliz hastas1 oldum [I don’t know why... I was
at work, suddenly my tension increased... it was a kidney problem... I stayed at the

hospital for 3 months and | am dialysis patient since then], female participant, 61.

ans1zin tansiyonum ¢ikti 19’a geldim doktora, dedi ki bobreklerin iflas etti [my
tension suddenly increased to 19, | went to see a doctor, he told me that my kidneys

deteriorated], male participant, 58.

Despite not sure about it, hereditary was also among the causes some participants assumed:
doktorun demesine gore kalitimsal olabilir, annemde babamda bdyle bir hastalik
yok... ama benim bir ufagim, kardesim var onun da bagladi... o heniiz diyalizde degil
ama diyettedir [according to what doctor said, it can be related to hereditary, my

mother and father did not have kidney problem but my younger brother just started to
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develop kidney problem, but he is not on dialysis yet, he is on a diet currently], female
participant, 64.

Overall, there was no consensus regarding the perception of causality among the participants.

Where offered, explanations were varied with no core cluster of attributions made.

4.3.1.2 Sense-making
The participants believed they did not receive sufficient explanation related to their condition
especially at the diagnosis process where patients require much information about the CKD
and dialysis:
daha fazla bilgi edinmek isterdim... yeterli degildi... hastalar bilgilendirmeleri lazim
diizenli [I would like to get more information... it was not sufficient... they (health

care professionals) should inform patients regularly], female participant, 61.

ben 6grenmek isterdim (diyalizi)...seni makineye yollayacagiz dediler... ben
sordum... gidersen goreceksin dediler [I would like to learn about it (dialysis)... they
(health care professionals) told me “We will send you to the machine” I asked...they

told me “You will find out when you go”], female participant, 48.

Another participant mentioned that she did not have any idea of dialysis:
beni katater takilmasi icin bir yere yolladilar, onu bile bilmezdim, gidince 6grendim
ne oldugunu [they (health care professionals) sent me somewhere to put in a catheter,

I didn’t even know what it is, I found out later], female participant, 64.

Other participant said the only thing she knew that she should start to receive dialysis to

survive:
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bana birsey anlatmadilar... bana birtek bobreklerimin iflas ettigini, diyalize
baglanmazsam 3 giin, 4. Giin ... hayatina son verirsin dediler [they (health care
professionals did not explain at all... they only said my kidneys deteriorated and if |

don’t receive dialysis... on 3" or maybe on 4™ day I will die], female participant, 48.

Most participants reported their kidneys deteriorated quickly although they did not have
symptoms earlier. That is, the process of getting the diagnosis was short. With the severity of
the condition and with the critical attitude toward local health care, most participants
attempted to get confirmation about the diagnosis and treatment. Therefore, they visited
healthcare centres in Turkey and south Nicosia (Republic of Cyprus) other than local
hospitals:
Istanbul’da bir profesérden randevu aldik ona gittik... sonra Giiney’de doktora gittik
ama o da sOyledi artik birsey yapilamayacagini ve diyalize bagladim [we booked an
appointment from a professor in Istanbul, we visited him... then we went to a doctor
in South (Nicosia) but he said there is nothing to do and | have started to dialysis
treatment], female participant, 64.
Another participant also wanted to get confirmation whether the dialysis was the only option
for this condition:
yengem Tiirkiye’de doktordur, beni orda baska bir doktora gétiirdii, o da diyalize
devam etmek gerektigini sdyledi [the wife of my brother is a doctor in Turkey, she
took me another doctor there, he also said that I should maintain dialysis treatment],

male participant, 79.
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4.3.1.3 Expectations for the future
Participants were hopeful for the opportunity of kidney transplantation surgery. Although
most participants’ age was critical for the kidney transplantation surgery, they hoped for an
opportunity for the transplantation. However, those who were eligible in terms of their age
did not accept the transplantation suggestion from their own family. They had a negative
opinion about getting a kidney from their partners/children. The reason for rejecting the
donation from the family members was the fear of possible damage to the well-being of the
relative by making him/her ‘deficient’. As transplantation may end the necessity of dialysis,
this could mean to obtain the normality back again hence, deceased donation was at the
forefront for most:
oglum bana dedi ben verecegim, dedim kabul etmem! Ben yasadim yasayacagimi
zaten, oglumu da yarim yapamam... simdi kizim diyor, 18 ine gelince ben verecegim
diyor... asla! Olecegimi bilsem bile gene ¢ocuklarimdan almam... ama hastanede
adim var [my son said to me that he will give his kidney to me, I said to him that I do
not accept! | have lived this much anyway, I cannot make my son half also... now my
daughter has started to say that she will give me a kidney when she is 18 years old...
never! Even if | know that I will die I will not accept a kidney from my children... but
I am on the list (for transplantation) at the hospital], female participant, 48.
Similarly, another participant refused his children’ attempt to check blood test to find out
whether they can donate:
cocuklarim istedi bana versinler, hayatta almayacagimi sdyledim... hi¢ kontrol bile
ettirmedim uyar mi1 diye [although my children offered to donate their kidney, I told
them I would never accept it... so I didn’t even allow them to do the tests], male

participant, 76.

Another participant hoping for transplantation from cadaver said:
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kadavradan olursa... insallah! ¢iinkii esimi tehlikeye atmak istemem, ¢ocuklarimi hig
istemem [if it (transplantation) happens through cadaver...God willing! Because I
don’t want to put my partner in danger, and particularly my children at all!], female

participant, 64.

The participants argued about their feelings as well as expectations related to future. They

were afraid of being dependent on someone else in future when their condition worsens. As

they were physically independent, the idea of losing independence was worrying them.

Regardless of holding positive or negative views about their condition, the fear related to the

possibility of being dependent as well as being a burden on somebody else was prominent:
bir korkum var, simdi bazi giin oglum/ hanim bazen de iyi hissedersem kendim
(diyalize) giderim, ama ilerde yalniz gidemeyecegim giinler olacak ve beni hastaneye
gotiirmek zorunda kalacaklar, gelecegimle ilgili birtek bundan korkarim, getir gotiir
¢ok zor [I have only a fear, sometimes my wife or my son takes me to dialysis, or
sometimes when | feel good I go to dialysis alone, but I will have days that I will not
be able to go to the hospital alone in the future, therefore, they (wife or son) will have
to take me to dialysis, this is the only fear | have related to my future, it will be very
difficult to take me hospital and bring back home], male participant, 76.

Another participant expressing her fear of being dependent on someone else said:
mesela annem yatalak degil ama bakicisi var. Esimin annesi yatalak oldu... o
yasamak degil bence [for instance, my mother is not bedridden, but she has a
caregiver. My partner’s mother has become bedridden...it is not living life, I think],

female participant, 64.

On the other hand, the participants also expressed their fear related to possible complications

during dialysis sessions that they may face. Based on their own or other patients’ experiences,
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they had assumptions about possible complications such as, low blood pressure and pain. For
instance, one participant who often experienced intense pain during the dialysis said:

yani dyle bir hale gelin artik ki (diyalize) gidecegin giin korkarsin, yani bugiin ne
olacak diyalizde diye diisiiniirsiin... agladigim, bagirdigim giinler olurdu agridan [you
start to feel fear on the day that you will go to dialysis, you start to think about what
might happen today at the session, there were days that | was shouting and crying
because of the pain | had], male participant, 77.
Another participant who was also concerned about dialysis-related possible complications
said:
devamli korku i¢indeyim... diyalizden ¢iktigimda yiirliyemem, tansiyonum diiger [I
am always in a fright... I cannot walk when I finish the dialysis session, my tension

goes down], male participant, 58.

Although it was not explicitly expressed, some participants had anxiety of death. One
participant even refused to use the word death, instead, she used the word white house to
represent life after death and she said:
ya iyi olacagiz ya da beyaz eve gidecegiz, bagka care yok [either we will be fine or we
will go to the white house (life after death), there is no other option], female
participant, 78.
One of the participants mentioned some parts of a conversation she had with his son:
ogluma diyorum... oglum miirvetini géreyim de dyle 6leyim diyorum [l am saying to
my son that I may die after seeing you getting married], female participant, 48.
Similarly, another participant said:
bunlar (diyaliz ile ilgili zorluklar) kolay degil bir insan i¢in... yani o akibetin bizi

(diyaliz hastalarini) bekledigini biliriz [these (complications related to dialysis) not
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easy for a person to experience... so we (dialysis patients) know that consequence

(death) is waiting for us], male participant, 77.

There was disagreement in terms of expectation of prognosis across the interviews. Those
who had a more positive overview of their condition were optimistic about the future process
of their illness:
giizel giinler bekliyoruz ki gelecek giizel olsun... baz1 arkadaslarim (diger hastalar)
Olsek de kurtulsak diyor... bu yanlis bence [we expect beautiful days so that we will
have beautiful future... some friends (other patients) wish to die to get rid of this
disease... this is a wrong idea I think], female participant, 61.
Similarly, another participant who had positive attitude said:
saglik diliyorum... elimden ne geliyorsa yaparim saglik i¢in [I wish for health... I am
ready to do anything for health], male participant, 75.
On the other hand, those who negatively evaluated their illness were quite pessimistic about
the progression of their disease so that they had negative expectations regarding their
condition in the future:
cok kotii gilinlerin beni bekledigine inanirim, ¢ok kotii giinler... Clinkii benden koti
olanlarin durumunu goriiriim [ believe there are very bad days waiting for me in
future, very bad days... because I see those who are in worse condition now], male

participant, 76.

boyle gidecek artik...hastane bize son duraktir sonras1 mezarlik [things will go in this

way from now on... the hospital is the last stop for us], female participant, 77.
Another participant described dialysis as a medical dressing which only helps to survive
because the wound would never get healed meaning kidneys would not get back to normal

functioning:
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bu isin tedavisi yok... yapilan pansuman gibi birsey... bu is (diyaliz) basladiysa gittigi
yere kadar gider... bu isin tamiri yok... kirig1 onarmak gibi birsey degil ki doktor seni
iyilestirsin... bu isin geriye doniisii yok... yani doktor seni tedavi edemez [there is no
treatment for it (kidney failure)... (dialysis) treatment is like a medical dressing... if
this (dialysis) has started, it will continue as long as it takes... there is no way to fix
it... it is not like fixing the broken part of the body where a doctor could heal you...

there is no going back... so the doctor cannot treat you], male participant, 82.

4.3.2 Life Changing Effects

This theme represents the changes the participants’ experienced as their life experienced
changed with the HD. These changes were discussed in different aspects. This theme was
dominant across the interviews and it included 4 subthemes describing physical, emotional

changes, social restrictions and normalising HD.

4.3.2.1 Physical
Most participants experienced several physical changes after they started to receive HD
treatment. Persistent exhaustion and fatigue were a common complaint. It was considered as
a significant obstacle to maintain social activities and to be an active person. The participants
agreed exhaustion was an observable effect in their life which changed their routine hence
they experienced themselves as someone different who was unable to do things in the same
way as in the past. For instance, fatigue associated with otherwise day-to-day activity:
tam olarak is yapamazsn... bir yere yliriimek istediginde yorulursun... temizlik
yapmak istediginde de yorulursun [you cannot do your things properly... you feel
tired when you feel like walking somewhere... you also feel tired when you want to

clean], female participant, 48.
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yorulurum, (ev isi) yapamam zaten... bir kilo bile kaldiramam [l am exhausted, |
cannot do it (housework) anyway... I cannot even lift one kg weight] (female
participant, 48).

One of the participants described his experience of exhaustion saying:
diyalizi altyoruz, yoruluyoruz, ertesi giine bile yansiyor, sabah yorgun kalkiyoruz [we
receive dialysis, we become exhausted, it even affects next day so you get up
exhausted], male participant, 76.

Another participant tried to describe how exhaustion influenced him as whole:
ozellikle diyalizden ¢iktiktan sonra 1-2 saatte ancak toparlaniyorsun, (diyaliz) adam
akilli yorgunluk verir, hatta beyin yorgunlugu bile verir [you need a couple of hours to
put yourself together particularly after the dialysis session, it causes exhaustion, even

mental exhaustion], male participant, 77.

The participants also reported they felt weak and powerless:
halsizlik var... yiirliyememe var... giicsiizliik var [I feel weak, I cannot even walk, I
feel like I don’t have strength], male participant, 75.

Another participant mentioned she tended to feel weaker particularly on the last day before

the dialysis session:
Pazartesi 6zellikle Sali giinii evden ¢ikmak istemem, her yerim siser, sesim de degisir
cok kotii olurum diyalizi almadan 6nce [on Monday especially Tuesday, I don’t feel
like going outside, all parts of my body swell, my voice even changes, | feel so bad
before receiving dialysis], female participant, 64.

Weakness was also obvious across the data as the participants’ life experience mostly

affected by it:
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enerji kalmaz, bazen disar1 ¢ikacagim, arabayi siirecek giiciim olmaz [there is no
energy, sometimes when | want to go outside, | do not have the energy to drive the
car], female participant, 77.

Most male participants particularly stated how weakness was closely associated with their
sexual life:
seksin azaldigini hissederim, giiciin yok [you feel that sexuality decreases, you do not

have strength], male participant, 76.

bazi fonksiyonlar (cinsellik) degisir, ger¢cekten degisir... ve bu degisikliklere aligmak
hi¢ kolay degil [some of the functions (sexuality) changes, really changes... and it is
not easy to get used to these changes at all], male participant, 77.
For the male participants, this was quite an important indicator of the negative change, and
likely made those participants have a negative view about themselves. This was considered as
‘negative self-concept’ which may be a cognitive change hence it is discussed in detail

below.

4.3.2.2 Emotional and cognitive
Participants’ negative views about themselves were noticeable across the dataset. A
participant reported:
benim i¢in bu hayat degil ama yasiyorum... iste [this is not a life for me, but [ am
living... like this], female participant, 48.
They expressed to feel not normal functioning individual:
normale doneceksin diye birsey yok... olmaz [there is no such thing that you can get

back to normal... no way], male participant, 82.



141
The participants expressed feeling less than normal, describing this as “half” of themselves
after they started to receive HD:
degistim... ayni1 degilim... yaribuguk degil de bugugun bugugu oldum [I have
changed... I am not same anymore... not even a half, I have become a quarter of the
quarter], male participant, 75.
They associated these feelings with weakness. They explicitly indicated that they do not feel
strong as they felt before the HD treatment. ‘Feeling half’ and ‘feeling of not being a normal
person anymore’ were identified as a negative self-concept. Notably, male participants
related to these feelings to their negatively affected sexual life. When they explained their
feeling of less than normal, some also said they were not sexually active anymore:
kendini yarim hissedersin, seksin azaldigini hissedersin, giiciin yok [you feel yourself
half, you feel that sexuality decreases, no strength], male participant, 76.
On the other hand, some female participants linked being “half-person’ with an inability to do
housework and disengagement with the social activities:
ayni degilim artik... (diyalize baglamadan) evvel, gezmeye giderdim [l am no longer
the same person... I used to go out for trips (before starting to dialysis)], female
participant, 78.
For some participants, the first months of the HD treatment were quite demanding. Some
described themselves as a dead person at the beginning of the treatment. They felt like they
did not function as a normal person at all, because of the burden of HD:
boyle yasamaktansa 61 daha iyi... bir anda bu kadar gligsiiz diismek... 6l gitsin artik o
demektir [instead of living like this, it is better to die... suddenly losing all your
strength... it means to die], female participant, 77.
This evidences the overlapping nature of physical and emotional/cognitive symptoms in that

they are interconnected.
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With the physical and cognitive changes, the participants also mentioned experiencing
emotional changes. Anger emerged as one of the most obvious emotional changes that
participants experienced. Most participants experienced more intense anger at the beginning
of the HD treatment:
ilk zamanlar ¢ok sinirlenirdim [in the beginning, I used to be very angry], male
participant, 76.
Particularly, the participants reported getting angry when they noticed their inability to
complete a job because of fatigue:
hele ilk basta... agrin olur... ansizin sinir olursun [especially at the beginning... you
are in pain... suddenly you feel angry], male participant, 77.
Frustration was mainly related to the fact that HD is an apparent obstacle negatively
influencing the life experience:
elim ayagim kesilir... bir ig yapamam canim sikilir [I don’t have strength at all... I
cannot do any job | feel frustrated], male participant, 58.
Some said that they could not even control over their anger:
(HD) insan1 ¢ok degistiriyor... biri sana birsey dese hemen bagiriyorsun [it (HD)
changes the person a lot... if somebody says something, you immediately start to
shout], female participant, 48.
HD was necessary treatment, at the same time, it caused some changes in their life, therefore
the participants felt frustrated. Intense frustration at the beginning of the treatment was
related to the sudden change they experienced. Considering the majority of the participants’
kidneys suddenly deteriorated, they had to start to receive HD immediately. They did not
have sufficient time to be psychologically prepared for the treatment:
bayag1 hizli oldu, o zamanlar ne yasadigimi ne oldugunu pek hatirlamam, kizim
yanimdaydi, o anlatt1 sonradan ¢ok sinirli oldugumu, onlara o donem hep kizdigima [it

was quite fast, | do not remember well how I felt and what | experienced that time, my
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daughter was next to me, she told me later that | was really angry and | was getting
angry at everyone], female participant, 64.
Some participants did not have time to discuss the dialysis treatment options and expectations
related to the future process:
benim Oksiiriigiim vardu... 5 giin hastaneye yattim... 2 veya 3 giin sonra ... (doktorlar)
diyaliz dediler... 6tkelendim hastaneden ¢iktim [I had cough... I stayed at the hospital
for 5 days... 2 or 3 days later... (the doctors) they said that | should start to receive
dialysis... I was really angry, | left the hospital], female participant, 77.
This unexpected experience seems like a critical factor that caused intense anger at the
beginning since the participants suddenly become ‘sick’ who had to receive HD to maintain

their life.

This sudden change also led to sadness especially at the beginning of the HD treatment:
ilk seneler Kibris’ta o kadar insanin i¢inden bir beni mi buldu bu hastalik diye
diistintirdiim [first years, I was thinking, among all the people in Cyprus, why this
illness found me], male participant, 76.

After a while, the participants accepted the necessity of the treatment (please see section

3.2.4). However, sadness seems as dominant emotion among the participants regardless of

their dialysis vintage:
insan illaki {iziiliir... iiziilmez mi? ben buyken bu oldum demez mi insan [0f course,
the person feels sad... is it possible not to feel sad? You tell yourself that I was like
that before... now I am like this], male participant, 75.

Another participant mentioned she also had to deal with unwanted thoughts (death) along

with sadness:
insan illaki diisiiniiyor... diisiiniiyorsun iste... liziiliirsiin... bazen yattigim yerde

diisiiniiriim. .. neler gelmez aklima!, bu sefer uykum kagar... ¢cocuklarm daha bekar,
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ya bana bisey olursa... [the person surely thinks about it... so you think... you feel
sad... sometimes I start to think when I am in the bed... many thoughts! And I lose
my sleep overthinking... my children are still single, what if something happens to

me...], female participant, 48.

Sensitivity was observed as one of the recurrent emotional changes across the interviews.
Mostly female participants explicitly expressed to become sensitive after HD treatment:
daha uysal biri oldum... mesela birsey oldugunda hemen aglayabilirim... ara ara...
yaslar goziimden akar iste [I have become softer person... for instance, I can cry
immediately when something happens... sometimes... my tears flow], female
participant, 64.
Another participant mentioned about feeling easily offended:
degistiriyor seni... en ufak birseyden kiriliyorum, en ufak birseyden alintyorum [it
(CKD) changes you... I can be broken from even the smallest thing, | can be
offended by the smallest thing], female participant, 48.
As the participants experienced emotional distress regarding the diagnosis of the illness and
the requirement of the treatment, they naturally expressed their emotional burden more and
they attributed this as 'becoming sensitive’:
ruh halini darmadagin eder... psikolojik, duygusal yonden insan1 ¢ok etkiler bu
hastalik [it (CKD) destroys your mood... this illness really influences the person in
terms of psychological and emotional aspect], male participant, 76.
For some participants, HD treatment caused even a big emotional change that they
distinguished their emotional status as before and after the treatment:
hastaligimdan sonra oldu ben simdi mesela hasta insan goreyim... aci ¢eken insan
gbreyim aglarim, duygusal oldum sanki... eskiden cenazede bile aglamazdim, simdi

agliyorum... belki diyorum kendi ¢ektigimden mi acaba ama duygusal oldum sanki
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[this happened to me after the diagnosis of my disease, now if I see a sick person...
those who suffer... I cry I have become sensitive, I think... I didn’t even cry at a
funeral before, I cry now... maybe I feel in this way since | am suffering from this
ilIness... but | have become sensitive, | think], female participant, 61.
On the other hand, one of the participants expressed becoming indifferent particularly related
to dietary recommendations. Although the participants knew HD treatment was critical for
their survival and they attended dialysis sessions, some did not strictly adhere to the food
restrictions which is another important aspect for the illness progression and treatment:
gegen giin, aldim muzumu gittim diyalize, baglamadan yerim diye diisiindiim, hemsire
ald1 masaya koydu, ¢linkii bize yasak, alma muzumu dedim ben yiyecegim, ve bir
giizel aldim yedim, diger hemsire bagladi bagirsin ‘potasyumdur, kalp kasilir’, yahu
benim potasyum degerim limitin altindadir, birak dedim karnim ag 6lecegime tok
Oliiriim (gtilerek), yani bu kadar vurdumduymaz oldum ben artik [I took a banana and
went to dialysis (hospital), | thought I can eat it before it (dialysis) starts, a nurse took
it and put it on the table, because it is forbidden for us, I said to her: ‘Don’t take my
banana, I will eat it’ and I took it and ate it, another nurse started to shout: ‘it has
potassium, it causes heart contractions!’, my potassium level is under the limit, I said
to her: ‘instead of dying hungry, I will die my belly full” (with laugh), so I have

become indifferent now], female participant, 77.

4.3.2.3 Social restrictions

The participants felt that they were socially restricted since they had to attend dialysis
sessions 3 times a week. The time they had to spend at the hospital for the dialysis sessions
limited their engagement in with the social life. Although most were retired, they felt they

had limited time to arrange activities that they were otherwise interested in:
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mesela ben simdi Tiirkiye’ye gitmem gerek ¢cok 6nemli iglerim var ama gidemiyorum
[for instance, | now should travel to Turkey, | have very important things to do but |
cannot travel], male participant, 75.
The fact that dialysis sessions are scheduled three times a week was also an obstacle for
holiday trips:
biz (esim ile) emekliyiz simdi gezecegiz diye diisiiniiyorduk ama haftada 3 giin diyaliz
varken nasil gezecegim? Bir kere Paris’e gittik ama iki giin sonra donmek zorunda
kaldik ¢linkii ertesi giinii diyaliz giiniim vardi. Ben gezmek istiyorum ama
gezemiyorum [we (with my wife) are retired, we were thinking that we would go for
trips when we were retired, but how do I go for trips when | have dialysis 3 times in a
week? Once we went to Paris, but we had to return after two days since | had dialysis
on the next day. | would like to go on trips, but I cannot], male participant, 76.
Therefore, some of the participants had to re-schedule their planned holidays:
istedigim yere tatile gidemem. Gitsem gittigim yerde diayliz servisi aramak
zorundaymm. Mesela kizimin Istanbul’da evi var, eskiden cikip giderdik. Simdi nasil
gidecegim, gidemem, o yiizden tatili burada yapacagiz... kiiltiir gezilerine Dogu’da
(Turkiye’de) isterdim katilayim ama kismet olmadi [I cannot go anywhere I want for a
holiday. If I go, | need to search for a dialysis centre. For instance, my daughter has a
house in Istanbul (Turkey), we used to go there. How will | go there now? | cannot,
therefore we will have a holiday here (North Cyprus) ... I wish | could join cultural
trips in East (Turkey) but it wasn’t meant to happened], female participant, 64.
Additionally, fatigue and weakness restricted the participants' social activities:
yiirlilyemem, disar1 da ¢ikamam, araba sliremem... devamli agrilarim olur... mesela
eskiden biraz bahge ile ugrasirdim ¢iinkii severdim bahge ile ugrasayim [I cannot
walk, I cannot go outside, I cannot drive a car... I always have pains... for instance |

used to take care of my garden, | used to love take care of it], male participant, 77.
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As the participants frequently felt fatigued, they did not feel powerful enough to be socially
active:
onceleri sinemaya giderdim, heryere giderdim... tabi simdi gidemem Oyle yerlere
artik... (diyaliz) etkiler [I used to go to cinema, to everywhere, (before starting to
dialysis) ... of course I am not able to do these kinds of activities anymore...

(dialysis) affects me], female participant, 78.

Although the primary focus was around the participants' perception of their own social lives,
they also mentioned how dialysis negatively affected the family’s routine also:
biitiinglin evde hanimla, disar1 ¢ikamayiz... sadece sen degil ailen de magdur olur [we
are always at home with my wife... so it is not only yourself, but your family is also

affected by this], male participant, 77.

hastanede yatirim, evde de yatirim, biitiin hayatin alt {ist olur, sadece benim degil
karimin da [I lie down at the hospital, I lie down at home, your life becomes upside

down, not only mine but also my wife’s], male participant, 76.

4.3.2.4 Normalising haemodialysis
The participants reflected dialysis as part of their lives. They somehow normalised the fact
that they had to attend dialysis regularly. The significance of acceptance of the dialysis
treatment was evident in all interviews. The participants clearly stated how acceptance of the
treatment is critical to survival:
bazi arkadaslarim var 6leyim de kurtulayim diyor... yanlis! ... komsumun bir oglu
vardi bir y1l olmadan ¢ocuk 6ldii ¢iinkii psikolojik olarak kendini birakti... sigara

igmemesi lazim igiyordu... dinlemedi... (diyaliz tedavisini) kabullenmen lazim!
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[Some of my friends say let me die and get rid of it ... wrong! ... My neighbour had a
son, it didn’t take even a year, he died because he was not good psychologically... he
shouldn’t smoke but he was smoking... he didn’t listen... you must accept it (dialysis
treatment)!], female participant, 61.
Most recognised possible consequences in case not accepting to receive dialysis treatment
regularly:
bu hastaligi1 kabul etmeyen 6liir... bir adam vardi yanimda yatirdi... ben senin gibi
degilim derdi bana. Diyalize gelmek istemezdi, simdi 61dii [whoever did not accept
this disease died... there was a man who was on the next bed at the hospital (for
dialysis) ... he was telling me: ‘I am not like you’. He didn’t want to receive dialysis,

he died later], male participant, 76.

Although they stated acceptance is vital for the treatment, they found dialysis demanding.
The participants knew they had to attend dialysis sessions to maintain their lives hence, they
felt like they were forced to adjust to the HD. Their motivation for the adjustment was to
decrease the possibility of negative outcomes such as, worsen kidneys, and accordingly
extended dialysis sessions:
bu ise mahkumsunuz... mecburen giderim... ama goriiriim bazilar1 gitmek istemez,
ama bu is kaytarmaya gelmez, aksi takdirde 4 saat diyaliz siiresi 5 saate ¢ikabilir...
bobrek kotiilesebilir, o ylizden kaytarmamak lazim, evet zordur ama bagka caresi de
yok [you are obligated to... I go to dialysis because I have to... but I see some
patients do not want to go, but dialysis cannot be skipped, otherwise, you might end
up spending 5 hours instead of 4 hours in the dialysis session... the kidney may
worsen, that is why, you should not skip, yes it is difficult but there is no other cure],

male participant, 82.
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One of the participants similarly emphasized the cost of not attending the dialysis sessions:
gelmezsen (diyalize) hasta olursun... mecbur alistik [if you don’t come to dialysis
session you become ill... we are obligated to get used to it (dialysis)], male
participant, 58.
The majority of participants reported feeling obligated to adapt to HD treatment as there was
no alternative option:
alisirsin ister istemez, bagka ¢aresi yok, alismamak diye bir durum yok [you get used
to it of necessity, there is no other choice, there is not a chance of not getting used to
it], male participant, 76.
One of the participants seemed powerless to do anything but get used to dialysis as there was
no alternative treatment other than HD treatment:
diismeye gerek, diistiikten sonra baska ¢are yok (hastaliga yakalandiktan sonra
tedaviye alismaktan bagka bir sansin yok) ... iyiligimiz i¢in katlanacagiz [there is no
alternative way other than getting used to the treatment after you diagnosed with an
illness... we will bear with it for our wellbeing], female participant, 78.
Similarly, another participant who wishes to get better health recognised dialysis as the only
treatment:
eskiden haftada 2’yi simdi 3 oldu... gelmeye devam edecegiz... iyilesmek
istiyorum... mecbur geliyoruz... doktorlar gelmek zorundasin demese gelmeyecegim
[It (dialysis) was twice in a week not it is now three times in a week... we will
continue dialysis treatment... I want to recover... I am obligated to come (for
dialysis) ... If doctors would say you do not have to come, | would not come (for

dialysis)], male participant, 75.

As other patients become part of the participants’ lives, the illness experiences of those

patients were also important for the participants. Across the interviews, the participants
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emphasised the influences of the other patients’ conditions. Comparison with other patients’
condition also acted to normalise both some positive and negative elements of life on HD.
Some participants appreciated their condition when they witnessed worse conditions:

diger hastalar1 goriiriim, eli ayagi tutmaz... dyle olmadigim icin kendimi rahatlatmaya
calisirim [I see other patients, they are feeble... | try to feel better as | am not like
them], female participant, 64.
One of the participants mentioned about her reaction towards younger patients:
geng hastalar1 goriince ben kendi derdimi unuturum [when I see younger patients, |
forget my problems], female participant, 77.
On the other hand, some experiences with patients acted to confirm the temporary nature of
HD, something which has to be accepted. For instance, one participant who lost a friend
(another patient) who received dialysis said:
diyalize gittigimizde yan yana yattigimiz arkadasi ertesi glin géremedigimizde, ne oldu
diye sorariz, 61dii derler, sapasaglam sohbet ettigimizin ertesi giinii insanlar 6liir [when
I didn’t see my friend (another patient) who normally lie down next to me (at the
hospital for during the dialysis session) and | asked what happened to him, they (health
care professionals) told me that he was dead... those in good health status, we chat
normally but they can die the next day], male participant, 77.
Similarly, the participants felt uncomfortable when they talked about other dialysis patients
who lost their lives:
zordur sdylemesi ama...orda ben bir iki tane malesef 6len insan gérdiim... bunun
kaginilmaz son oldugunu anlarsin [it is hard to say but... I have seen some people who
died there (dialysis service) ... you understand that this is the inevitable consequence],

male participant, 82.
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4.3.3 Active Coping Strategies
This theme was generated to represent coping strategies the participants adopted to cope with
the burden of HD. These strategies were summarised in 3 different subthemes which include

religious/ spiritual attitudes, social support and cognitive reframing.

4.3.3.1 Religious/ spiritual attitudes

Attitudes related to fate were recurrent and represented the idea of ‘it is meant to happen’.

The participants highlighted the role of fate by indicating how they had limited control over

their disease because of fate:
ne yapalim oldu... benim elimde olan birsey degil, kaderde varmis [what I can do... it
IS not something that is in my hand, it was in my fate], female participant, 48.

For some participants, belief in fate even facilitated the acceptance of the illness and the

treatment:
zaten Allah’tan gelen birseydir, kullardan gelen birsey degil ki... kabulleneceksin ki
hayatin daha normal gegsin, baska caresi yok... [it (illness) is something that comes
from God, it is not something that comes from the people (servants)... you have to
accept it to have a more normal life, there is no other option], male participant, 76.

Similarly, another participant believed that complying with destiny would make it easier:
ne yaziliysa olur, bunu degistirecek bir durumumuz yok... o ylizden kaderine razi
olacaksin ve bu is boyle yiiriiyecek baska ¢are yok [whatever is written will come
true, we are not in a position to change this... hence, comply with your destiny and
things will carry on according to its track, there is no other choice], male participant,
81.

Another participant reported that his belief in fate comforts him psychologically:
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stikiir ediyorum... kadere inanan birisiyim... takdiri ilahi diyorum... ben inantyorum
ve bu beni rahatlatiyor [I thank God... I am someone who believes in fate... I think

this is the will of God... I have faith and this makes me relief], male participant, 75.

The participants explicitly expressed their gratitude toward God for not being in a worse
condition. Thanking/appreciating for the current status was perceived as a way of avoiding
from the negative thoughts about the illness:
Allah’a siikiir edeceksin... yoksa diisiindiik sonra daha kotii olur [you should say
thank God... otherwise, it gets worse if you keep thinking about it], male participant,
81.
Similarly, the participants also prayed God to not to be in a worse condition in future:
her zaman dua ederim, kurbanim Allah’a beni yatalak yapmasin, ona dayanamam [I
always pray God that | do not want to have to become bedridden, | cannot bear with
it], female participant, 48.
The participants had difficulties as their life experience was influenced, however, they were
still thankful for their health status because there is always a possibility that their condition
can worsen:
cok siikiir! Hep boyle kalsin da birsey degil [thank God! there is no problem if our

condition remains steady], male participant, 77.

buna da siikiir diyorum... elim ayagim tutuyor... evin igini yapiyorum belki baskas1
olsa yapmaz [Thank God for this... I am physically strong... I do housework maybe
someone else could not do it], female participant, 61.

As participants had an idea about other patients’ conditions, they compared it with their

condition and prayed for not being in worse condition like others:
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simdi gériiyorum diger hastalari, eli ayag1 tutmaz, Allah onlar1 gdstermesin! Oyle
olmadigim i¢in kendimi rahatlatmaya ¢alistyorum [l see now other patients who are
not in good physical health (physically dysfunction), May God protect us from a
worse condition! | am trying to relieve myself as | am not like that], female

participant, 64.

4.3.3.2 Social support

The participants mainly received social support from the families. This encouraged them to

cope with the illness and the burden of HD. Many mentioned their families helping them in

daily life such as taking them to the hospital for dialysis or regular appointments, making

their food and sharing the housework:
esim de degisti benimle birlikte, mesela dnceden problem yaptig seyleri simdi
yapmaz, simdi goriir beni hastayim gitmez disar1 pek, evdedir...mesela yemek
yapamazsam bir problem yok... bazen bulasiklara da yardim eder... ¢ok destektir
bana, beni 17:00’de birakir (diyalize) sonra gelir aksam alir... cocuklarim da ¢ok
evhamlidir, kesinlikle beni yalniz birakmazlar beni [my husband also changed with
me, for instance, he was making a problem related to some things earlier, he now
doesn’t do, now he sees me that I am sick, he doesn’t go outside much, he is often at
home... for instance, if I am not able to make food, he doesn’t have any problem with
it... he even helps to wash the dishes... he supports me a lot, he takes me to dialysis
service at 17:00 and later he comes and picks me up... my children are also worrier,
they never leave me alone], female participant, 64.

A participant who had PD treatment for 5 years before he started to HD treatment mentioned

how his wife was helpful to assist with PD at home:
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ilk basladigimda hanima dedim sen 6gren peritonu (PD) ben istemem, kabul etmedim
ilk. Hanim gelip yapardi, baglardi beni makineye [when | first started, | told my wife:
you learn PD, I don’t want to learn how to do it, | didn’t accept it in the beginning.
My wife used to prepare it for me and help me with it.], male participant, 76.

Similarly, another participant stated support she got from her daughter:
kizim isten ¢ikip beni gotiiriir sonra isten ¢ikip beni almaya gelirdi, ¢ok zor, ¢linkii 4-5
ay arabay1 hig stirmedim ilk basta [my daughter used to leave from work to take me to
dialysis service, and leave again work to bring me back home after dialysis, it was so
difficult, because I didn’t drive my car for 4-5 months at first (when started to
dialysis)], female participant, 77.
As the participants didn’t have the same lifestyle any longer such as diet, some participant
reported how their family also adapted to these changes. These participants recognised
family members' adaptation to these changes as support. This had a positive impact on coping
with the demands of the illness:
esim ¢ok destek bana... ben tuzsuz yerim diye o da tuzsuz, yagsiz yer... ¢ocuklarim
da destek bana [my partner supports me a lot... he eats without salt and fat since | eat
my food without salt and fat... my children also support me a lot], female participant,
61.
As mentioned earlier, most participants experienced many negative events such as physical
(e.q., fatigue, pain) and emotional difficulties (e.g., anger, sadness), one of the participants
described the change in his life experience as:
diistin ki giizel bir yasant1 yasiyorsun sonra ansizin maddi olarak iflas ediyorsun,
etkilenirsin, bu durumda da (hastalikla beraber) viicudun iflas eder... bu da sizi etkiler
[imagine that you have a great life and suddenly you are financially broken, this
affects you... also in this situation (when suffering from CKD) your body is broken/

deteriorated... this also affects you], male participant, 77.
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However, the same participant highlighted the importance of family support to enhance
mood: onlari (aileyi) diisliniirsiin, ¢ocuklarla bir araya geldiginde, lizerinden atarsin
(olumsuzluklari) [you think about them (family) when you come together with
especially children, you get rid of it (negativities)], male participant, 77.

Similarly, gathering with family members and spending time together facilitated the coping

process:
torunum var, evli, 2 cocuklar1 var, bazen hanimi gelir alir beni yemege gideriz...
bazen kizim gelir alir beni bazen onun evinde kalirim, oradaki kiigiik torunlarimla da
vakit geciririm, ¢ok sevinirim [I have a grandson, married with two kids, sometimes
his wife takes me out for a dinner... sometimes my younger daughter takes me her
house, | stay with them, | spend time with my young grandchildren, | become very
happy], female participant, 78.

Another participant stated she accepted to receive dialysis treatment because she had

children and she felt their support:
ben ilk hastalandigimda, oglum duvara yumrugunu vurdu, anne benim icin kalk dedi,
birakma kendini, i1k defa oglumu aglarken goérdiim, ikisi (¢ocuklar) de bana ¢ok
diiskiin... dedim kalkacagim baska ¢aresi yok... o zaman dedim doktora, benim iki
tane ¢ocugum var ben tedavi olmak istiyorum [when | become ill first, my son
punched the wall and said, mother! please get up for me, stay with me! I saw my son
crying for the first time, both (children) are fond of me very much... I said to myself I
should be strong, no other choice... then I said to my doctor that I have two children

and | want to receive treatment], female participant, 48.
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4.3.3.3 Cognitive reframing
Across the interviews, the participants shared an attempt to have a positive attitude about
their condition. They used several ways to develop a positive attitude about their condition.
Some focused on their satisfaction with current capabilities they had. As they found those
capabilities adequate, they were satisfied with it:

arabami kullantyorum... diyalize kendim gidip geliyorum... simdiye kadar bir

sorunum olmadi...kendi isimi kendim goriiriim [I can drive my car... I go to dialysis

sessions by myself... I haven’t had any problem yet... I do the errands by myself],

male participant, 76.

ilk hasta oldugumda ki hastaneye yattim, evime geri gelemeyecegimi sandim... simdi
arabami kullanabiliyorum, istedigim yere gidebiliyorum, yani birseyleri kendi bagima
yapabildigimi farkettigimde daha iyi hissettim [when I was first sick and stayed in the
hospital, I thought I will not be able to come back home... I drive my car now, I go
anywhere | want, | mean when | realise that | can do things by myself | felt better],
female participant, 64.

For some, not having a comorbid condition which could cause extra difficulties was a

positive thing and it meant that condition was manageable, and this led to satisfaction:
diyabet yok... bazen bagka hastalik da olunca hepsi (belirtiler) birlesir ama benim
Oyle bir problemim yok...bu gibi hallerden uzagim, belki uzak olmam da yardimci
olur ama belli bir derdim yok, tek sikintim 4 saat, ama sonra degisen birsey yok...
idare ederiz [I don’t have diabetes... sometimes when there is another disease, all
(symptoms) can be experienced at the same time but I don’t have such a problem, the
only problem is that it (dialysis session) is 4 hours but there is no difference between

pre- and after dialysis session... I am handling it], male participant, 82.
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Similarly, another participant reported not experiencing many negative consequences related

to dialysis which led a positive outlook related to his condition:

etkilenme gibi birsey yok bende, hi¢ sorunum yok nasil girersem diyalize dyle ¢ikarim
[I am not affected, | do not have any problem, | get out from dialysis session as

nothing happened (it doesn’t affect me at all)], male participant, 79.

On the other hand, some participants tried to displace the thought of having an illness with

another thought. They attempted to do this by avoiding the reality that they were diagnosed

with KF and required HD. This helped them to shift their attention from negative thoughts.

The following quote belongs to a participant who attempted to perceive dialysis as a job that

he should go to:

kendimi kandirmaya g¢alisirim, sanki bu hastalik benim isimdir, hastaneye haftada 3
giin sanki ise giderim orada verdikleri yemekleri begenmem ama verdikleri su da
benim maagimdir (giilerek). Yani polyannacilik oynarim! [I am trying to fool myself
as if this (dialysis) is like my job that | should go to. I tried to see it as a job. | do not
like hospital food, but I consider the water they (hospital) provide as my salary (with a

laugh). So, I am being pollyannaish!], male participant, 76.

One participant said that to generalize the chances of developing the disease and to avoid

thinking about the disease may help both to comfort themselves and to maintain a normal

life:

herkese olabilir onu diistineceksin... onu diisiiniince teselli bulursun... durup
diisiiniirsen hergiin mesela ben seker oldum ne yapacagim ne edecegim... olmaz...
hayat gecmez... normal hayatini yagaman gerek ama haftanin 3 giinii da buraya
(diyalize) geleceksin [it can happen to anybody, you should think in this way... if you
do, you comfort yourself... if you start thinking every day, for instance: “I have

diabetes, what am I going to do now?” no way... the life will be harder... you should
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live your life normally but you should come here (dialysis) 3 times in a week], male
participant, 76.

Another participant mentioned when he was trying to avoid thinking about his condition,
others were reminding him this fact with the ‘get well soon!” wishes. This even negatively
affected his engagement with the social life for some time, particularly when he started to
receive HD at the beginning:
hele ilk zamanlar hig istemezdim disariya gideyim. Ben giilerim (iyi bir ruh halinde
olmaya c¢alisarak) disarda gordiigiim herkes bana ge¢mis olsun diyorlardi, bana niye
hatirlatryorlar hastaligimi? Ben kurtulmaya ¢aligirim, ger¢i kurtulamazsin haftada 3
giin gitmek zorundasin [I didn’t want to go outside particularly at the beginning. I am
smiling (trying to be in a good mood), anybody | used to see outside was wishing me
to get well, why do they remind me of my disease? | am trying to get rid of it, yet you
cannot get rid of it, you must go (to dialysis) 3 times in a week], male participant, 76.
Others believed that admitting to being sick was like a self-fulfilling prophecy and they did
not want to adopt a 'patient identity’. They thought rejecting the 'patient identity' could protect
them from becoming the ill person as a result, this could decrease the possibility of
experiencing negative illness consequences:
hi¢ kafana takmayacaksin, diislinmeyeceksin... ben hastayim dersen kafaya takarsan
hasta olursun zaten [you shouldn’t mind at all, you shouldn’t think about it... If you
say that you are sick and if you are obsessed with it, you will end up sick], male
participant, 81.
Similarly, one of the participants mentioned that she was distant to the idea of being a patient
and she did not internalize this idea yet:
6 bitti 7 y1l olacak halen daha ben bile inanamiyorum hasta olduguma... psikolojini
birakirsan gidersin... ama kendime bu hastalig1 yakistiramiyorum [6 years completed,

it will be 7" year (with dialysis) but I still cannot believe that I am a dialysis patient...
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if you give up on yourself, it will be even worse (you should be strong
psychologically) ... but | cannot think about this disease becoming suit me], female
participant, 61.

By rejecting the patient identity, she believed she can be psychologically strong and can

protect herself against the burden of HD.

4.4  Discussion

This study is the first to explore illness perceptions in Turkish Cypriot patients receiving HD.
The findings highlight the treatment burden in HD, which is reported consistently by patient
groups across different cultures (Masina et al. 2016; Sharma et al. 2019; Song et al. 2019;
Zamanian, & Kharameh 2015). Importantly, it has also demonstrated unique cultural
influences on illness representations amongst Turkish-Cypriot patients and associated

implications for how patients make sense of and attempt to cope with illness imposition.

Despite negative outcomes and the difficulties of HD, the participants somehow normalised
their life on HD by acknowledging the significance of the HD treatment. This is supported by
the previous qualitative findings suggesting that patients eventually accept the inevitable
requirement and criticalness of HD for their lives (Wu et al., 2015). Dialysis has been
considered as an imposition which may make the patients feel physically and emotionally and
socially restricted. Although the patients tend to describe themselves as victims of the dialysis
(Jones et al., 2018) and they may feel trapped for their health (Wu et al., 2015), they tend to
show an ability to integrate dialysis into their lives (Tong et al., 2009). Considering that
participants took some time to accept the chronicity of the illness, time may be an important
factor for the normalisation process (Reid et al., 2016; Tong et al., 2009). During this process,

the participants made sense of their illness differently. Accordingly, they differed in terms of



160
future expectations. For instance, they had conflicting cognitions regarding the possibility of
transplantation. Most were not eligible for the transplantation as they were older, yet they still
had hope. On the other hand, those who may be eligible in terms of age did refuse
transplantation suggestion of family members since they were concerned about risking the
wellbeing of a family member. Earlier findings have suggested patients with KF tended not
easily accept transplantation offer through living donor because of the idea of putting
someone’s life at risk (Waterman et al., 2006). Patients receiving KRT may struggle in
between the feeling of hope and uncertainty of transplantation (Rees et al., 2018). Overall, the
participants who shared a positive view related to their condition seemed to have a positive
assumption about their condition. This positive assumption mostly transpired from the
comparison between their condition and others” who were perceived to be worse off. Despite
the demanding nature of the treatment, holding a positive outlook about the illness has been
identified as important for patients receiving HD (Sharma et al., 2019; Tong et al., 2009) and
indeed in other health settings (O'Brien & Moorey 2010; Van et al. 2012). Patients may
develop strategies to benefit from optimism which may also affect their future expectation

(Reid et al., 2016).

The findings are consistent with studies in other cultural settings that echo the treatment
burden of HD. It is multifaceted and extended to physical and psychological difficulties
(Nabolsi et al. 2015; Shirazian et al. 2017). Fatigue is a prevalent complaint among patients
with KF (Davison & Jhangri, 2010; Jhamb et al., 2019; Picariello et al., 2017b). A qualitative
study indicated patients even had difficulty to differentiate their fatigue-related and illness-
related experiences (Picariello et al., 2018). A recent study found at least 1 in 2 patients
receiving HD were clinically fatigued (Picariello et al., 2019). Consistent with the previous
findings, the participants in this study emphasised how they frequently felt fatigued and how

this negatively affected their involvement with social activities (Horigan et al., 2013). In
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parallel with a prior qualitative study (Jones et al., 2018; Tong et al., 2009), many reported
that they were no longer able to travel and go for holidays because of the fatigue and dialysis
session they should attend. Several qualitative studies have highlighted the experience of
fatigue as a prominent illness consequence and the perception of fatigue may also be
associated with other illness experiences such as mental and physical functioning among
patients with CKD (Picariello et al., 2018; Rees et al., 2018). Tong and colleagues (2009)
identified dialysis patients particularly feeling intense exhaustion. Negative perceptions
related to fatigue and multimorbidity were found to be associated with fatigue severity among
renal patients (Chilcot et al., 2017), however, participants in the current study did not

attribute their fatigue experience to other condition/s they had.

Emotional distress and cognitive changes were dominant across the interviews. Many
stressors including time spent during dialysis, restrictions of dietary and fluid intake may
negatively affect the emotional status of the participants (Kittiskulnam et al., 2017). Distress
may also be a response to physical and emotional burden of the treatment (Jones et al. 2018).
It is well studied that patients with CKD, particularly those receiving HD tend to show
depressive symptoms (Bujang et al., 2015; Chilcot et al., 2018a; Cukor et al., 2006; Ng et al.,
2015; Shirazian et al., 2017) regardless of culture (Gerogianni et al., 2019; Loosman et al.,
2015). Depression has been recognised as a common psychiatrisc illness affecting the
majority of patients with CKD (Kittiskulnam et al., 2017). Similar to the findings of Tong et
al. (2009), the participants reported feeling less than normal which can be considered as a
negative self-concept. Some male participants associated the feeling of being half with the
inability to maintain sexuality. Negatively influenced sexual desire and/or functioning has
been also shown among the common complaints in patients with CKD (Pagels et al., 2015).
As physical symptoms continuously experienced and patients become dependent on dialysis,

this may result as inconsistency between personal and patient identity. This can make patients
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struggle with maintain normality status (Rees et al., 2018; Reid et al., 2016) and their self-
esteem particularly when the prognosis is uncertain (Tong et al., 2009). This may explain the
participants’ negative view of themselves and feeling as though something has been lost in
the ‘halving’ of their identity/ capacity. Adjusting to this new sense of self is essential and

several facilitators emerged.

To cope with the demands of the illness and the burden of HD, the participants developed
several coping strategies. Most participants attempted to adopt cognitions helping them to
avoid the fact that they had a long-term condition and/or let them appreciate their physical
status. By trying to have a positive attitude they shifted their attention from negative thoughts
regarding their condition. Maintaining a positive attitude can be considered as an adaptive
process to the difficulties of HD (Pelletier-Hibbert & Sohi, 2001). Patients receiving dialysis
have been reported to think positively and to engage in activities or exercise also (Tong et al.,
2009). Interestingly, the participants in the current study did not report any activities to
preoccupy their minds although most were retired. On the other hand, their religious/spiritual
attitudes such as belief in fate made them feel that their condition was controlled externally,
and this somehow helped them to adjust to HD. The belief that life events are determined by
fate does not prevent working for more positive outcomes (Yeoh et al., 2017). Religious faith
has been indicated as coping mechanism, letting some patients adopt positive view about
their condition (Wu et al., 2015) including Muslim patients who recognise health and illness
as a natural part of the life which comes from God (Yodchai et al., 2017). Despite the
negative illness outcomes, the participants appreciated their health status as at least extending
their life. This concurs with broader literature on patients receiving HD seeing this as a life-
line, though a double-edged sword (Jones et al. 2018). Additionally, social support was one
of the sources for coping mechanisms. The participants mentioned about family support they

received during the illness process. Family support has been recognised as an important
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resource for coping with illness difficulties (Sharma et al., 2019). More specifically,
encouragement from the family members has been identified as critical for motivation
(Picariello et al., 2018). As the participants had similar experiences with other dialysis
patients, they referred 'we' word (i.e., other patients receiving dialysis) while describing their
experiences instead of personal reference. However, most did not explicitly mention other
patients as a source of support. As dialysis patients share renal experiences, they have been
found referring to other patients as ‘dialysis community’ or ‘family’ hence other patients may

be seen as a source of social support (Rees et al., 2018).

IlIness perceptions of Turkish patients have been examined in several long-term conditions
such as chronic obstructive pulmonary disease (Ekenler, 2017), diabetes (Yorulmaz et al.,
2013) and cancer (Yilmaz Karabulutlu & Karaman, 2015). The number of studies analysing
experiences of patients receiving HD in the context of illness perceptions is very limited.
These mainly used quantitative methods to understand illness perceptions of Turkish patients
receiving HD (Karadag et al., 2016; Yi1lmaz Karabulutlu & Okanli, 2011; Yorulmaz et al.,
2014; Yildirim et al., 2013). Their results have demonstrated the patients tended to perceive
their health status as poor as they experience the negative effects of dialysis. To our
knowledge, Turkish patients receiving HD have not been examined qualitatively in the
context of illness perception framework. Yet the current findings seemed to be in parallel
with similar studies which reported several illness outcomes such as fatigue, symptom burden
(Akturk & Gul, 2019; Yildirim Usta & Demir, 2014), and depressive symptoms (Krespi et

al., 2008; Ok & Isil, 2019; Turkmen et al., 2012).
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4.4.1 Strength and Limitations
The main strength of this study was that being the first to explore illness perceptions of
Turkish Cypriot patients receiving HD. The findings are critical as they provide insight about
this patient group which has not been studied previously. Additionally, this study included all
three hospitals providing HD treatment in North Cyprus thus, patients from each hospital
were invited to participate in the study. To enhance the quality of the research in different
aspects, we used several checklists such as criteria for a good reflexive TA (Braun & Clarke,
2006), COREQ (Tong et al. 2007), APA journal reporting standards for qualitative research
(American Psychological Association, 2019) and Yardley’s quality principles (e.g.,
sensitivity to context, commitment and rigour and transparency) (Yardley, 2000). However,
this study is subject to some limitations. Although evidence suggests analysing the qualitative
data in its original language is advantageous (Van Nes et al., 2010), there may be a possibility
of a loss of meaning when researchers do transliteration. That is the process of replacing
words of original language with a similar meaning in the target language when the exact
equivalent word does not exist (Regmi et al., 2010). Effort was made to minimise the loss of
meaning by employing rigorous quality assurance of both the forward translation of data
itself and checking the applicability of the translated coding framework to 20 percent of the
overall transcripts. Also, we have transparently reported quotations in both original language
and English translation in the Findings section. However, there might be a chance that some
parts of the data extracts might not fully represent the participants’ voice. Another important
limitation might be related to the fact that only those who were available and willing to share
their illness-related experiences agreed to participate in the study. Hence, the findings may
not precisely represent experiences of those did not participate in the study. It should be noted
that those patients who received mental health treatment within the last year were excluded
from the study as they may have different concepts of mental health and sense-making in

relation to their illness. This is a limitation as these patients will have important experiences
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that can also help shape future psychological care, though more pragmatic to avoid further
distress. Future research should seek to consider how those who have engaged with treatment

are similar and different in illness perceptions versus those who do not tae up such support.

This study faced some ethical challenge when potential participants were invited to
participate in the study. Some questioned whether it was mandatory to participate in the study
or not. Therefore, it was ensured that the participants did not feel under pressure to participate
in the study. Considering they regularly receive treatment from the Nephrology Service, they
could feel pressured to participate. However, the necessary explanation was provided
verbally and written indicating that not agreeing to participate in this research will not affect
their regular treatment. As this stands as a critical ethical concern, future studies should take
this point into account sensitively when they invite patients to participate in a study in a

similar context.

4.4.2 Implications for Practice

Iliness beliefs and representations closely linked with illness outcomes (Tiggelman et al.,
2014) and are amenable to change (Petrie et al., 2002). As such, effective interventions
should be explored to decrease negative illness outcomes for those receiving HD in different
cultural contexts. Emerging evidence for illness perceptions-based interventions themselves
is promising (Sararoudi et al., 2016). The findings advance scope for the importance of
integrating cultural coping mechanisms within such interventions to bolster patient
adaptation. As this is the first study aimed to explore illness experiences of Turkish Cypriot
patients receiving HD, future studies adopting currently used and different methodologies

should clarify how this patient group experience their illness. As illness perceptions may
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change over time, longitudinal designs particularly may help to identify illness perception

trajectories in this patient group.

4.4.3 Conclusion

This study provides unique insight highlighting how Turkish Cypriot patients receiving HD
experience their illness physically, psychologically, and emotionally. Importantly, it also
unearths important coping mechanisms that facilitate adjustment to a new sense of self.
Interventions that help patients understand their condition better and that advance culturally
tailored messages about adjustment may be useful to encourage better outcomes. These
findings should be considered as an indicator of a need for a holistic approach in health care

in North Cyprus.

Literature indicates that patients receiving dialysis may experience similar difficulties due to
treatment burden, however, this study provides findings on an underrepresented cultural
group. It would be useful to examine qualitative evidence to see whether Turkish Cypriot
patients’ experiences matches experiences of other cultural groups and patients receiving

dialysis overall.
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Chapter 5: lliness Perceptions of Patients Receiving Dialysis for the

Treatment of Kidney Failure: Systematic Review of Qualitative Studies

5.1 Introduction

The previous chapter considered illness perceptions of Turkish Cypriot patients receiving
haemodialysis using a qualitative method. This was because there is limited evidence in this
patient group and it was deemed more suitable to use qualitative methods rather than
quantitative which is more about mapping patterns not depth. Using qualitative methodology
enabled to be familiar and understand the patients’ experiences within the socio-cultural
context which helped to observe cultural influences on patient experience as evidenced in
chapter 4 in the thesis. Qualitative synthesis is useful to unearth patient experience in
different health settings. This chapter seeks to utilise systematic review method to identify the

extent to which findings reported in chapter 4 map other qualitative studies in this field.

Chronic kidney disease (CKD) is a growing public health concern affecting the general
population worldwide (EI Nahas & Bello, 2005; Hill et al., 2016). Individuals with kidney
failure require kidney replacement therapy (KRT). This can be dialysis treatment or a kidney
transplant. The most common forms of dialysis treatment are hospital based haemodialysis
(HD) and home based peritoneal dialysis (PD). Life experience of those receiving dialysis is

likely to be influenced by treatment burden (Almutary et al., 2013; Tong et al., 2009).

The Common Sense Model (CSM) of self- regulation is a well-known theoretical framework
that is commonly used to explore illness management (Leventhal et al., 2016). According to
the framework, illness cognitions can be considered within five domains: identity (illness

symptoms, labelling the condition), causality (casual beliefs related to the condition [e.g.,
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genetic, fate etc.], timeline (beliefs related to chronicity and/or cyclical nature of the
condition), control/cure (beliefs related to whether the condition is controllable or curable),
consequences (beliefs and expectations regarding effects of the condition) (Leventhal et al.,
1984). Quantitative studies conducted in patients receiving dialysis highlight correlates of
ilness perceptions that may alter life experience (Griva et al., 2010; Nabolsi et al., 2015;

Seyyedrasooli et al., 2013).

5.1.1 Rationale

Existing evidence on illness perceptions in kidney research has used systematic methods to
summarise what is known about quantitative data on this area (Muscat et al., 2018; Parfeni et
al., 2013). There are no qualitative evidence syntheses that aim to explore illness perceptions
using a qualitative method. The findings of the synthesis will not only allow determination of
the extent which findings reported in chapter 4 map with other qualitative studies in the same
context, but will also inform further research, interventions and clinical practice regarding the

illness experiences of patients receiving dialysis.

5.1.2 Aims and Objectives
The review aims to answer the following questions.

Primary question:

1) What does qualitative research tell us about the illness perceptions of patients

receiving HD as a treatment modality for kidney failure?

Secondary question:

2) To what extent have illness perceptions of patients receiving HD included the views

of patients from different cultural and ethnic backgrounds?
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Therefore, the objectives of this systematic review are to:

e Identify which illness perceptions apply to patients receiving dialysis,

e Assess the quality of qualitative research on illness perceptions with this patient
population,

e Determine the extent to which qualitative research in this area has been inclusive of
patients from different cultural or ethnic backgrounds and

e Draw conclusions to help identify target areas for patient support.

5.2 Methods

The review followed the Preferred Reporting Items for Systematic Reviews and Meta-
Analyses (PRISMA) (Page et al., 2021) and the Enhancing Transparency in Reporting the
Synthesis of Qualitative Research (ENTREQ) statement (Tong et al., 2012) to ensure
comprehensive and explicit reporting. The PRISMA checklist consists of 27 items regarding
reporting of systematic reviews (Page et al., 2021) and ENTREQ includes 21 statements
representing five aspects of the qualitative synthesis report; introduction, methods and
methodology, literature search and selection, appraisal, and synthesis of findings (Tong et al.,
2012). The protocol for this study was pre-registered on the PROSPERO database (ID:

CRD42020202272).

5.2.1 Selection Criteria

Eligible studies included qualitative studies using the illness perceptions framework of the
CSM of self-regulation (Leventhal et al., 1984) to explore the experiences of adults (aged 18
years +) receiving dialysis treatment (HD or PD). Studies needed to be published in the

English language with no date restrictions set. Studies were excluded if they did not consider
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patients receiving dialysis (any form) e.g. CKD being managed otherwise or studies with

paediatric populations.

5.2.2 Data Sources and Searches

A search tool, SPIDER (Sample, Phenomenon of Interest, Design, Evaluation, Research
type) was used to develop the search strategy (Cooke et al., 2012). Preliminary searches were
conducted to identify all potential key words of the concepts. After preliminary searches, the
search strategy created was based on three concepts namely, population, study design and
experience. For instance, keywords of ‘haemodialysis’, 'peritoneal dialysis' were used for the
population concept, qualitative study related key words (i.e., interviews, focus groups etc.)
were used for the study design and finally, key words such as ‘illness perceptions’, ‘illness
beliefs” were used for the experience. Identified key words for the concepts were combined.
A broad search strategy was used as noninformative titles can make it difficult to detect

qualitative studies in literature (Soilemezi & Linceviciute, 2018).

Both published and unpublished literature were searched between September and December
2020. The search was run again in early 2022 to see whether there is new relevant study that
could be included in the synthesis (i.e., before finalising the review write-up). With a
sensitive approach, we aimed to reach all relevant studies to include in the synthesis. The
following electronic databases were searched: PubMed, Scopus, CINAHL, The Cochrane
library, PsychARTICLES, and Web of Science by using free text words and medical subject
heading (MeSH) terms relating to concepts. Lateral searches were undertaken such as
checking reference lists of primary studies for related articles as well as checking ‘Related
articles’ option on electronic databases where available. Google scholar was also checked for

citation searches. Additionally, grey literature was extensively searched through the Centre
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for Open Science, Open Grey and Grey Lit. ResearchGate was also checked for unpublished
studies. Existing quantitative and qualitative reviews were searched to identify relevant
primary studies. As it can be difficult to find qualitative studies (Barroso et al., 2003),

relevant journals were also searched by hand.

The researcher screened titles and abstracts and identified studies which did meet the
inclusion criteria. Additionally, another researcher screened 20% of the titles and abstracts to
ensure that inclusion criteria were applied consistently. Citations from all database searches
were imported into Mendeley reference management software. Citations were checked for
duplicates, identified duplicates were removed before screening the title and abstracts of
relevant studies. Full texts of relevant citations were assessed for inclusion by using a

previously designed screening form.

5.2.3 Data Extraction and Quality Assessment

Data were extracted on pre-designed form. Data extracted included general information (i.e.,
study title, author, year of publication), study design, study aims/research questions, data
collection methods (e.g., interview, focus groups etc.), data analysis technique (e.g., thematic,
grounded theory, interpretative phenomenological analysis etc.), epistemological standpoint
(e.g., essentialist, critical realist etc.), demographic information about participants (e.g., Age,
sex, dialysis modality, co-morbidity status) and study findings. Extracted data were checked
by another researcher. Any disagreements were discussed and resolved by consensus. During
the screening process, we captured studies that included participants on different KRT
modalities (i.e., peritoneal dialysis, haemodialysis and transplantation). Only findings related
to patients receiving dialysis were extracted. Quotations from individuals not on dialysis were

excluded. In case there were sufficient qualitative data, it was aimed to examine any
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differential representations of illness from the two dialysis modalities (HD and PD)
separately and combine them if appropriate or report both analyses and as related to the
domains of the illness perceptions framework (identity, cause, timeline, consequences,
cure/control). Among eligible studies, there was one study (Rees et al., 2018) that included
patients with KRT of which only two patients received PD. This was not sufficient data on
patients receiving PD. Considering patient beliefs and experiences may differ depending on
dialysis modality (i.e., HD or PD), we did not merge findings on PD and HD findings. The

synthesis represents only those patients receiving HD.

Two reviewers independently checked eligible studies against the Critical Appraisal Skills
Programme (CASP) Qualitative Checklist (CASP, 2018). The checklist includes 10 questions
to assess the quality of studies in the aspects of the appropriateness of the research design,
participant recruitment, data collection, position of the researcher, the rigour of the analysis,
clarity of presented findings and ethics. Additionally, the comprehensiveness of reporting in
the relevant studies was assessed by using Consolidated Criteria for Reporting Qualitative
Research (COREQ). It assists in clarifying to what extent qualitative studies reported critical
contextual information in the assessment of transferability and transparency (Tong et al.,

2007). Any disagreements between the reviewers were discussed and reached agreement.

5.2.4 Data Analysis

There are number of distinct approaches available to synthesise qualitative research. These
include, but are not limited to, critical interpretative synthesis (Dixon-Woods et al., 2006),
framework synthesis (Oliver et al., 2008), meta-ethnography (Noblit & Hare, 1988) and
thematic synthesis (Thomas & Harden, 2008). Although each method may have its own way

to understand knowledge representing different contexts, some of the approaches, to some
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extent, share basic characteristics (Barnett-Page & Thomas, 2009). It is critical to identify the
product of the synthesis in relation to context, as this can inform the reviewers to choose the
most appropriate method. Thematic synthesis (Thomas & Harden, 2008) combines
approaches from both meta- ethnography and grounded theory. It has been commonly used to
address questions related to health care intervention need, acceptability, patients’ attitudes,
and expectations etc. Reviewers inductively examine the experiences of individuals to draw
explanations (Ring et al., 2011). Thematic synthesis has been suggested to have great
potential to generate hypothesis (Lucas et al., 2007). Considering the current review has
focused on patient experiences, thematic synthesis (Thomas & Harden, 2008) may be a
suitable approach. However, this review aimed to understand patients’ experiences within the
illness perceptions framework. Meanwhile it aimed to capture both the diversity and the
similarities in patient experience within socio-cultural context. We found that reflexive
thematic analysis (TA) (Braun & Clarke, 2006; 2019a) offers the flexibility for this study to

use the illness perceptions framework as a lens to interpret patient experiences.

With a critical realist perspective, reflexive TA has been frequently used to analyse primary
qualitative studies. Six phases of reflexive TA were followed (i.e., 1- data familiarisation, 2-
coding, 3- generating candidate themes, 4- developing themes, 5- refining themes and 6-
write-up), with experiential orientation (Braun & Clarke, 2006). With critical realist
standpoint (Sims-Schouten et al., 2007), the synthesis was completed in two stages by using
inductive and deductive reasoning (Braun & Clarke, 2006; 2012). At the first stage of the
analysis (phase 1 to 4), we used more of a inductive analytic approach to identify patterns in
the data. With the inductive approach, codes are driven by data to represent participants’
experiences (Braun & Clarke, 2006; 2012). The researcher extracted each study’
findings/results section. Line by line coding was used and identified codes as an iterative

process Where the researcher repeatedly checked initially identified codes along with
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quotations to refine the analysis. The researcher felt engaged with dataset during (initial)
coding and did not want to lose links to context while doing the analysis. Therefore, initial
coding was completed manually. Once codes were revised, final version of coding was

completed in NVivo software (version 12).

Later, the researcher developed candidate themes by grouping codes and discussed the
analysis with the principal supervisor who has expertise in qualitative methodologies in
health research. The supervisor reviewed the extracted data along with initial findings to
ensure analysis has interpretative depth. This process aimed to capture experiences and
perceptions of individuals receiving dialysis. The research team discussed whether the initial
findings captured both the diversity and the patterns within the dataset. Once the research
team agreed that the themes represent the patient experience, at the second stage of the
analysis (phase 5), the initial findings were mapped onto five domains of the illness
perceptions framework (Leventhal et al., 1984). At this stage, a more deductive analytic
approach informed the analysis through the existing framework where domains were
overarching themes (i.e., timeline, causality, control/cure, identity, and consequences). The
deductive approach aims to use existing theory to organise patterns in the data with the
assumption that key concepts are already in the data (Braun & Clarke, 2006; Thomas, 2006).
As the review included qualitative studies guided by the illness perceptions framework,
deductive analysis was conducted in the latter stage to interpret the patient experiences from
various health settings with diverse ethnic backgrounds within the framework. To our
knowledge, this study for the first time, synthesises qualitative evidence on illness
perceptions in HD patients with combined inductive and deductive reasoning. There are
studies that have used inductive and deductive approaches within the same level of analysis
(e.g., inductive and deductive coding) (Azungah, 2018; Fereday & Muir-Cochrane, 2006; Xu

& Zammit, 2020). However, the current study used more inductive reasoning at the early
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stage in identifying codes and initial themes to ensure participants’ experiences are reflected
with contextual sensitivity. By this approach, we aimed to decrease potential bias in terms of
forcing participants’ responses and primary findings into existing concepts of the framework
at the early stage of the analysis. Then we completed the last stage of analysis with more
deductive reasoning. There are qualitative health research studies that have used thematic
analysis with a similar approach (Hellgvist et al., 2018; Maine et al., 2017). Using inductive
and deductive approaches separately at different levels of analysis enabled interpretation of

data within the framework, allowing it to reflect patient experiences.

53  Findings

5.3.1 Literature Search

After excluding duplicates, the search yielded 1315 articles as shown in the PRISMA flow
diagram (Figure 5.1). We found only 4 eligible articles to include in the synthesis, one was a

preprint version ([1] Sharma et al., 2020) determined through the manual searching.
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Identification of studies via databases and registers

Identification of studies via other methods

Records removed before
screening:
Duplicate records removed
(n=621)
Records marked as ineligible
by automation tools (n = 0)
Records removed for other
reasons (n = 0)

Records identified from:
Open Grey (n = 2)
Manual searching (n = 1)
Citation Searching (n = 27)
Google Scholar (n = 1)

Records excluded
(n =1257)

Reports not retrieved
(n=4)

Reports sought for retrieval

(n=14)

Reports not retrieved
(n=0)

Reports excluded:

» Not a qualitative study (n =
11)

» Sample did not included
patients receiving dialysis (n
= 2)

» Did not use illness
perceptions framework (n =
34)

Reports assessed for eligibility
(n=1)

Records identified from:
=
2 CINAHL Plus (n = 123)
5 PsycARTICLES (n = 6)
= Cochrane (n = 47)
S Pubmed (n = 1075)
k=] Scopus (n =402)
Web of Science (n = 279)
N’/
)
Records screened
(n=1311)
Reports sought for retrieval
o (n =54)
=
c
()
()
a }
N
Reports assessed for eligibility
(n =50)
e’/
3
= Studies included in review
T (n=4)
£
e’/

Figure 5.1. PRISMA Flow Diagram. Adapted from Page et al. (2021)

Reports excluded:

» Did not use illness
perceptions framework
(n=3)
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There are a limited number of studies representing ethnic and cultural minorities in
psychological research as samples tend to represent Western, Educated, Industrialized, Rich,
and Democratic (WEIRD) societies (Henrich et al., 2010; Nielsen et al., 2017; Rad et al.,
2018). However, two of the included studies’ samples included individuals who are not
representing ‘typical’ (WEIRD) populations. One of the studies was based in Northern
Cyprus and three were based in the UK (Table 5.1). This allowed to examine diverging and
converging illness perceptions of patients from a different cultural and ethnic background in
the same context. This was a significant opportunity that may increase our understanding
about under-represented groups. The included studies used semi structured interviews and
focus groups for the data collection (Table 5.1). Most samples included patients receiving HD
only ([1] Sharma et al., 2020; [2] Keskindag et al., 2021; [3] Karamandiou et al., 2014). One
of the studies included patients who were on different KRT modality such as those receiving
PD and those with kidney transplantation ([4] Rees et al., 2018). However, only findings

related to HD were included in the synthesis.
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Cultural/ethnic Language the
Author (Year), G S Study aims / study was Method of
Countr Sample (N ender Age range b"’.‘c!‘g“’“”.d.a”.d"". KRT Modali D_|a|y5|s objectives Data_ Analysis conducted in, if translation, if
Y, ple (N) ty ) \ ) )
Database/s (fIN) ) religious af_fl_llatlon, if vintage Collection other than applicable
specified .
English
[1] Sharma et al. To identify the Transcripts were
(2020) . South Asian -Gujarati renal specific Focus Thematic Gujarati and translated into
UK Purposive-19 6/19 26 - 87 and Urdu speakers HD >6mo illness perceptions groups analysis Urdu English and then
of South Asian analysed
HD patients
[2] Keskindag et To explore
al. (2021) patients' beliefs Analysis
(North) Cyprus . . . about and Semi- Reflexive conducted in
s';ﬁ:&?{"& 6/14 48-82 T“rk:\s/lhug?’rﬁg""s - HD 6mo—12y understandingof  structured  thematic Turkish Turkish then
CINAHL, kidney failure in interviews analysis translated into
Scopus, Web of Turkish Cypriot English
Science patients receiving
HD
[3] Karamanidou To explore the
etal. (2014) experience of
UK 3 Afro-Caribbean, 2 renal dialysis Semi- Interpretative
NR -7 417 32 -68 Indian origin and 2 HD 2-Ty patients focusing structured  phenomenolo NA NA
PsycINFO, Caucasian on patients’ interviews  gical analysis
Scopus, Web of beliefs and
Science, CINAHL treatment burden
[4] Rees et al.
(2018)
UK Convenience PD. HD and To understand the Semi- Constructivis
sample - 11 4/11 28-71 NR Tranéplantation >6 mo psychosocial structured t grounded NA NA
CINAHL, effects of ESKD interviews theory

Scopus, Web of
Science

Abbreviations: UK, United Kingdom; PD, peritoneal dialysis; HD, haemodialysis; mo, months; y, years; NR, not reported; NA, not applicable.
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5.3.2 Quality Assessment and Comprehensiveness of Reporting

According to independent assessment of the reviewers, most studies provided -yes- as an
answer for the questions on CASP qualitative checklist. According to COREQ checklist, the
majority of the studies met most criteria for reporting qualitative research in terms of proving
contextual details to increase transparency. However, the studies differed in terms of
comprehensive reporting as some did not report critical contextual information such as setting
of data collection (i.e., hospital, home etc.) and duration of the interview (Rees et al., 2018).
Additionally, some studies ([1] Sharma et al., 2020; [2] Keskindag et al., 2021) did not meet
some items of the COREQ checklist due to the data analysis method they used. For instance,
data saturation is not suitable for reflexive TA approach (Braun & Clarke, 2019a; 2019b),

therefore the studies used reflexive TA did not report about data saturation.

5.3.3 Synthesis

At the first stage of the analysis, six themes were identified following inductive thematic
analysis, 1) understanding changes caused by CKD, 2) causal beliefs, 3) coping with
treatment burden, 4) treatment beliefs, 5) impact of HD and 6) adaptation process. The
findings generally showed that patients’ experiences were similar, however, differences
within the domains were also observed. The patients had difficulty in labelling and making
sense about the condition. They were faced with uncertainty where they had inconsistent
experiences related to their condition. Life experiences, particularly physical and
psychological aspects, were influenced by demands of HD. Struggles to regain normality and
changes in functionality influenced perception of self. However, patients used different
resources to cope with treatment burden. Cultural values and/or belief system seemed an
important factor shaping the coping process. The adaptation process was another aspect of

patient experience, it draws on several key concepts in the management of condition such as
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acceptance and adherence. At the second stage of analysis, the identified themes were
mapped onto the overarching five domains (i.e., timeline, causality, control/cure, identity, and
consequences) of the illness perceptions framework except one theme, adaptation process,
which was presented separately. The findings demonstrated that patients hold beliefs that are
consistent with the beliefs defined in illness perceptions within the CSM of self-regulation
(Leventhal et al., 1984). The relationship between the themes and the overarching themes is

shown in Figure 5.2.

lliness perceptions domains of Common Sense Model

Identity Cause Control/Cure Timeline Consequences

1. Understanding 3. Coping with 4. Treatment
: . . 6. Adaptation
chang;e:z)(}:(%:sed 2. Causal beliefs et Aidin 8 beliefs 5. Impact of HD progess

Figure 5.2. Thematic map of the synthesis

5.3.3.1 Identity

The identity domain of the illness perceptions framework refers to labels associated with the
illness and symptoms attributed to the illness (Leventhal et al., 1984). In the process of
labelling CKD, patients relied on others to make sense of their condition. Patients considered
other patients as a resource providing information about the symptoms and expectations.
Patients found other patients as a reliable resource as they shared similar experiences

regarding kidney failure. This, however, alone does not necessarily mean that they did not
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rely on healthcare professionals. It may indicate that information seeking through other
patients may be related to the need for empathy. Other patients had had ‘lived’ experience,
therefore, would ‘understand’ how changes were experienced. Moreover, patients did seek
clarification through multiple health settings. Particularly, at the early stage of the diagnosis,
patients wanted to ensure the diagnosis of CKD and requirement of dialysis, therefore, they

visited more than one nephrologist:

b

“So, to make sure, I went Private. 1,500 to 3,500 I gave. Then they told me it’s gone’
1)

This may also be related to the fact that the diagnosis process was sudden for many, and it
was something that patients did not expect. This stands as one of the barriers to understanding

the changes and making sense of CKD:

“Idon’t know why... I was at work, suddenly my tension [referring to hypertension]

increased... it was a kidney problem... I am dialysis patient since then” (2)

Patients generally believed that they did not receive sufficient information about their
diagnosis and treatment. This was a major factor negatively affecting understanding and

sense-making:

“They don'’t tell you nothing ... unless you go down there and ask them and even then

they don’t tell you what you need to know ...” (3)

The expectation of patients and information provided by healthcare professionals seem not to
match. Depending on cultural differences, some patients had even more challenges such as

language barriers. Those who were not fluent in the English language had more difficulty
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communicating with healthcare professionals, hence, they had other patients who were more

fluent in English to communicate with doctors/nurses on behalf of them.

5.3.3.2 Cause

The causality domain of the illness perceptions framework represents cognitions related to
cause of the illness (Leventhal et al., 1984). Patients mostly attributed their condition to risk
factors as these were significant contributors for developing CKD. Risk factors mainly
included previous health conditions such as, hypertension and diabetes. Additionally,
medicine taken as treatment such as antibiotics and pain killers for another health issue were
perceived as one of the factors that caused kidneys to deteriorate. On the other hand, some
patients believed that stressful life events influenced physical and psychological strength

hence, kidney function worsened:

“My husband was very ill ... so you know when stress occurs.... everything was too

much for me...it was stress related” (1)

In regards with causal beliefs, there was mismatch between patients’ causal beliefs and
doctors’ beliefs. It was clear that patients had their own assumptions regarding aetiology of
their condition. This is despite that they received an explanation from the doctors; they had

different opinions about the causes and risk factors that triggered their condition:

“As | understand it I think the problem I had was hypertension and possibly also

glomerulonephritis, whatever that means ... these are the reasons given to me ...” (3)

This inconsistency between causal beliefs of patients and the doctors seems to be closely
related to perceived lack of information about the condition. As mentioned in the previous
section, perceived lack of information was a critical barrier to making sense of the condition.

Differences between patients and healthcare professionals’ beliefs support the notion that
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patients’ expectations regarding the information provided were not met and patients were
unsatisfied about the explanations. Nevertheless, patients’ past experiences were critical to

shape their perceptions regarding causality.

5.3.3.3 Control / Cure

This domain represents beliefs regarding controllability of the condition (Leventhal et al.,
1984). It also includes cognitions about cure for the condition. This domain was mainly
supported by two inductively developed themes, namely, coping with treatment burden and
treatment beliefs. Patients adopted different strategies to cope with the demands of their
treatment. Avoiding negative thinking was one of the ways to cope with difficulties. Some
patients preferred to ignore or reframe the difficult events to decrease the chances of facing
anxiety producing stimuli. They believed, otherwise, it would be difficult to get rid of stress

evoking negative thoughts once they let themselves face them:

“You don'’'t let it affect your life because if you do, it’s gonna get worse” (1)

However, some patients achieved a positive attitude through adopting positive strategies.
These strategies including mindfulness, and gratitude also facilitated coping with the burden
of treatment. With mindfulness, patients gained awareness of their own capabilities which
helped them regulate their activities and act accordingly in daily life. Similarly, gratitude
helped to find the strength to hold a positive outlook. Despite the health issues and challenges
they faced, they had sense of gratitude. They appreciated being alive and such health as they

enjoyed:

“I believe that dialysis is one of the best things that have happened in my life. Um

appreciating life, appreciating health...” (1)
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On the other hand, patients found different resources made them feel supported against
treatment burden. One of these resources was faith, some patients particularly those from
cultural groups even realised that their sense of faith improved with CKD. Their
understanding had changed in a way that they considered their condition as mediator to ‘feel

alive again’. For those mentioning faith, praying was also important to feel optimistic:

“I was thinking that I have faith, I am a Muslim... But from one side awaking that

faith again in yourself, making yourself alive again...” (1)

Behavioural strategies such as engaging in physical activities and hobbies were also used

among some patients:

“I retaught myself how to play the guitar ... I think for the first year I read a huge

number of books ...” (4)

To cope with demands of the treatment and the condition, support received through the social
environment seemed significant. For instance, family relationships were an important
reference for feeling supported. Family members were actively involved in patient
experiences since diagnosis, even their social roles were re-determined due to caring

responsibilities:

“he [husband] .... now he sees me that I am sick, he doesn’t go outside much, he is

often at home... he even helps to wash the dishes” (2)

Additionally, social support was received through patient dialysis groups. Relationships with
other patients were built during dialysis sessions in the hospital setting while sharing
experiences. Interactions with others was important for patients so that some defined dialysis
sessions as ‘therapy’. Depending on dialysis vintage, patients also built long term

relationships with healthcare professionals (doctors/nurses) at the hospital setting. Although
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they did not always share similar assumptions and expectations related to kidney failure, they

knew doctors/nurses for some time, and this made them feel somehow comfortable:

“... you do develop these long-term relationships with nurses, doctors ... what you're

going through becomes a bit less scary ...” (4)

This indicates that patients had a multi-aspect relationship with healthcare professionals that

included mixed feelings.

Most patients started dialysis with poor physical functioning, they found HD helpful to
enhance their health status. Patients recognised the benefits of HD, particularly at early stages
of dialysis treatment. Patients considered that HD helped them to survive and maintain their

life:

“they were taking biopsies of the kidney and so on ... then I started dialyzing and my

health improved dramatically after that” (3)

Some considered that their condition was controlled by a force beyond human power. Some
believed that God was the one providing health and illness overall through healthcare
professionals. At the same time, patients believed that they should follow the

recommendations of the healthcare professionals for their wellbeing:

‘... without the medication | would have been worse...but | believe in God too. There

is one God and if he wants, the treatment, the medication will work ...” (3)

On the other hand, some patients viewed their condition as a matter of luck. Due to bad luck,
they believed they developed CKD and were having to maintain dialysis treatment, and these
were perceived as out of their control. Overall, patients shared similar beliefs related to cure

of their condition. They commonly believed that a kidney transplant was the only cure:
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“It’s only kidney transplant, if available, there is a cure” (1)

5.3.3.4 Timeline

Patients considered transplantation as a way to be free of dialysis. If they received a kidney
transplant, they would not need to receive HD regularly and would not have to experience
dialysis related difficulties. Therefore, for some, it may also represent the end of the disease
which is related to the timeline domain of illness perceptions. However, kidney
transplantation is another form of KRT that still requires following dietary recommendations
and having regular hospital visits. Overall, patients held hope for the future that was related

to getting a kidney transplant:

“I am hoping that one day they will give me a call ... and say oh, there is a kidney for

you, you know ... I am looking forward to that ...” (3)

At the same time, patients felt trapped due to uncertainty. The future was unpredictable as
they did not know if or when they would have a transplant. Similarly, their health status was

unpredictable due to the long term nature of their condition:

“Can’t say about your future, you wouldn’t know” (1)

Symptom experience varied at different stages of the disease and this indicates the cyclical
nature of the symptoms. Loosing ‘friends’ from the dialysis group also reminded patients of
mortality- this may have also contributed to uncertainty. Maintaining dialysis sessions
regularly was not a sole requirement for better health status as symptoms associated with
treatment burden may vary. Patients did not have clear assumptions and expectations
regarding prognosis. This left them with sense of uncertainty, however, they kept hoping for
transplantation which they believed could change their quality of life. It seemed as if they

were in the middle of conflict between negativity of uncertainty and positivity of hope.
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5.3.3.5 Consequences

The domain of consequences represents the impact of HD on different aspects of life. The
burden of HD made it difficult to maintain life, something that was prominent in all studies
included in the review. Consequences was one of the domains frequently referred to.
Although patients recognised the benefits of HD at the early stage of their condition, they
found it demanding as it is a long term treatment that needs to happen very regularly. Along
with dietary changes, HD can cause physical symptoms that negatively influence life
experience. Patients experienced changes in physical functioning throughout their condition.
For instance, one of the common symptoms was fatigue. Particularly on dialysis days, it

altered the energy level and mood, and this influenced daily activities:

“when I go home it’s very difficult for me to do anything ...” (3)

Due to physical symptoms such as pain and weakness, patients felt restricted. Physical
functioning was closely associated with engagement in social activities. Those who had
severe complaints felt isolated as they did not find strength to maintain their social life.
Overall, they required dialysis sessions approximately 4 hours each, three days per week
which were time-consuming and demanding for many. Hence, it limited social life to some
extent. For instance, patients experienced changes in employment status, trip planning, and

other social activities:

“3 days | come to dialysis. In between, on Thursdays or Tuesdays | have other

appointments .... So my 5 days are gone” (1)

The impact of HD was also obvious on psychological wellbeing also. Dialysis is s
burdensome treatment, not surprisingly, patients commonly experienced psychological

distress. For some patients, diagnosis and commencing dialysis treatment occurred suddenly.
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They felt they were not prepared for such a big change. Therefore, feelings of anger and
disappointment were experienced mostly at the early stages. Even after some time, patients
continued to experience distress as they frequently felt helpless. Patients did not have many
options that they could resort to. As they did not have the transplantation option available yet,
they had no choice but continue dialysis. This led to a sense of helplessness which may be
perceived as ‘losing’ of control over the condition. Throughout the dialysis sessions, there
may be some complications and the possibility of such events also increased the distress and
left some patients with feelings of worry. They were preoccupied with thoughts about what

could go wrong during the sessions:

“it can start bleeding so you have to be very careful with that and that is another

worrying thing ...” (3)

Nevertheless, some patients developed resilience and greater psychological strength after
commencing dialysis. Kidney failure with dialysis treatment itself is alone a life changing
event and it may cause psychological outcomes in different forms, such as growth. Also,
support received from the social environment may have contributed to development of
resilience skills. Having supportive family members/carer who have resilience skills may

empower patients to redefine events:

“my mother ... she was ...very strong minded. Because of her, I found or have lots of

strength” (1)

Patients also experienced changes in self-perception. Throughout their condition, self-
perceptions kept altering. Having experienced psychological as well as physical outcomes
together influenced a view of self since patients did not feel the same as before in many

aspects. ‘Not feeling normal anymore’ after commencing dialysis treatment was prominent
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among patients. For instance, inability to maintain employment, limited engagement in social
activities, and physical difficulties in daily life made patients felt that they were not as

‘normal’ as before:

‘... not even a half, I have become a quarter of the quarter” (2)

Depending on the severity of their symptoms, some felt that they had lost independence, they
experienced becoming dependent on others. They received support from mainly family
members in household errands and during hospital visits. Patients often felt that they had
become a burden on family members due to the care requirements. For some, this feeling was

so dominant that they believed their absence would make others' life easier:

“The hereafter life is better ... your family are happy, everyone is happy” (1)

These emotional and cognitive changes also negatively influenced self-confidence. Some
explicitly reported having less confidence due to limited functionality. They thought they
could not make a difference with limited capabilities in their lives. They felt useless due to
limited functionality that prevented them to do what ‘normal’ individuals could do in their
life. This was mainly due to the comparison of oneself with other individuals without long-

term condition:

“friend comes to your house who is active in work and things, we are sitting at home

doing nothing” (1)

Consistent with having negative views of oneself, patients’ perception related to their identity
also changed along with lived experiences. Kidney failure with dialysis treatment was like a
journey, patients were reconstructing their identity at different points with the effect of the
outcomes that the journey brought. Different stages of the disease contributed to shape

identity. Depending on the severity of symptoms and dialysis vintage, patient experiences
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varied. However, changes were observed not only between the patients also within the
patients. For instance, when a patient realised that their physical functionality was not same
as before, they felt like a ‘renal patient’. Then, their patient identity had become more
dominant than personal identity. This was supported by a comparison of past and current
'self":

“I have changed... I am not same anymore” (2)
Some patients identified themselves through the dialysis group they had become part of.
Labelling through social environment also contributed to adopting a patient identification.
For instance, individuals from social environments including colleagues at work and friends
who kindly asked about health status reinforced the ‘patient’ identity:

“...the kidney man. So I had this label then... the very next meeting ... he was like oh

how’s the kidney” (4)
Overall, there was a struggle between personal and patient identity. Patients attempted to
protect their ‘own’ identity in order to maintain a ‘normal’ status while ‘being a patient’ had
become an important part of their identity:

“... you shouldn't think about it... If you say that you are sick ... you will end up sick”

)

“... this is an illness, but I am not ill.” (1)

This conflict may result differently among the patients depending on their adaptation process.

5.3.3.6 Adaptation Process

This theme was generated inductively and captured how patients experienced adaptation and
maintain their life on HD. This theme is different than the scope of control/cure domain
which may capture coping. As this theme highlights the processes that support adaptation, it

is presented separately, in addition to the illness perceptions framework. Dialysis vintage
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seems to be one of the important aspects of adaptation. Patients may have had struggles to
adapt to HD at first, however, with the time spent on HD, it become easier to adapt since HD
become part of their life. Particularly those who had longer dialysis vintage eventually
normalised receiving HD on a regular basis:

“It’s hard at first but you get used to it ... Cause I’ve been doing it for so long now ...

it’s more natural...” (3)
However, patients did not willingly make decision to commence dialysis treatment. They
believed they had to adjust to HD as they did not have another option, in other words, they
had ‘to learn to live with it’. This ‘forced adjustment’ enabled patients being present
physically to attend HD session in the hospital setting. However, it did not include
‘psychological preparedness and adjustment’ for HD. On the other hand, acceptance was
another key point regarding the adaptation process, yet, it is quite different from the ‘forced
adjustment’. Accepting HD consciously and including it in life facilitated the adaptation
process not only physically but also psychologically. Those who accepted viewing dialysis as
part of their life made ‘peace’ with HD. This may be critical for patient experience to some
extent:

“Whoever did not accept this disease died... there was a man ...he was telling me: ‘I

am not like you’. He didn’t want to receive dialysis, he died later” (2)

However, those who had difficulty in accepting HD seemed to have more negative
experiences. This could be explained by discrepancies between the real and ideal world. In
case of refusing to accept, reality would be quite different from what an individual expected
ideally. This difference was likely to cause distress which may be related to symptom
experience. Moreover, adherence related behaviours represented a different aspect of

adaptation. Patients generally accepted the need from regular attendance at dialysis sessions
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as well as medication adherence. However, patient views and experiences differed mainly in
relation to diet-adherence. Those who were adherent to dietary recommendations perceived it
was their own personal responsibility to follow the recommendations. Despite it being
difficult to stay away from certain food they liked, they had sufficient resources for self-
efficacy so they maintained diet-adherence:
“Whatever | buy | read the ingredients on the pack. | read the percentages so like
bananas have a high percentage of potassium, so I don’t eat bananas. I like
bananas” (1)
Dietary non-adherence among some patients resulted from their own deliberate decisions.
They chose not to follow dietary recommendations extensively. This was observed mainly in
the form of reactance against the restrictions. They perceived the food and liquid restrictions
as an attack to their freedom, and this led to non-adherence as a reaction:
“... most people enjoy their water and their drinks and ... you on the other hand
trying to keep to the restrictions cause of the consequences ... that’s not a good
feeling to have these restrictions but at the end of the day it’s your life so if you want

to drink and don'’t stick to the restrictions ...” (3)

54 Discussion

The aim of the review was to synthesise experiences of patients receiving HD treatment by
using the illness perceptions framework of the CSM of self-regulation (Leventhal et al.,
1984). Qualitative evidence on illness perceptions in HD patient groups were interpreted to
understand patient experience in different settings. The review aimed to also understand the
extent to which the findings from chapter 4 in the thesis are reflected of broader qualitative
data in the illness experiences of patients receiving dialysis. There was a general dearth of

qualitative studies on this area though far more quantitative studies have been undertaken.
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Besides, this study examined whether qualitative studies that originated from a mix of regions
were more inclusive of different cultural communities. Involvement of patients from different
racial or ethnic backgrounds is important in health research as culture shapes illness
experience (Kirmayer & Young, 1998). It is well-known that WEIRD samples are dominant
in psychological research in general. However, the included studies presented cultural
diversity to some extent and this allowed examination of similarities and differences in
cognitions that may be influenced by culture. The overall findings indicate some experiences,
beliefs and emotional reactions seem similar across different health settings however, whilst
others, particularly those related to identity and control/cure components of the framework

differed due to their potential link to cultural differences.

Patients commonly believed that information provided about their condition and dialysis was
not sufficient. This influenced labelling symptoms and sense making. Similarly, qualitative
syntheses have indicated that patients were not satisfied that they had limited knowledge
regardless of treatment they received as KRT (Morton et al., 2010a; Reid et al., 2016).
Emotional and behavioural responses may vary when individuals believe that their
knowledge is limited about their condition (DePasquale et al., 2019). For instance, people’s
labelling and sense making of their symptoms (identity domain) may play a role in adherent
behaviours (e.g., medication, diet etc.) (Aujla et al., 2016). Those who believed they did not
have sufficient explanation have been found not to strictly follow the medical and dietary
recommendations, and this may in turn, worsen their symptom experience (Sawyer et al.,
2019). Cultural differences seemed to influence beliefs in relation to the identity domain, for
instance, those from cultural groups were more likely to experience difficulties in accessing
information about their health status. This was true for patients in non-western settings as

well as minority communities in high income countries in the west. There is evidence
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indicating that cultural groups tend to face more challenges when communicating with
healthcare professionals (Cervantes et al., 2016; 2017). Those from different cultural
backgrounds may require additional resources to feel supported as some have language

barriers and in other settings, healthcare infrastructure is less developed to facilitate this.

Causality beliefs greatly differed among patients. Evidence on causal beliefs in CKD
demonstrates that patients hold a variety of beliefs in relation to the development of kidney
failure (Jayanti et al., 2016). Although causal beliefs can be determined by cultural influences
(Kizilhan, 2012), prominent differences were not observed specifically depending on culture.
The types of explanations can be broadly grouped into various risk factors that mainly
attributed to other medical condition/s. These broadly reflect the findings of other studies that
included patients with kidney disease (Lin et al., 2013; Wu et al., 2015). On the other hand,
beliefs around control/cure of kidney failure with dialysis reflected mainly coping strategies
adopted to counter treatment burden. Perceived social support has been noted as an important
source (Karadag et al., 2019; Wang et al., 2020) which was received through family, dialysis
groups, healthcare professionals and faith. Particularly, patients representing cultural groups
perceived their condition slightly differently as their understanding was mainly shaped by
faith. For some, faith even helped to accept HD. They had a positive outlook consistent with
their values. They believed their condition was controlled by a higher power, at the same
time, they felt responsible to adhere to treatment. Literature has demonstrated an association
between perceived external locus of control and avoidant coping strategies (Arraras et al.,
2002; Folkman, 1984; Gomez, 1998). There is an assumption that those who believe that they
lack control over disease are more likely to engage in maladaptive coping strategies that is
linked to non-adherent behaviours (Frazier et al., 1994; Matsuzawa et al., 2019). However,

the current findings show that the relationship between sense of control, coping strategies and
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adherence seem more complex. It should be further studied in diverse samples. Overall,
patients aimed to achieve a positive attitude however, this was obtained through different
ways, some avoided negative thinking by ignoring challenges whilst others maintained
gratitude for life. Coping strategies can vary depending on psychosocial factors among
individuals receiving HD (Wang et al., 2020). Meanwhile, considering kidney transplant as a
‘cure’ was common among patients as they tend to believe transplantation is the only way to

get escape dialysis and to achieve normality (Kristensen et al., 2020; Reid et al., 2016).

Conflicting beliefs related to prognosis were indicative of aspects of the timeline domain.
Symptom severity varies depending on several factors including clinical values (Ng et al.,
2020; Sak et al., 2015). Not only unclear status of the chances of kidney transplantation but
also the cyclical nature of the symptoms left patients with uncertainty related to prognosis.
Sense of uncertainty has been frequently reported in kidney failure (Chiaranai, 2016; Kim &
Kim, 2019). Due to uncertainty, patients did not have ability to predict their future and this
influenced future plans in many aspects (Pelletier-Hibbert & Sohi, 2001). Evidence indicates
that patients have experienced ‘being on hold’ while waiting for kidney transplantation, they
believed restrictions of HD called off life opportunities (Moran et al., 2010). The possibility
of kidney transplantation was unclear, yet patients maintained their hope in relation to kidney
transplantation, they believed it may be possible for them to have a kidney transplant in the
future. As kidney transplantation represented no more dialysis sessions, it may have been also
perceived as an end of disease. It is not uncommon to observe coexistence of uncertainty and
hope in long term health conditions (Borneman et al., 2014; Hinton & Kirk, 2017; Maikranz
et al., 2007). The struggles between uncertainty and a sense of hope have been previously
shown in patients receiving dialysis (Kristensen et al., 2020). Despite being preoccupied with

feelings of distress, patients held hope particularly about the chance of receiving a kidney
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transplant. A qualitative synthesis identified hope as providing freedom, whereas it
interpreted uncertainty as restricting (Schick Makaroff, 2012). The relationship between hope
and uncertainty requires attention in kidney failure as there is emerging evidence
demonstrating how this relationship can be associated with emotional outcomes and

adherence to treatment (Maikranz et al. 2007).

In addition to physical and emotional symptoms, the change in self-perception was prominent
among the patients which was interpreted as one of the aspects of consequences domain. This
was a dynamic process that was maintained as illness progressed. Different stages of CKD
contributed to shaping self-perception. Particularly commencing dialysis treatment affected
‘independence’, worsening symptoms and the long-term nature of the condition led to the
perception of becoming ‘dependent on HD’. Those who had more severe illness also
perceived being ‘dependent on others’ as they required more support in daily life (Reid et al.,
2016). Feeling restricted in several aspects such as, food intake, freedom, social life, and
physical functionality (Beanlands et al., 2020; Cervantes et al., 2016; Morton et al., 2010b;
Kristensen et al., 2020; Reid et al., 2016; Palmer et al., 2015) led to the belief that they were
no longer ‘normal’. In other words, comparing current and past self by looking at their own
capabilities led to the belief that they were no longer ‘normal’. It is known that distorted
‘normality’ challenges the sense of self among patients with kidney failure (Boaz & Morgan,
2014). Patients strived to achieve the ‘normality’ that they had before commencing dialysis
(Kristensen et al., 2020). Patients receiving dialysis have been found to maintain personal
identity by using different strategies such as ignoring the disease and /or hope due to being on
a waiting list for kidney transplantation (Tong et al., 2013; 2015). Nevertheless, accepting the
health problem has been found to facilitate identification with oneself in young patients with

CKD (Bailey et al., 2018).



197

Qualitative data were interpreted by using the illness perceptions framework, yet the
synthesis also included an inductively developed additional theme representing the adaptation
process. This theme relates experiences of normalisation including challenges (e.g., force
adjustment) and facilitators (e.g., acceptance). The components of this theme were found to
be closely related to the several domains of the framework such as identity, control/cure, and
consequences. For instance, diet- nonadherence was common among patients. As mentioned
earlier, this can be related to difficulty to make sense of the changes and /or symptoms due to
perceived lack of information which represents the identity domain of the framework
(Demiray Kara et al., 2017). Besides, a sense of control has been associated with adherent
behaviours (Howren et al., 2017). It is known that patients’ perceived control can increase
with patient centred care as patients are actively involved in the decision-making process
(Kvale, & Bondevik, 2008; Sladdin et al., 2018). Patients receiving HD have been shown to
consider themselves as ‘passive recipients of care’ due to lack of communication with
healthcare professionals, limited understanding and feeling of powerlessness (Reid et al.,
2016). On the other hand, non-adherence can also be observed in the form of reactance when
patients believe their freedom is restricted, therefore, they may engage in non-adherent
behaviours (De las Cuevas et al., 2017; Lowenthal et al., 2021). The current findings showed
that diet non-adherence was mostly due to patients’ own rational decision. On the other hand,
patients agreed that HD treatment affects their survival so they had to include HD into their
life. It is possible that those who felt that they were ‘forced to adjust’ to the demands of HD
may react as not adhering to dietary recommendations. Change in diet is another aspect of the
treatment and potentially linked to physical outcomes (Tong et al., 2009). This indicates the
importance of acceptance where an individual acknowledges the reality and re-establishes

their perception about the health condition. It was observed that those who accepted their
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condition, as well as HD treatment, seemed more adherent to dietary advice, this may
indicate greater quality of life (Kamody et al., 2018). Generally, dialysis vintage helped to
normalise the HD through managing the difficulties with learned experience, however, it did

not change the treatment burden for the patients (Cabrera et al., 2017).

With the additional theme representing the adaptation process, the illness perceptions
framework has been useful to interpret and reflect on perspectives and experiences in Kidney
failure. We used rigour to synthesise the qualitative evidence examining experiences of
patients receiving HD treatment. Considering objectives of the synthesis and the flexibility of
reflexive TA, we used combined inductive and deductive reasoning to synthesise qualitative
evidence (Braun and Clarke, 2006; 2019). Characteristics of primary studies and their
representation of the illness perceptions framework were reported. Nonetheless, the findings
should be taken into account with few limitations. Literature searches were conducted
without date restriction, yet the review was limited to studies reported in English only.
Despite multiple databases being searched, manual searching was conducted, and the search
was repeated at different stages, there is possibility of failing to capture unpublished materials
that could be included in the synthesis. Additionally, patients recruited in the primary studies
had been diagnosed with kidney failure and had received HD treatment for different periods.
Some also had experience of different KRT modalities. This can potentially influence the
diversity in illness perceptions. However, considering philosophical approach undertaken, the
synthesis seems to have the evidence to support analytical generalisability (Carminati, 2018;

Smith, 2018).
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5.4.1 Implications for Practice and Future Research

The findings of this synthesis highlight patients experienced physical as well as psychological
outcomes. As patient experience may change over time, interventions for adaptation to
dialysis can be designed for those expected to start dialysis treatment. Interventions could be
delivered at different time points. Domains of the illness perceptions framework along with
relevant themes presented in the synthesis (e.g., conflicting beliefs related to prognosis,
forced adjustment etc.) may be targeted to amend negative perceptions. Nevertheless,
interventions should be culturally sensitive and inclusive. By adopting patient centred care,
strategies to improve communication with healthcare professionals could be developed.
Particularly those who likely to face language barrier should be supported further to enhance

communication with healthcare professionals.

There is limited qualitative research using illness perceptions framework. Considering the
unique contribution of qualitative research in healthcare practice (Curry et al., 2009; Gough
& Deatrick, 2015), further qualitative research guided by illness perceptions framework may
be useful in the context of CKD. Longitudinal qualitative evidence examining illness
perceptions in kidney failure could be helpful to make sense of changes in patient experience
overtime. Overall, systematic reviews are invaluable as they gather evidence to inform
healthcare practice. Particularly, a rigorous qualitative systematic review (i.e., qualitative
evidence synthesis) can unearth new understandings, as well as answer ‘why’ question that
helps to build an explanation in relation to phenomena of interest (Flemming & Noyes,
2021). Different to quantitative systematic reviews (i.e., meta-analysis), qualitative
systematic review can answer the questions focusing on lived experiences. Future qualitative
evidence synthesis guided by illness perceptions framework will be helpful to further

understand experiences of patients and to inform kidney related healthcare.
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5.4.2 Conclusion

This study is the first to systematically summarise qualitative evidence on illness perceptions
in HD patients. Whilst quantitative reviews exist in this context (Muscat et al., 2018; Parfeni
et al., 2013), it is widely accepted that qualitative data adds depth of experience and may also
be better suited to help explore cultural influences on patient experience. The review has
evidenced the dearth of qualitative studies in HD that have explored illness perceptions, with
most patients (75%) from minority ethnic communities either in high income countries in the
west, or in countries that cover global majorities but in healthcare systems that are less well
advanced in kidney care practices. The reporting of studies was generally high quality and the
limited studies combined have evidenced the cross-cultural usefulness of illness perceptions
to help understand how patients make sense of their situation. Qualitative findings help
elucidate where culture shapes beliefs and representations, here as exemplified through faith
in particular. Further to illness perceptions, the adaptation process was segregated as a theme
in its own right despite relations closely with other illness perception domains. This was to
capture more holistically how settling into life as a patient occurs. The findings confirm that
the study (Keskindag et al., 2021) reported in chapter 4 is novel and makes a significant
contribution to this field. It also evidences that supporting patients with reframing may be
useful to facilitate adjustment. Overall, research in the field of illness perceptions in HD
could advance the use of this method of enquiry to better time interventions to patient needs

and cultural strategies that may be more meaningful in supporting adjustment.
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Chapter 6: The Trajectory of Iliness Perceptions in Patients with

Kidney Failure Being Treated by Haemodialysis or Peritoneal Dialysis

6.1 Introduction

The aim of this chapter is to progress understanding of how illness perceptions change over
time amongst patients receiving HD and PD, including from the pre-dialysis stage. This is to
improve knowledge of patient adaptation and holistic care needs over time, within a specific
healthcare context. The chapter presents a longitudinal study that addresses this in an attempt

to consider the timeliness of patient support.

As the thesis has highlighted, chronic kidney disease (CKD) refers to progressive kidney
failure. It influences 9% of the population across the globe (Bikbov et al., 2020). The
prevalence of kidney failure has been shown to increase prominently over the last 20 years
(Saran et al., 2019), attributed several aetiologies, mainly to diabetes and hypertension
(Stanifer et al., 2016). Treatment for CKD from stage 1 to 4 includes diet based management
and pharmacotherapy in order to slow down the progression of kidney failure and to decrease
the chances of complications (Inker et al., 2014). CKD associated progression to kidney
failure requires kidney replacement therapy (KRT) and is recognised as an important public
health challenge (El Nahas & Bello, 2005). Individuals with kidney failure have reported
higher level of disease burden, increased number of hospitalizations and have been found to
be at greater risk for mortality (Saran et al., 2019). Worldwide, kidney failure (CKD stage 5)
is most commonly treated by dialysis, of which there are two main modalities- haemodialysis
(HD) and peritoneal dialysis (PD) (Schieppati & Remuzzi, 2005). HD and PD share the fact

that both modalities aim to remove waste and toxins from the body, although treatment itself
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may have differing impact on the quality of life of patients since HD is mainly hospital based
and PD allows patients more control to dialyse at home. Yet, a significant proportion of
patients continue to prefer in centre HD. Overall, individuals with kidney failure tend to
experience multiple concurrent symptoms (Almutary et al., 2013). The symptom experience
particularly of those receiving dialysis treatment is quite complex (Ng et al., 2020). A study
examining patients’ experience of physical and psychological symptoms demonstrated that
HD treatment has an impact on the bidirectional relationship of the prominent symptoms and

depression (Flythe et al., 2018).

Psychological distress is commonly observed in patients with CKD (Palmer et al., 2013). It
has been frequently assessed by measuring self-reported depressive symptoms (Chilcot et al.,
2018b; Goh et al., 2018; Hudson et al., 2016; Kim et al., 2019). Importantly, these symptoms
are not related to HD or PD alone; there is evidence indicating persistent depressive
symptoms over the different stages of CKD (Chilcot et al., 2013). Longitudinal studies have
determined that psychological distress may vary at different stages of CKD due to burden of
treatment, and psychosocial factors (Chilcot et al., 2013; Goh et al., 2018). Findings have
shown that individuals with CKD not receiving KRT tend to report lower psychological
distress compared to those receiving dialysis (Goh et al., 2018). It has been reported that
individuals with kidney failure have been commonly hospitalised due to psychiatric
diagnoses particularly for depression (Kimmel et al., 2019). Consistently, longitudinal
assessments have indicated that those receiving HD and are clinically depressed are at higher
risk for hospitalization, dialysis withdrawal and mortality (Hedayati et al., 2008; McDade-

Montez et al., 2006).
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The common-sense model (CSM) of self-regulation of health and illness (Leventhal et al.,
1984) advances a useful framework to better understand various behavioural and emotional
responses to long term conditions. The CSM explains that individuals develop cognitive and
emotional representations regarding a health threat and make sense of their condition. These
representations inform the coping strategies adopted which can contribute to illness outcomes
such as mental and physical functioning (Damman et al., 2018; Pavon et al., 2019). IlIness
perceptions represent a patient’s beliefs about illness timeline (duration of illness), cause,
cure/control (treatment /personal), identity (symptoms) and consequences (impact of illness)
(Leventhal et al., 2003). Iliness perceptions have been shown to influence emotional and
behavioural responses (Leventhal et al., 1980; 2003). A meta-analysis has suggested
associations between mental well-being and perceptions of illness consequences,
control/cure, and timeline among patients with different medical conditions (Hagger, &
Orbell, 2003). Favorable illness perceptions (higher level perceptions of coherence and
control) have been found to be related to better health outcomes, on the other hand,
unfavorable illness perceptions (higher level perceptions of consequences, emotional
representation, and timeline) have been found to be related to poorer health outcomes

(Sawyer et al., 2019).

The CSM has been considered as a dynamic model where behavioural responses shaped by
illness perceptions are continuously assessed, therefore illness perceptions can be amended
(Wearden & Peters, 2008). Iliness perceptions may change overtime among patients with
long-term health conditions. There are studies aimed at observing the change of illness
perceptions in various long-term conditions such as obesity, chronic obstructive pulmonary
disease (Bonsaksen et al., 2015), coronary heart disease (Juergens et al., 2010), cancer

(Kaptein et al., 2011), asthma (Tiggelman et al., 2014), myocardial infraction (Petrie et al.,
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1996), diabetes (Fortenberry et al., 2014), and rheumatoid arthritis (Groarke et al., 2005).
Iliness outcomes may change depending on the illness beliefs. For instance, physical
functioning and depressive symptoms of patients undergoing cardiac surgery have been
predicted by their illness perceptions in a three-month prospective study (Juergens et al.,
2010). Another longitudinal study found an association between concern about the illness and
greater emotional distress in adolescents with asthma (Tiggelman et al., 2014). On the other
hand, a two-year prospective study indicated that illness perceptions of women with
rheumatoid arthritis explained up to 33% of the change in pain, anxiety and depressive
symptoms and physical functioning (Groarke et al., 2005). Similarly, a six-year prospective
longitudinal study has demonstrated relationships between illness perceptions and functional

disability in patients with osteoarthritis (Kaptein et al., 2010).

As illness experiences may differ between patients with CKD, their illness perceptions may
also differ. Trajectories of illness perceptions in CKD are poorly studied, however, there are
limited available prospective studies conducted among patients with CKD. It is known that
generally illness perceptions of patients in the pre-dialysis phase and those receiving dialysis
vary due to treatment burden. Patients receiving dialysis tend to perceive greater illness
consequences than those in the pre-dialysis phase (Jansen et al., 2013). In a follow-up study,
perceptions of treatment control and timeline were found to increase when patients
commenced dialysis (Jayanti et al., 2016). llIness perceptions may vary across the different
stages of illness process. Negative illness perceptions (e.g., lower levels of personal control,
illness coherence, and greater levels of illness consequences) have been even associated with
faster decline in kidney function in a prospective study (Meuleman et al., 2015). Perceptions
of chronic timeline and treatment control have been found to predict mortality after

controlling for kidney function and comorbidity status among patients in the pre-dialysis
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phase (Muscat et al., 2020). Those patients who had negative illness perceptions (e.g., greater
illness consequence and emotional distress) tended to report poorer physical and mental
health (Meuleman et al., 2017). However, these perceptions may change over time. A six-
year prospective study has demonstrated that patients receiving HD reported stronger
perceptions of illness chronicity and lower illness consequences at follow-up (Tasmoc et al.,
2013). Similarly, in another study, patients receiving HD indicated better illness coherence
and lesser emotional response to their illness two-years after receiving dialysis treatment
(Covic et al., 2006). These findings have indicated that patients had a more optimistic view at
follow-up. Overall, findings of prospective studies have shown that identifying negative
illness perceptions in the early stages of the illness may help with the implementation of
interventions that bolster illness outcomes. Therefore, illness perceptions should be

determined in different stages of CKD including the early stage of the condition.

Additionally, research mainly based on cross-sectional designs has examined the association
between illness perceptions and illness outcomes such as depression (Chilcot et al., 2011a;
2012; Griva et al., 2010). In a study which included patients with kidney failure treated with
dialysis, greater perception of illness consequences and decreased perceptions of control were
found to be related to depression symptoms (Griva et al., 2010). Similarly, Chilcot and
colleagues found patients with kidney failure who had depression reported negative illness
perceptions (i.e., lower levels of identity, control and greater levels of consequences, and
timeline) compared to the patients who did not have depression. They also found patients

with depression had greater illness-related distress (Chilcot et al., 2011a).

The stability of the association between illness perceptions and psychological distress has

been evidenced with Turkish patients receiving HD (Kocaman Yildirim et al., 2013; Krespi
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& Kuntuz, 2017). Lower personal control and higher perceptions of the cyclical timeline and
emotional representations (i.e., worry, anger, and fear) have been associated with a risk of
developing depression (Kocaman Yildirim et al., 2013). However, in another study, all
perceptions except for chronicity and cyclical timeline were found to be related to depression
(Krespi & Kuntuz, 2017). Depression has been indicated as the most frequent psychological
difficulty that the Turkish patients may experience in CKD. Limitations due to dialysis,
dependency on health care professionals and family may increase tendency to develop
depression (Yavuz et al., 2012). However, there are no studies that have attempted to explore
iliness perceptions and its relation to other clinical and psychological outcome variables

overtime. This acts to limit the timely targeting of interventions.

6.1.1 Rationale

Quantitative research on illness perceptions commonly has utilised cross-sectional designs.
However, literature demonstrates that illness perceptions may change depending on different
stages of the illness. Evidence on longitudinal assessment of illness perceptions in CKD,
particularly in kidney failure is limited. Clarification of illness perceptions in both pre-
dialysis and dialysis groups and determining the links to illness outcomes can contribute to
better health outcomes in early stages of CKD. Understanding trajectories of illness
perceptions is crucial as it can guide future psycho-educational interventions programs which
can have positive outcomes on illness adjustment (Fischer et al., 2013). There are few studies
examining illness perceptions of Turkish patients receiving dialysis in Turkey (Karadag et al.,
2016; Yildirim et al., 2013; Krespi & Kuntuz, 2017), however, illness perceptions have not
been quantitatively investigated in Turkish Cypriot patients receiving dialysis in North
Cyprus. This limits the extent to which local health services can accurately draw on findings

from other groups to drive attempts at supporting patients further. As a useful step, it would
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be sensible to consider the measurement of illness related beliefs in patients with CKD and
importantly, how, if at all, they change overtime and relate to psychological markers of living

well with kidney failure.

6.1.2 Aims and Objectives

This study aimed to use prospective longitudinal design to explore illness perceptions of
Turkish Cypriot dialysis populations for the first time. Results of this study are expected to
represent how patient experiences may change along with illness perceptions over time. This

study was designed to address following objectives:

e Explore illness perceptions of patients receiving dialysis at different time points in the
patient journey.

e Identify whether illness perceptions can predict some illness experiences such as
depression and dialysis-related symptoms.

e Compare whether the trajectory of illness perceptions differs between patients

receiving dialysis and those in the pre-dialysis phase.

Although the main objective of this study was to understand the illness perceptions trajectory
among patients with CKD, it also examined depressive symptom trajectories in patients with
CKD (i.e., pre-dialysis and dialysis groups) and dialysis symptoms trajectories in patients
receiving dialysis treatment (i.e., PD or HD). We focused on illness perceptions domains that
have been frequently shown as predictors of illness outcomes in patients with CKD. These
are consequences, personal control, timeline, and emotional response. This study aimed to

answer the following research questions:

1) Are there differences in illness perception domains (i.e., perception of consequences,

emotional response, personal control, timeline) depending on patient’s phase of
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dialysis (i.e., pre-dialysis, dialysis groups) when age, gender and comorbidity status
are adjusted?

2) How do illness perception domains adapt over the course of a year (i.e., perception of
consequences, emotional response, personal control, timeline)?

3) How does depressive symptomatology adapt over the course of a year?

4) Does greater perception of consequences, emotional response, timeline and lower
level of personal control relate to changes in depression over the course of a year?

5) Do dialysis symptoms vary between patients on PD versus HD over one year period?

6) Does greater perception of consequences, emotional response, timeline and lower
level of personal control relate to change in dialysis symptoms over the course of a
year?

7) Does each illness perception domain (i.e., consequences, emotional response,
timeline, personal control) and depression symptomatology differ in the pre-dialysis

group when they commenced dialysis treatment (i.e., HD or PD)?

Based on past evidence (Chilcot et al., 2010; 2011a; 2013; 2018; Covic et al., 2006; Griva et
al., 2009; 2010; Hudson et al., 2016; Jansen et al., 2013; Jayanti et al., 2016; Muscat et al.,
2020; 2021; Meuleman et al., 2017), it was hypothesised that the following differences may
be observed 1) differences in illness perceptions depending on different phase/treatment (i.e.,
pre-dialysis, dialysis), 2) change in illness perceptions over time (1 year), 3) change in
depressive symptoms over time, 4) different levels of illness perceptions relating to change in
depressive symptoms, 5) changes in dialysis symptoms over time, 6) different levels of
illness perceptions relating to change in dialysis symptoms, and 7) differences in illness
perceptions and depression symptomatology in pre-dialysis group when they commenced

dialysis treatment.
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6.2  Methods

This study obtained ethical permission from both Lefkosa Dr Burhan Nalbantoglu State
Hospital, Department of Inpatient Treatment, Ministry of Health in Turkish Republic of
Northern Cyprus (YTIKI1.01-629-20/E.1915) and Health, Science, Engineering and
Technology Ethics Committee with Delegated Authority at the University of Hertfordshire
(LMS/PGR/UH/ 04505). The main ethical issue in relation to the study was care of patients
who may be experiencing significant distress. This was addressed by link to a local

psychologist who worked at the state hospital at the time of study.

6.2.1 Design

This study used a quantitative prospective longitudinal design to understand patient’s illness
perceptions at different time points. A questionnaire pack was completed by participants at
three different time points. The participants who were in the pre-dialysis phase (those who
were expected to start dialysis within 6 months [Time 1]) were followed up at the
commencement of dialysis [within the first month = Time 2] and at 6 months after receiving
dialysis [Time 3)]). Additionally, patients already receiving dialysis completed the same
questionnaire pack at three different time points (when they were first approached [Time 1]),
at 6 months (Time 2) and after 1 year (Time 3). The questionnaire was implemented in their
native language (Turkish). This design was useful to identify illness beliefs held at different
stages of the illness. Accordingly, iliness perceptions and commonly reported illness

outcomes (e.g., depression) were observed through longitudinal assessment.
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6.2.2 Participants

At the early stage of planning the study, there were 211 patients in total who were receiving
dialysis treatment. In the previous year, there were 58 patients who started dialysis treatment
in North Cyprus. Applying a 40% refusal rate to take part, which is based on research
experience within the supervision team, it was expected that the study would recruit
approximately 160 patients over one and half-year period. It was also anticipated that this
could be higher, as research with usually ignored HD groups, i.e. minority ethnicity, has also

shown more favourable consent to completion rates (Sharma et al., 2022).

For the pre-dialysis patient cohort, at the first phase (Time 1 = between late August and early
November 2020) 68 participants were invited to participate in the study and 57 accepted
(refusal rate 17.4%). Of those 38 patients at the second phase (Time 2 = between early
February and early May 2021) and 38 patients at the third phase (Time 3 = between August
and October 2021) were followed-up. For the dialysis cohort (those receiving HD or PD), 163
(149 HD and 14 PD) patients were invited to participate in the study. Of those, 124 patients
(113 HD and 11 PD) accepted (refusal rate 23.9%) to participate and were assessed at the
first phase (Time 1 = between July and September 2020). Of those, 92 patients (83 HD and 9
PD) at the second phase (Time 2 =between February and April 2021) and 81 patients (73 HD
and 8 PD) at the third phase (Time 3= between August and October 2021) were followed-up.
Some participants were not assessed at the Time 2 (i.e., at 6 months) and Time 3 (i.e., at 12
months [1 year]) due to several reasons including death (n = 16), and withdrawal from the
study (n =15) (Figure 6.1). Data collection at Time 1 was completed face to face, however,
data collection at Time 2 and Time 3 were completed through the telephone because the

study co-including with the COVID-19 outbreak and government restrictions worldwide.
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6.2.2.1 Inclusion and Exclusion Criteria
To obtain detailed information related to the trajectories of illness perceptions of the patients

receiving dialysis the inclusion and exclusion criteria below were applied.

The inclusion criteria:

e Patients with CKD who were expected to start dialysis treatment within 6 months
(were assessed when first approached [Time 1], at the commencement of dialysis
[Time 2] and at 6 months after receiving dialysis treatment [Time 3])

e Regardless of dialysis vintage, patients who were already receive dialysis treatment
(HD or PD) (were assessed when they were first approached [Time 1], at 6 months
[Time 2] and after 1 year [Time 3]).

e Patients who were verbally fluent in Turkish. They may or may not be able to read
Turkish as the researcher was able to read out questionnaire items. This was to
account for literacy not being a barrier to participation.

e Aged over 18 years at the time of the study.

The exclusion criteria:

e Patients with mental health issues (under referral or treated within over a last year)
were excluded. This aimed to prevent further distress in these patients. Also, those
patients who were involved with mental health services may already hold different
beliefs towards their illness that should be investigated separately.

e Patients with disabilities that influence capacity to consent. This was due to issues
related to conditions that significantly impact language skills and cognitive function.

e Patients with life expectancy of less than one year were excluded (i.e., those who are

receiving end of life care).
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6.2.3 Materials

The questionnaire pack included the Brief Iliness Perception Questionnaire (Brief IPQ)
(Broadbent et al., 2006), Patient Health Questionnaire-9 (PHQ-9) (Kroenke et al., 2001),
Chalder Fatigue Scale (CFS) (Chalder et al., 1993), and Dialysis Symptom Index (DSI)
(Weisbord et al., 2004). These scales have been widely used in CKD populations. As a part of
the questionnaire pack, a sociodemographic form included items about marital status,
employment status, hospital admission, dialysis vintage and significant life events such as
divorce, hospitalization etc. The Charlson Comorbidity Index (CCI) (Charlson et al., 1987)
was also used to assess comorbidity status of the participants. Scales of Brief IPQ (Oflaz et
al., 2014), PHQ-9 (Giileg et al., 2012), CFS (Adin, 2019) and DSI (Onsoz, & Usta
Yesilbalkan, 2013) are already available in Turkish language. However, an independent
researcher who is fluent in both English and Turkish checked translated versions of the scales

to ensure semantic equivalence and provide therefore an extra quality assurance mechanism.

6.2.3.1 Brief IlIness Perception Questionnaire (Brief IPQ)

This questionnaire was developed by Broadbent and colleagues (Broadbent et al., 2006), it
involves nine items assessing the views of the patients related to their illness. The items
include statements such as, “How much does your illness affect your life? “, “How concerned
are you about your illness?”. The answers are assessed using a 0-to- 10 response scale. Some
items assess cognitive illness representations, some emotional representations and others
evaluate causal beliefs and illness comprehensibility. It is convenient to replace the word
‘illness’ with the name of particular name of illness such as kidney disease. Higher scores
represent increases in the dimension assessed. Test re-test reliability analyses indicated that

items are correlated among renal patients (Broadbent et al., 2006). Broadbent and colleagues
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reported findings that show support for concurrent, predictive and discriminant validity for
the Brief IPQ (Broadbent et al., 2006). Oflaz and colleagues translated the questionnaire into
Turkish (Oflaz et al., 2014). The translated version shows a good level of internal consistency

and content validity (Karatas et al., 2017).

6.2.3.2 Patient Health Questionnaire-9 (PHQ-9)

The PHQ-9 was designed to measure depressive symptoms over the past two weeks. It
includes 9 items and they are assessed by using 4-point (0-3) scale (not at all: O - nearly every
day: 3). Scores can range between 0 and 27. Items include statements such as “Little interest
or pleasure in doing things”, “Feeling tired or having negative energy” and “Poor appetite or
overeating”. For reliability of the scale, authors measured Cronbach alpha and test-retest
reliability, and they were at good levels (o = .89 & a = .84 respectively). Also, the findings
provide support for criterion and construct validity of the scale (Kroenke et al., 2001). Giileg
and colleagues translated the scale into Turkish. They reported that Turkish version of the
PHQ-9 showed .76 Cronbach alpha coefficient for nonclinical sample. Their findings also
indicate support for criterion and construct validity of the Turkish version of the scale (Giileg

etal., 2012).

6.2.3.3 Chalder Fatigue Scale (CFS)

The CFS was designed to measure fatigue severity over last month. It consists of 11 items
including statements such as “Do you have problems with tiredness?”, “Do you lack energy?”
and “Do you have less strength in your muscles?”. Answers are assessed by using 4-point
scale. Reliability analysis showed that Cronbach alpha was found .89. The original study also
reported findings related to construct, face and discriminant validity (Chalder et al., 1993).

Adin translated the scale into Turkish and found that internal consistency of the scale was
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.89. In addition, his findings demonstrated support for the concurrent, construct and

convergent validity (Adin, 2019).

6.2.3.4 Dialysis Symptom Index (DSI)

The DSI was developed to assess symptom prevalence and severity of dialysis during the
previous 7 days. It consists of 30 items including various symptoms (i.e., nausea, muscle
cramps etc.). Responses are evaluated by using 5-point scale (0-4). The test-retest reliability
assessment of the original study demonstrated the coefficient as .80. The original study also
indicated evidence on content validity (Weisbord et al., 2004). Onsoz and Usta Yesilbalkan
translated the index into Turkish language. Cronbach alpha for internal consistency was
reported as .84. Similarly, they indicated supportive findings of good content validity (Onsoz

& Usta Yesilbalkan, 2013).

6.2.3.5 Charlson Comorbidity Index (CClI)

The CClI was originally designed to classify comorbid conditions which might alter the risk
of mortality in longitudinal studies. Different scores are assigned for condition/s the patient
has (Charlson et al., 1987). Studies demonstrated findings related to content and construct
validity and reliability of the index (De Groot et al., 2006). The index is commonly used in

Turkish samples (Cildir et al., 2013; Naz et al., 2018, Kalayc1 et al., 2019).

6.2.4 Procedure
Potential participants were approached through four renal services in four different state
hospitals in North Cyprus. These included Dr Burhan Nalbantoglu State Hospital in Nicosia,

Gazi Magusa State Hospital in Famagusta, Girne Ak¢igek State Hospital in Kyrenia and
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Cengiz Topel Hospital in Morfou. These hospitals were the only health centres that provide
renal services in North Cyprus at that time. The local consultant Nephrologist who works at
the Nicosia Dr Burhan Nalbantoglu State Hospital and who was also part of the research
team, together with the nurses working at the Nephrology Department determined potential
participants according to inclusion and exclusion criteria and made the first approach. This
included consent to pass on patient details to the researcher. Patients were provided with a
participant information sheet at the centre and were advised to discuss it with others if they
wanted to. The participant information sheet included information about the aim of the study
and procedure. It was ensured that patients fully understood the particulars of the research,
especially the right to withdraw at any time, and how their data would be used and handled.
Although the necessary information was provided in the participant information sheet,
participants were reminded verbally that agreeing or disagreeing to participate in the study
would not affect the treatment that they received. All documents provided including
participant information sheet, consent form and debrief sheet were in the local language
(Turkish). The local consultant nephrologist informed nurses who work at the Renal Services
about the study so that they could also help patient questions if necessary. Once the
participants agreed to join the study, they were asked to provide informed consent. Data
collection at Time 1 point were completed face to face. At Time 2 and 3, participants were
contacted to administer the questionnaire pack via telephone call. Before administering the
questionnaire pack, the researcher firstly explained the aim of the study, and highlighted the
confidentiality, anonymity and patient’s right to withdraw from the study without any
explanation. After completing the questionnaire pack, verbal as well as written debriefing
was provided so that patients were clear about where they could seek further support. Only
the state hospital in the capital city provides comprehensive psychological support. The

service includes psychiatrists, clinical psychologists, and mental health nurses. The service
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was informed about the study so that staff were ready to provide support for the participants

in case needed.

Each participant was assigned a unique code to facilitate follow-up. For the pre-dialysis
group, the same questionnaire pack was used at three different points (Time 1. when expected
to start to dialysis within 6 months, Time 2: when commenced dialysis, Time 3: 6 months
after receiving dialysis treatment). Only difference was that DSI was not included in the
questionnaire pack for those who were in the pre-dialysis phase. On the other hand, for those
who already receiving dialysis (HD or PD), the same questionnaire pack was used at three
different time points (Time 1: when first approached, Time 2: after 6 months, Time 3: at 1

year [12 months]). The questionnaire pack took approximately 30 to minutes to complete.

Blood markers were collected to understand the degree of kidney function at each time point.
For each measurement occasion (i.e., Time 1, Time 2 and Time 3), medical data from routine
blood reports (i.e., creatine, albumin, and haemoglobin, dialysis adequacy [Kt/\V] values)
were collected during planned visits to the hospitals. As the researcher could not access the
medical information, she worked with a renal nurse to extract the relevant patient

information.

6.2.5 Data Analysis
Descriptive statistics and longitudinal data analyses (GAMLj module) were conducted in

Jamovi version 1.6.23 (The jamovi project, 2021).
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6.2.5.1 Descriptive Statistics

Socio-demographic data patterns were explored in descriptive terms such as the
characteristics of the patients in terms of socioeconomic status, age, gender, clinical values,
and comorbidity status. Baseline illness perceptions, depression, and dialysis symptoms were

investigated in different phases (i.e., pre-dialysis, dialysis group).

6.2.5.2 Longitudinal Data Analysis

Growth curve models were used as a tool for measurement of change or trajectories. Growth
curve models were deemed most appropriate to address the research questions. This is
because the study used longitudinal design and so is interested in change overtime. The first
question is more specific to observe differences between patients in different phases. The last
question similarly aims to examine differences among patients who moved from pre-dialysis
to dialysis phase. The questions from two to six are focused on observing change overtime.
Longitudinal data analysis is sometimes called trajectory analysis and is essentially a form of
data reduction as it seeks to examine variance over time. Both similarities and differences
between patients can be explored in this type of technique because of the mean and
covariance structures in the data. The analysis includes both intercept (starting point) and
slope (growth or the rate of change). Longitudinal data generally aim to answer two questions
1) how the dependent variable (outcome) changes over time and 2) how this change can be
predicted or explained. The first question is more specific, and it focuses on understanding
the form of growth, for instance, linear or non-linear. The rate of change (growth) can
increase and/or decrease, accelerate and/or decelerate. The first step would be to determine
the form of growth to investigate. As the second question is broader, it aims to identify the
association between the rate of change (trajectory) and independent variables that would

predict the outcome (Nese & Lai, 2012; Preacher, 2019).
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The form of growth can be identified within three categories, linear, polynominal, piecewise.
The most parsimonious form of the growth is known as linear growth. In this form, the
trajectory is expected to change at a constant rate overtime, for instance, increasing (positive
slope) or decreasing (negative slope). On the other hand, polynominal growth typically
consists of quadratic and cubic trajectory as well as including previous form of growth such
as linear. For instance, quadratic growth models can accelerate and/or decelerate over time.
By using advanced statistical tests, functional form that fits the data best can be identified. It
can be determined whether the change in growth is significantly different than 0, which
suggests that predictors can be added to the model that may explain the change in outcome
(Nese & Lai, 2012). Although there are different forms of growth models that can be tested,
this also depends on number of testing occasions which occurred. For example, linear growth
models require a minimum of 3 occasions, quadratic requires a minimum of 4 and cubic
models require a minimum of 5 measurement occasions. One of the advantages of using
advanced statistics in longitudinal data analysis is that data can be collected on a fixed
schedule suggesting that observation occurred at the same time and occasions, or on a
flexible schedule, suggesting that observations occurred at different times on different
occasions (Singer & Willett, 2003). Therefore, advanced statistics for longitudinal data
analysis by using Structural Equation Model (SEM) and Multilevel Model (MLM) have been

considered as more powerful than repeated measures ANOVA (Hox et al., 2017).

One of the important assumptions of longitudinal data analysis is that outcome (dependent
variable) is continuous, must maintain the same measurement scale on every occasion and be
normally distributed (for maximum likelihood technique). Another important assumption is

to have an adequate sample size. Although growth models can be applied to small sample
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sizes (e.g., n = 22), it is recommended to have at least 100 cases (Curran et al., 2010). On the
other hand, missing data is problematic in longitudinal data analysis similar to other statistical
models. Missing data may decrease representativeness of the sample, cause loss of power to
determine meaningful effects, lead to biased results and negatively affect the validity of the
study. However, there are advanced statistical methods to deal with missing data in
longitudinal data analysis. For instance, the maximum likelihood estimation method is
available in many statistical software. It assumes that missing data are at random. This is a
robust and efficient technique that allows inclusion of all participant responses into the
dataset, provided they have been observed at least on one occasion when the outcome

variable was normally distributed (Hox et al., 2017).

Longitudinal data analysis (growth models) can be conducted by MLM or SEM. It is
acknowledged that SEM and MLM growth curve models are identical in terms of analytical
and empirical aspects under a general set of conditions (Curran, 2003). The difference
between MLM and SEM is that MLM has a univariate approach to longitudinal data where
the outcome is a single variable (long format) while SEM takes a multivariate approach (wide
format). MLM and SEM share several strengths and limitations. One of the advantages of
using MLM for longitudinal data analysis is that more levels can be added easily. This allows
observation of varying associations at different levels and modelling this variation by cross-
level interactions at higher levels (Hox et al., 2017). MLM is also known as a hierarchical
linear model or general linear mixed model. The MLM framework includes both fixed effects
and random effects (Hoffman, 2015). When MLM is used for longitudinal data, repeated
measures (within-person change) are considered as Level 1 and between person changes are
considered as Level 2 (Hox et al., 2017). Hence, growth within and between individuals can

be examined. Once the form of growth is identified, time-varying variables and time-
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invariant covariates (predictors) can be added to the model to see how they influence the
growth. Time-varying predictors may explain within person variance on the other hand, time-
invariant predictors may explain between-person variance (Hoffman, 2015). In MLM, model
building strategies may vary, these may include building the model with top-down or bottom-
up approach. Top-down strategies may have more disadvantages as it may lead to
convergence problems. Mostly, a bottom-up approach is used as it allows a starting with a
simple model and progresses by adding more parameters. More specifically, this strategy uses
fixed components to start then proceeds with random parts. The intercept-only model is the
starting point, then the researcher adds parameters at further steps and examines the estimates
to understand which parameters are significant and makes meaningful change in outcome

(Curran, 2003; Hox et al., 2017).

Visual exploration of the data showed that the dependent variables (perceptions of
consequences, timeline, emotional response, personal control, depression, and dialysis
symptoms (six variables in total) seemed to be normally distributed. Therefore, the maximum
likelihood estimation technique was used (Hox et al., 2017). It was ensured that
multicollinearity was not present. Additionally, normality of residuals was tested, and
examined via Q-Q plot, and homogeneity of variance of residuals was visually examined by
scatterplot. Multilevel models for repeated measurements and regression analyses were
conducted to examine the association between the independent (predictors) and dependent
(outcome) variables (Snijders & Bosker, 1999; Hox et al., 2017). For each dependent variable
(perceptions of consequences, timeline, emotional response, personal control, depression,
and dialysis symptoms (six variables in total), a separate multilevel model analysis was
conducted. Firstly, independent variables, for instance, type of treatment/phase (i.e., pre-

dialysis, dialysis) were entered. Then, demographic characteristics such as gender,
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comorbidity status (i.e., number of comorbid conditions) and age were entered to the model.
As it is commonly recommended practice (Hoffman, 2015; Hox et al., 2017), the data were
centred on the grand mean to make interpretation of the results easier, where possible. This
has been suggested to produce more realistic variance estimates (Hox et al., 2017). To assess
the model fit to data, values of Akaike’s information criterion (AIC) was checked at each step
during model building. AIC is similar to Bayesian Information Criterion (BIC) as both are
calculated by deviance and number of estimated parameters. Lower values of AIC and BIC
would show that the model has improved (better fit). Also, interclass coefficients (ICC)
values were checked for random effects as higher ICC values indicate better fit and show
whether there is substantial evidence on Level 2-unit variables that can explain the variance

in outcome. It can be interpreted as a measure of strength of relationship (Lorah, 2018).

6.3 Results

6.3.1 Baseline Patient Characteristics

In total 231 patients were approached according to inclusion criteria. Baseline patient
recruitment included 124 patients who were already on dialysis treatment and 57 patients
who were within the pre-dialysis phase and expected to commence dialysis within 6 months.
Figure 6.1 shows baseline patient recruitment data and retention data at 6 months and 12
months follow-up. Table 6.1 presents demographic and clinical characteristics at baseline for
both groups (i.e., dialysis and pre-dialysis). The majority of patients were male, married,
retired. Mean age was > 60 years in both groups (Table 6.1). Among reported diagnoses,
uncertain aetiology (44.1%) was the most common diagnosis which was followed by diabetic
nephropathy (28%). In the dialysis group, the majority of patients received HD treatment in a

hospital setting (91.1%).
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Figure 6.1. Patient recruitment and follow-up.
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Table 6.1. Demographic and clinical characteristics of patients at baseline.
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Patients on pre-

Patients receiving

dialysis phase dialysis (n = 124)
(n=57)
Age (mean, SD) 62.8 (13.8) 64.3 (14.9)
Gender (male n, %) 42 (73.2%) 85 (68.5%)
Marital status (n, %)
Married 45 (78.6%) 90 (72.5%)
Singe/divorced/widowed 12 (21.1%) 33 (26.6%)
Employment (n, %)
Retired 39 (68.4%) 80 (64.5%)
Full time/part time employee 5 (8.7%) 6 (4.8%)
Housewife 9 (15.7%) 26 (19.3%)
Unemployed 4 (7.1%) 12 (9.6%)
Dialysis vintage (in years, mean SD) - 4.53 (4.34)
Treatment (n, %)
Haemodialysis - 113 (91.1%)
Peritoneal dialysis - 11 (8.9%)
Creatinine (mg/dL, mean SD) 3.42 (1.30) 8.72 (2.43)
Albumin (g/l, mean SD) 4.13 (0.48) 3.93(0.37)
Haemoglobin (g/dL, mean SD) 11.4 (1.82) 11 (1.86)
Dialysis efficiency (Kt/V, mean SD) 1.59 (0.48)

Diagnosis (n, %)
Uncertain aetiology
Diabetic nephropathy
Polycystic kidney
Hypertension
Other

Overall (n = 181)

41 (44.1%)

10 (10.9%)

6.3.2 Differences between Pre-dialysis and Dialysis Patients

Table 6.2 indicates the mean levels of illness perceptions (i.e., consequences, timeline,

personal control, treatment control, identity, concern, coherence, emotional response),

depression and dialysis symptoms at baseline. The mean level of depression symptoms (7.02)

demonstrated that the dialysis group have had mild depression symptoms at baseline. This is

according to Kroenke et al. (2001), scores obtained from PHQ-9 may indicate level of

depression severity such as minimal (1-4), mild (5-9), moderate (10-14), moderately severe

(15-19), and severe (20-27) depression. Besides, 30.2% of the patients in the dialysis group
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scored 10 and above on PHQ-9, which may suggest a possible clinically significant condition
(Kroenke et al., 2001). Additionally, fatigue severity scores were obtained through CFS,
higher scores represent greater level of fatigue (Chalder et al., 1993). Similarly higher scores

on DSI indicates greater symptom severity (Weisbord et al., 2004).

Table 6.2. Mean and standard deviation values for Brief IPQ, PHQ-9, CFS and DSI scores at

baseline.

Patients on pre-dialysis phase

Patients receiving dialysis

(n=57) (n=124)
M (SD) M (SD)
Brief IPQ

Consequences 3.39 (3.36) 7.40 (3.35)
Timeline 6.92 (3.06) 8.10 (2.74)
Personal Control 4.81 (2.30) 2.79 (2.36)
Treatment Control 7.47 (2.57) 8.23 (2.21)
Identity 1.32 (1.99) 5.07 (3.36)
Concern 3.46 (3.69) 3.27 (3.72)
Coherence 7.34 (3.78) 7.22 (3.57)
Emotional response 3.98 (3.44) 5.26 (3.83)
PHQ-9 3.63 (3.86) 7.02 (3.86)
CFS 12.1 (4.16) 16.4 (5.03)
DSI - 50.8 (22.9)

Brief IPQ, Brief llIness Perceptions Questionnaire; PHQ-9, Patient Health Questionnaire-9; CFS, Chalder
Fatigue Scale; DSI, Dialysis Symptom Index.

By using Cronbach’s alpha, the internal reliability values of the scales were measured and
were interpreted according to the range values reviewed in Taber (2018). The Brief IPQ scale
(1-8) had a moderate reliability score of 0.60. The PHQ-9 scale indicated a robust reliability
score of 0.81. Both CFS and DSI demonstrated high reliability scores of 0.91 and 0.89

respectively.

6.3.3 Correlates of llIness Perceptions at Baseline
As mentioned in the Methods section, literature suggests that several illness perception

domains (e.g., consequence, timeline, emotional response, personal control) may differ



225

depending on the phase of the patient journey (Chilcot et al., 2010; 2011; 2013; 2018; Covic
et al., 2006; Griva et al., 2009; 2010; Hudson et al., 2016; Jansen et al., 2013; Jayanti et al.,
2016; Muscat et al., 2020; 2021; Meuleman et al., 2017). Perceptions of consequences,
timeline, emotional response, and personal control were selected to observe its correlates with
demographic (i.e., age and dialysis vintage), clinical variables (i.e., creatinine, albumin,
haemoglobin, Kt/V) and with other measurement scales in both pre-dialysis and dialysis
groups, where appropriate. Given that it is closely linked to and even overlaps with
depression (Pae et al., 2007; Skapinakis et al., 2003), fatigue scores were only included in the
descriptive statistics to observe whether they relate to selected illness perception domains.
Spearman’s correlation coefficient was used due to non-normal distribution of the measures.
In the pre-dialysis group, perception of emotional response was positively correlated with age
(p < 0.001). Among clinical markers, only creatinine was positively correlated with
perception of consequences (p < 0.001). Depression scores were positively correlated with
perceptions of consequences and emotional response (p = 0.02, p<0.001 respectively) while
fatigue scores were found to be only positively related to perception of consequences (p =

0.03) (Table 6.3).

Table 6.3. Correlates of illness perceptions (consequences, emotional response, personal
control, and timeline, respectively) at baseline in the pre-dialysis phase.
Patients in the pre-dialysis phase

Age  Creatinine Albumin Haemoglobin PHQ-9 CFS

(mg/dL) (9/l) (g/dL)
Consequences
Spearman’s rtho  -0.07 0.46 -0.14 -0.25 0.31 0.27
p-value  0.42 <0.001 0.32 0.07 0.02 0.03
Emotional response
Spearman’srho  0.44 0.21 0.01 0.03 0.50 0.19
p-value <0.001 0.12 0.95 0.80 <0.001 0.14
Personal control
Spearman’s tho  -0.06 -0.09 0.01 0.03 -0.09 -0.26
p-value  0.65 0.53 0.93 0.82 0.52 0.06

Timeline
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Spearman’srho  0.24 0.12 -0.07 -0.09 0.01 -0.05

p-value 0.22 0.55 0.73 0.75 0.96 0.77
Brief IPQ, Brief Iliness Perceptions Questionnaire; PHQ-9, Patient Health Questionnaire-9; CFS, Chalder
Fatigue Scale.

On the other hand, in the dialysis group, age was negatively correlated with perception of
consequences, emotional response and personal control (p < 0.05) while it was positively
correlated with timeline (p< 0.001). Selected illness perception domains failed to
significantly correlate with clinical variables and dialysis vintage in the dialysis group.
Perception of consequences was significantly correlated with depression and dialysis
symptoms (p<0.001). Emotional response was found to be positively correlated with
depression, fatigue and dialysis symptoms (p<0.001) while perception of timeline was

positively correlated with fatigue and dialysis symptoms (p<0.05) (Table 6.4).
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Table 6.4. Correlates of illness perceptions (consequences, emotional response, personal control, and timeline, respectively) at baseline in the

dialysis group.

Patients receiving dialysis

Age Creatinine  Albumin  Haemoglobin Dialysis Kt/V PHQ-9 CFS DSl
(mg/dL) (a/h (g/dL) vintage
Consequences
Spearman’srho  -0.21 0.10 -0.14 0.01 0.06 -0.10 0.37 0.07 0.36
p-value 0.02 0.23 0.10 0.92 0.45 0.25 <0.001 0.41 <0.001
Emotional response
Spearman’srho  -0.21 0.07 0.08 0.17 0.05 -0.01 0.52 0.36 0.50
p-value 0.01 0.43 0.37 0.06 0.57 0.86 <0.001 <0.001 <0.001
Personal control
Spearman’srho  -0.19 -0.03 -0.03 -0.01 0.04 -0.07 -0.12 -0.12 0.02
p-value 0.03 0.67 0.72 0.87 0.59 0.41 0.20 0.18 0.77
Timeline
Spearman’srho  0.39 -0.17 0.01 0.05 0.17 -0.02 0.13 0.23 0.22
p-value <0.001 0.08 0.87 0.61 0.09 0.81 0.17 0.01 0.03

Brief IPQ, Brief IlIness Perceptions Questionnaire; PHQ-9, Patient Health Questionnaire-9; CFS, Chalder Fatigue Scale; DSI, Dialysis Symptom Index; Kt/V, Dialysis

efficiency.
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6.3.4 Predictors of Illness Perceptions

Separate General Linear Models (GLM) were run for each selected illness perception domain
(perception of consequences, personal control, emotional response and timeline) to see
whether there was a significant difference between groups while controlling for age, gender
and number of comorbid conditions (Table 6.5). Controlling for age, gender and comorbidity
status, the dialysis group was predicted to have 5.17 units of consequences perceptions
greater than the pre-dialysis group. Regardless of age, gender and comorbidity status, the
dialysis group was predicted to have 2.15 units higher levels of emotional response compared
to pre-dialysis group. Similarly, the pre-dialysis group was predicted to have 4.28 units
greater perception of personal control compared to dialysis group. On the other hand,
increases only in age predicted higher levels of perception of timeline regardless of gender,

comorbidity status and different phase (i.e., pre-dialysis and dialysis).

Table 6.5. General Linear Models predicting illness perceptions (consequences, emotional
response, personal control, and timeline, respectively) while controlling for gender, age and
comorbidity status.

95% Confidence
Interval
Estimate SE Lower Upper B t p
Consequences
(Intercept) 5.04 0.45 4.14 5.95 0.00 11.02 <.001
Female — Male 0.31 0.44 -0.56 1.19 0.08 0.69 0.48
Age -0.02 0.01 -0.01 0.05 -0.01  -2.20 0.02
Comorbidity status -0.04 0.19 -0.42 0.32 -0.10  -0.25 0.79
Pre-dialysis — Dialysis -5.17 0.44 -6.06 -4.29 -1.34 -11.50 <.001
Emotional response
(Intercept) 4.13 0.49 3.16 511 0.00 8.35 <.001
Female — Male 1.64 0.48 0.49 2.59 0.44 3.39 <.001
Age -0.05 0.01 -0.07 -0.02 -0.19 -3.69 <001
Comorbidity status 0.01 0.20 -0.39 041 -0.01 0.04 0.96
Pre-dialysis — Dialysis -2.15 0.48 -3.10 -1.19 -0.58 -443 <.001
Personal Control
(Intercept) 4.55 0.17 4.20 4.90 0.00 2571 <.001
Female — Male 0.18 0.35 -0.69 1.21 0.06 0.01 0.99
Age -0.02 0.01 -0.04 -0.01 -0.10  -2.27 0.02
Comorbidity status -0.03 0.15 -0.33 0.26 -0.01  -0.22 0.82
Pre-dialysis — Dialysis 4.28 0.35 3.59 4.98 1.38 12.05 <.001
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Timeline

(Intercept) 8.40 0.39 7.63 9.18 0.00 21.29 <001
Female — Male 1.08 0.41 0.26 1.90 0.43 2.60 0.01
Age 0.05 0.01 0.03 0.07 0.31 4.95 <.001
Comorbidity status 0.22 0.16 -0.09 0.54 0.08 1.39 0.16
Pre-dialysis — Dialysis 0.03 0.42 -0.79 0.86 0.01 0.08 0.93

6.3.5 Longitudinal Data Analyses

To observe the trajectory of selected illness perception domains (i.e., consequences, personal
control, emotional response, timeline), depression and dialysis symptoms, a series of linear
Latent Growth Models (LGM) were conducted. As mentioned in the Methods section,

considering the study included 3 time points, each model assumed linear growth.

6.3.5.1 Change in illness perceptions over time



Table 6.6. Series of linear latent growth models for illness perceptions over a one year follow up.
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Consequences Emotional response Personal Control Timeline
Fixed effects (Estimate [SE])
Intercept 5.94 (0.64)*** 5.27 (0.69)*** 3.48 (0.49)*** 6.99 (0.60)***
Time -0.47 (0.20)* -0.64 (0.22)** 0.65 (0.17)*** 0.69 (0.21)***
Age -0.02 (0.02) -0.05 (0.01)*** -0.02 (0.01)* 0.05 (0.01)***
Comorbidity status -0.01 (0.22) -0.01 (0.23) -0.05 (0.15) 0.19 (0.19)
Pre-dialysis — Dialysis -3.43 (0.83)*** -1.09 (0.92) -0.03 (0.69) -0.74 (0.87)
Female — Male 0.48 (0.45) 1.69 (0.47)*** -0.01 (0.31) 0.49 (0.38)
Time x Pre-dialysis — Dialysis -0.80 (0.41)* -0.66 (0.46) 2.30 (0.34)*** 0.17 (0.43)
Random components
Within-patients (L1) variance 6.55 8.50 4.69 3.30
Intercept (L2) variance 2.96 2.57 0.63 2.00
Slope (L2) variance - - - -
Additional information
ICC 0.311 0.223 0.119 0.377
AlC 1663 1724 1458 1065
BIC 1697 1758 1492 1096
Likelihood Ratio Chi-square Tests
Random intercept 20.8*** 13.8*** 3.7 13.5***
Random slope - - - -
(marginal) Pseudo R? 34 18 A4 16

*p<0.05 **p<0.01***p<0.001
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Table 6.6 summarises LGMs for perceptions of consequences, personal control, emotional
response, and timeline separately. Coefficient estimates and variance were reported for the
intercept and slope in each model. There were significant variations in perceptions of
consequences, emotional response, and timeline at baseline, suggesting between-patient
variability. In the first model, the slope for time (average effect of time) was -0.47 which was
significant, indicating that perceptions of consequences were expected to decrease 0.47 units
at each measurement occasion that passes beyond the first measurement occasion (i.e., 6
months). Considering the expected perception of consequence at baseline was 5.94, the
expected perception of consequences in one year would be 5 (Baverage mean of intercepts + [ixed effect
of time variable (2) = 5.94 + [-0.47(2)] = 5). Perception of consequences for the dialysis group
were expected to be 3.43 units higher than pre-dialysis group at baseline. The slope of
interaction between time and different phases (i.e., pre-dialysis and dialysis) was significant
(p = .05), indicating that the rate of change was different between those on dialysis and in the
pre-dialysis phase. When effects of time on pre-dialysis and dialysis groups were evaluated,
the rate of change (expected slope for time) among the dialysis group (Estimated Mean=
7.50, SE=0.25 at baseline) was found -0.07 and was not significant. However, the rate of
change (expected slope for time) among pre-dialysis group was -0.88 which was significant,
suggesting that perception of consequences was expected to decrease 0.88 units among the
pre-dialysis group (Estimated Mean= 2.59, SE= 0.41 at baseline) at each time point (6

months) (Figure 6.2).
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Figure 6.2. Effects plot for perception of consequences comparing pre-dialysis and dialysis groups

over 3 time points.

In the second model, the slope for time (average effect of time) was significant, indicating
that with each time point (i.e., 6 months) emotional response was predicted to decrease by
0.64 units. When average perception of emotional response at baseline was 5.27, the expected
perception of emotional response in one year follow up would be 3.99 (Saverage mean of intercepts +
Prixed effect of time variable (2) = 5.27 + [-0.64(2)] = 3.99). The slope of different phases (i.e., pre-
dialysis and dialysis) was not significant. Similarly, the slope of interaction between time and
different phases (i.e., pre-dialysis and dialysis) was not significant, however, effects of time
on pre-dialysis vs dialysis groups showed that rate of change among dialysis group
(Estimated Mean= 5.28, SE= 0.26 at baseline) was -0.31 and was not at a significant level.
The rate of change in the pre-dialysis group, on the other hand, was -0.97 which was
significant, suggesting that emotional response was expected to decrease 0.97 units among
pre-dialysis group (Estimated Mean= 2.97, SE= 0.43 at baseline) at each measurement

occasion (i.e., 6 months) (Figure 6.3).
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Figure 6.3. Effects plot for emotional response comparing pre-dialysis and dialysis groups over 3 time

points.

In the third model, the slope for time was 0.65 which was significant, suggesting that with
each time points (i.e., 6 months) perception of personal control was predicted to increase by
0.65 units. The expected average perception of personal control at baseline was 3.48, hence,
the expected average perception of personal control in one year follow up would be 4.78
(Baverage mean of intercepts + [fixed effect of time variable (2) = 3.48 + [0.65(2)] = 4.78). It was observed that
the rate of change in personal control was different in among pre-dialysis and dialysis groups.
The expected rate of change among the dialysis group was -0.50 and was significant
suggesting perception of personal control was expected to decrease 0.50 units among dialysis
group (Estimated Mean= 2.47, SE= 0.17 at baseline) at each measurement occasion (i.e., 6
months). On the other hand, the rate of change among the pre-dialysis group was 1.80 which
was significant, indicating perceptions of personal control was expected to increase 1.80 units
among pre-dialysis group (Estimated Mean= 6.69, SE= 0.28 at baseline) at each time point

(i.e., 6 months) (Figure 6.4).
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Figure 6.4. Effects plot for perception of personal control comparing pre-dialysis and dialysis groups

over 3 time points.

In the fourth model where timeline was dependent variable, the slope for time (average effect
of time) was significant. This indicated that with each measurement occasion (6 months),
perception of timeline (chronicity) was predicted to increase by 0.69 units. Considering the
expected perception of timeline at baseline was 6.99, the expected average perception of
timeline at one year follow up would be 8.37 (Baverage mean of intercepts + [fixed effect of time variable (2) =
6.99 + [0.69(2)] = 8.37). The slope of interaction between time and different phases (i.e.,
pre-dialysis and dialysis) was not significant. However, the expected rate of change in the
dialysis group (Estimated Mean= 8.89, SE= 0.21 at baseline) was 0.61 which was significant,
indicating that perception of timeline was predicted to increase by 0.61 units in the dialysis
group at each time point (i.e., 6 months). Similarly, the expected rate of change among the
pre-dialysis group (Estimated Mean= 8.47, SE= 0.41 at baseline) was found to be 0.78 which
was at significant level (p =.05), suggesting perception of timeline was expected to increase

.078 units in pre-dialysis group at each measurement occasion (i.e., 6 months) (Figure 6.5).
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Figure 6.5. Effects plot for perception of timeline comparing pre-dialysis and dialysis groups over 3

time points.

6.3.5.2 Change in depression over time

As shown in Table 6.7, five different LGMs were run to observe changes in depression scores
over time. In the first model, where depression was the dependent variable, coefficients of
time, age, comorbidity status, different phases (i.e., pre-dialysis and dialysis group), gender
and the interaction of time and different phases were observed. The expected depression
score on average was 4.53. Variance between patients’ mean depression scores (intercept)
was significant, suggesting that patients vary in terms of depression scores at baseline. The
slope for time (average effect of time) was found to be -0.12, however it was not significant.
Depression scores for the dialysis group were expected to be 3.46 units higher than pre-
dialysis group at baseline. The rate of change between pre-dialysis and dialysis groups in
terms of depression scores was not significant. The expected rates of change were -0.15 and -
0.08 among pre-dialysis (Estimated Mean= 3.56, SE= 0.59 at baseline) and dialysis group
(Estimated Mean= 7.14, SE= 0.36 at baseline) respectively, which were not at significant

level.



Table 6.7. Series of linear latent growth models for depression symptoms over a one year follow up.
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Depression Depression? Depression® Depression® Depression®
Fixed effects (Estimate [SE])
Intercept 4.53 (0.90)*** 4.67 (0.82)*** 4.17 (0.76)*** 5.03 (0.89)*** 5.48 (1.06)***
Time -0.12 (0.25) -0.003 (0.21) 0.13 (0.21) -0.15 (0.22) -0.33 (0.28)
Consequences? 0.34 (0.12)**
Emotional response® 0.43 (0.12)***
Personal Control® -0.07 (0.18)
Timelined -0.14 (0.23)
Age -0.01 (0.02) 0.01 (0.02) 0.02 (0.02) -0.01 (0.02) -0.01 (0.02)
Comorbidity status 0.49 (0.32) 0.49 (0.30) 0.47 (0.28) 0.39 (0.32) 0.32 (0.37)
Pre-dialysis — Dialysis  -3.46 (1.06)*** -1.72 (0.67)* -2.56 (0.57)*** -2.94 (0.71)*** -3.67 (0.87)***
Female — Male  2.32 (0.66)*** 2.11 (0.62)*** 1.49 (0.57)* 2.45 (0.66)*** 2.41 (0.76)**
Time x Pre-dialysis — Dialysis -0.06 (0.50)
Time x Consequences? 0.04 (0.05)
Time x Emotional response® 0.03 (0.05)
Time x Personal Control® -0.05 (0.08)
Time x Timeline® 0.14 (0.13)
Random components
Within-patients (L1) variance 9.57 8.87 8.67 9.71 10.43
Intercept (L2) variance 8.07 6.71 5.11 7.55 8.66
Slope (L2) variance - - - - -
Additional information
ICC 0.458 0.431 0.371 0.437 0.454
AlC 1832 1800 1771 1788 1355
BIC 1866 1837 1809 1826 1390
Likelihood Ratio Chi-square Tests
Random intercept 50.6*** 40.5%** 27.0%** 42 5*** 27.1%**
Random slope - - - - -
(marginal) Pseudo R? 18 27 33 21 16

a,b,cd

control and timeline respectively).
*p<0.05 **p<0.01***p<0.001

represent separate models including only one illness perception domain as predictor (i.e., consequences, emotional response, personal
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This suggested that depression scores seem to be relatively stable in both pre-dialysis and

dialysis groups at each measurement occasion (i.e., 6 months) (Figure 6.6)
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Figure 6.6. Effects plot for depression comparing pre-dialysis and dialysis groups over 3 time points.

Additional LGMs were conducted in which one of the selected illness perception domains
(i.e., consequences, emotional response, personal control, and timeline) was entered as a
predictor in addition to the established predictors from the first model (time, age, comorbidity
status, different phases [i.e., pre-dialysis and dialysis groups], and gender). For each selected
iliness perception predictor, separate models were run. All models showed that there were
significant variations between patients in terms of their depression scores at baseline
(intercept) (Table 6.7). In the second model, the slope for perception of consequences was
positive and significant, suggesting that depression scores were expected to increase by 0.34
unit with each increment with respect to perception of consequences. Depression scores were
predicted to be 1.72 units greater in the dialysis group compared to pre-dialysis group at
baseline. The slope for interaction between time and perception of consequences was not

significant (Figure 6.7). According to visual data, depression scores seem to increase over
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time among patients who reported greater perception of consequences than average at

baseline.
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Figure 6.7. Effect of perception of consequences level on depression over 3 time points.

In the third model, the slope (average effect) for emotional response was positive and
significant, indicating that depression scores were expected to increase by 0.43 units with
each increment in emotional response. Depression scores were predicted 2.56 units greater in
the dialysis group compared to the pre-dialysis group at baseline. The slope for interaction
between time and perception of emotional response was not significant (Figure 6.8).
However, visual evidence showed that depression scores tend to increase over time
particularly among those patients with a higher level of perception of emotional response

than average at baseline.
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Figure 6.8. Effect of perception of emotional response level on depression over time points.

On the other hand, in the fourth model, slope for perception of personal control was negative
but not at significant level. Depression scores were predicted 2.94 units higher in the dialysis
group compared to pre-dialysis group at baseline. The slope for interaction between time and
perception of personal control was not significant. As shown in Figure 6.9, depression scores
tended to decrease over time, particularly in patients who reported a greater level of

perception of personal control than average at baseline.
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Figure 6.9. Effect of perception of personal control level on depression over time points.
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In the fifth model, the slope for perception of timeline (chronicity) was not significant,
suggesting that the average perception of timeline did not predict change in depression
symptoms at baseline. Depression scores were expected to be 3.67 units higher in the dialysis
group compared to the pre-dialysis group at baseline. The slope for interaction between time
and perception of timeline was not significant. However, visual data indicated rate of change
in depression scores over time seems to be at a higher level among those patients who
reported a lower level of perception of timeline than average at baseline. In other words,
depression scores seem to decrease over time, particularly in patients who reported a lower

level of perception of timeline than average at baseline (Figure 6.10).
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Figure 6.10. Effect of perception of timeline level on depression over time points.

In all models, as shown in Table 6.7, slopes for gender were significant, suggesting that

depression scores were predicted to be higher among female patients at baseline. The slope

for time was not significant in all models.
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6.3.5.3 Change in dialysis symptoms over time

By using data on dialysis group, in total five models were run to observe change in dialysis
symptoms over one year period. As shown in Table 6.8, in the first model, coefficients of
time, age, comorbidity status, treatment modality (i.e., PD and HD), gender and the
interaction of time and treatment modality were examined. The expected level of dialysis
symptoms on average was 39.32 at baseline. Dialysis symptoms were predicted to increase
3.79 units with each increment in the number of comorbid conditions. The rate of change in
dialysis symptoms were not significantly different between patients receiving PD and those
receiving HD treatment. Expected rates of change were -0.29 and 2.42 among PD group
(Estimated Mean= 46.1, SE= 7.07 at baseline) and HD group (Estimated Mean= 52.4, SE=

1.77 at baseline) respectively, which were not at significant level (Figure 6.11).
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Figure 6.11. Effects plot for dialysis symptoms comparing dialysis modalities over 3 time points.



Table 6.8. Series of linear growth models for dialysis symptoms over a one year follow up.
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Dialysis Dialysis Dialysis Dialysis Dialysis
Symptoms symptoms? symptoms® symptoms® symptoms®
Fixed effects (Estimate [SE])
Intercept 39.32 (7.60)***  43.19 (4.98) *** 41.12 (4.76)*** 49.16 (5.93)*** 48.65 (6.39)***
Time 1.06 (2.95) -0.16 (1.26) 0.61 (1.22) -1.41 (1.33) -2.15(1.55)
Consequences? 1.76 (0.92)
Emotional response® 2.17 (0.71)**
Personal Control® 2.62 (1.28)*
Timeline® -0.01 (1.35)
Age -0.01 (0.11) 0.06 (0.10) 0.10 (0.09) -0.01 (0.11) -0.04 (0.13)
Comorbidity status ~ 3.79 (1.65)* 3.78 (1.47)* 3.82 (1.38)** 3.62 (1.64)* 2.80 (1.73)
PD-HD -11.32(13.99) -2.14 (6.39) -2.06 (6.08) 4.45 (7.65) -4.80 (8.42)
Female — Male 6.62 (3.48) 5.17 (3.10) 2.34 (3.00) 8.39 (3.50)* 5.88 (3.63)
TimexPD-HD  2.72(5.93)
Time x Consequences? 0.32 (0.47)
Time x Emotional response® 0.13 (0.34)
Time x Personal Control® -2.01 (0.65)**
Time x Timelined 0.61 (0.81)
Random components
Within-patients (L1) variance 244 225 217.4 227 262
Intercept (L2) variance 152 103 87.8 152 128
Slope (L2) variance - - - - -
Additional information
ICC 0.384 0.315 0.288 0.401 0.328
AlIC 2108 2074 2059 2064 1706
BIC 2140 2109 2094 2099 1738
Likelihood Ratio Chi-square
Tests
Random intercept 22.1%** 13.9%** 11.9%** 23.4%** 11.0%**
Random slope - - - - -
(marginal) Pseudo R? 0.06 20 25 10 .06

a.b.¢.d represent separate models involving only one illness perception domain as predictor (i.e., consequences, emotional response, personal
control and timeline respectively).

*p<0.05 **p<0.01***p<0.001
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In the second model, perception of consequences was added to the model in addition to the
predictors in the first model. The slope for perception of consequences was not significant,
indicating that perception of consequences did not predict change in dialysis symptoms at
baseline. The slope for comorbidity status was positive and significant, suggesting that
dialysis symptoms were predicted to increase 3.78 units with each increment in the number of
comorbid conditions. The slope for interaction between time and perception of consequences
was not significant. Figure 6.12 shows effects of different levels of perception of

consequences at baseline on dialysis symptoms over time.

60

55
@ conseguences
g 50 A Mean-1-SD
%’ Mean

Mean+1-SD
45 4
40
1.0 1.5 2.0 25 3.0
time

Figure 6.12. Effect of perception of consequences level on dialysis symptoms over3 time points.

In the third model, the slope for emotional response was 2.17 and was significant, suggesting
dialysis symptoms were expected to increase 2.17 unit with increase in emotional response
scores. Similarly, dialysis symptoms were predicted to increase by 3.82 units with each
increment in the number of comorbid conditions. The slope for interaction between time and

perception of emotional response was not significant. According to visual data, dialysis



symptoms seemed to increase over time among patients who reported a greater level of

emotional response than average at baseline (Figure 6.13).
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Figure 6.13. Effect of perception of emotional response level on dialysis symptoms over 3 time points.

In the fourth model, the slope for personal control was 2.62 and was at significant level,

suggesting that dialysis symptoms were expected to increase 2.62 units with each increment

in perception of personal control at baseline. Also, dialysis symptoms were predicted to

increase 3.62 units with each increase in the number of comorbid conditions. The slope for

interaction between time and perception of personal control was found -2.01 and was

significant, suggesting that perception of personal control significantly influenced rate of

change in dialysis symptoms over time. In other words, dialysis symptoms were predicted to

decrease 6.12 units at each measurement occasion (i.e., 6 months) among patients who

reported a higher level of perception of personal control than average (Mean +1. SD) (Figure

6.14).



245

65

60 -
» 55 personal control
2 Mean-1-SD
S 504 Mean

Mean+1-SD
45 A
40 A
1.0 1.5 2.0 2.5 3.0

time

Figure 6.14. Effect of perception of personal control level on dialysis symptoms over 3 time points.

In the fifth model, the slope for timeline (chronicity) was -0.01 and it was not significant,
indicating that perception of timeline did not predict change in dialysis symptoms at baseline.
Also, the slope for interaction between time and perception of timeline was not significant.
However, when data were examined visually, it was observed that dialysis symptoms tend to
decrease over time, particularly among patients who indicated a lower level of perception of

timeline than average at baseline (Figure 6.15).
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Figure 6.15. Effect of perception of timeline level on dialysis symptoms over 3 time points.

All models showed that variance between patients’ mean level of dialysis symptoms
(intercept) was significant, suggesting that dialysis symptoms varied at baseline. As shown in

Table 6.8, the slope for time was non-significant in all models.

6.3.6 Findings on the Transition from Pre-dialysis to Dialysis Treatment

For patients who changed phase from pre-dialysis to dialysis, paired t tests were conducted to
observe whether there were significant differences at different time points in terms of illness
perceptions (i.e., consequence, emotional response, personal control, and timeline) and
depression scores. The distribution of the data were checked visually as well as statistically.
There was no violation of assumptions of parametric data therefore, paired t tests were

conducted to observe differences at different measurement occasions.
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Table 6.9. Comparison of illness perceptions and depression scores of subgroup of pre-
dialysis patients (n = 10) who moved from pre-dialysis to dialysis over the course of the study

Baseline 6 months 12 months  t(9) p Cohen’s
d
M SD M SD M SD
Conseqguences
12 months vs baseline 3.10 256 440 3.37 6.90 3.03 814 <.001 2.57
12 months vs 6 months 271 0.024 0.85
6 months vs baseline 149 0.169 0.47

Personal Control
12 months vs baseline 489 252 370 252 1.70 195 -3.75 0.006 -1.25

12 months vs 6 months -2.24  0.052 -0.70
6 months vs baseline -1.09 0.308 -0.363
Timeline
12 months vs baseline 733 252 820 3.03 10 0 2.65 0.077 1.32
12 months vs 6 months 1.33 0.255 0.59
6 months vs baseline 1.84  0.208 1.60

Emotional Response
12 months vs baseline 3.80 358 460 295 6.60 4.03 294 0.016 0.93
12 months vs 6 months 2.30 0.047 0.72
6 months vs baseline 0.85 0.399 0.280
Depression Symptoms
12 months vs baseline 116 444 119 659 132 6.21 138 0.200 0.43
12 months vs 6 months 0.92 0.380 0.29
6 months vs baseline 0.19 0.848 0.06

Table 6.9 demonstrates findings with respect to 10 patients who initiated dialysis treatment
during one year follow-up. It should be noted that 7 of these patients commenced dialysis
treatment at 6 months follow up and in total, there were 10 patients receiving dialysis at 12
months follow up in this patient group. Although a higher number of patients were expected
to commence dialysis treatment, there may be several factors limiting follow-up particularly
of pre-dialysis patients. Considering that this study was completed during Covid-19
pandemic, limited access to healthcare during this period and healthcare professionals’
difficulties to monitor prognosis are some of few factors had negative impact on follow-up.
Overall, there was evidence suggesting that baseline and 12 months follow-up scores were
significantly different particularly in perceptions of consequences, personal control, and

emotional response. In comparison with baseline, perceptions of consequences and emotional
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response were significantly higher and personal control was significantly lower at 12 months
follow-up. Depression symptoms and perception of timeline (chronicity) did not differ

significantly at different time points.

6.4  Discussion

The primary aim of this study was to observe illness perceptions and its relation to depression
and dialysis-related symptoms among patients receiving dialysis. To achieve this, illness
perceptions of patients in the pre-dialysis phase were also observed to examine potential
differences when commencing dialysis treatment. Examining patients in the pre-dialysis
phase helped to observe variability in illness perception throughout the illness process.
Generally, findings are in line with the expectation showing that patients receiving dialysis
tended to have a greater level of perception of consequences, emotional response and lower
level of personal control compared to patients in the pre-dialysis phase. Trajectories of illness
perceptions were observed to see whether illness perceptions change over one year period.
Additionally, as one of the related illness experiences, depression symptoms were examined
over one year period. Some of the results seemed to be supported by findings of other studies.
Depression symptoms were found to be relatively stable over a one-year period, and only
baseline perceptions of consequences and emotional response were related to changes in
depression symptoms. This suggested that those patients who reported higher levels of illness
perceptions of consequences and emotional response at baseline may have greater depression
symptoms. Similarly, dialysis symptoms were found to be stable over time among patients
receiving HD or PD, nevertheless, only baseline levels of perceptions of emotional response
and personal control seemed to be linked to dialysis symptoms. Those patients receiving

dialysis who reported greater emotional response at baseline were more likely to report
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dialysis symptoms on the other hand, dialysis symptoms were predicted to decrease overtime

among those who reported a high level of personal control.

There is a growing body of research indicating that illness perceptions differ among patients
in the pre-dialysis phase and those receiving dialysis treatment (Jansen et al., 2013; Griva et
al., 2009). Dialysis is a burdensome treatment although it is critical for survival. It is not
surprising that unfavourable (negative) illness perceptions may be observed more among
patients receiving dialysis. Previous evidence determined that patients receiving dialysis tend
to report greater levels of perceptions of consequences, emotional response, and timeline
(chronicity) compared to patients in the pre-dialysis phase (Jansen et al., 2013; Griva et al.,
2009; Muscat et al., 2021). Similarly, patients receiving dialysis in this study indicated
greater perceptions of consequences, emotional response, and lower personal control.
However, perception of timeline (chronicity) did not differ among dialysis and pre-dialysis
groups in this study. This may be due to patients in the pre-dialysis phase identifying their
condition as chronic and expecting that dialysis treatment may be required in the near future.
In other words, it was assumed that the patients had realistic expectations about their illness
prognosis and its likely outcome (i.e., commencing dialysis soon). Qualitative studies that
included patients with CKD without requiring dialysis have suggested that patients
recognised the possibility of dialysis treatment and reluctantly accepted its future role in their
lives (Lin et al., 2013; Wu et al., 2015). Patients in the early stages of CKD without KRT in
different studies reported significantly lower perception of timeline (chronicity) (Griva et al.,
2009; Muscat et al., 2021). For instance, Griva and colleagues (2009) determined that
patients receiving dialysis had greater levels of perception of timeline (chronicity), lower
perceptions of control and reported greater levels of illness disruptiveness compared to

patients in the pre-dialysis phase. It is important to note that patients in the current study were
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recruited as they were expected to commence dialysis treatment soon (i.e., within 6 months).
This may be one of the reasons that perception of timeline did not differ significantly

between the pre-dialysis and dialysis group.

It is known that illness perceptions may change over time (Bonsaksen et al., 2015).
Trajectories of illness perceptions have been studied in CKD (Covic et al., 2006; Jansen et
al., 2013; Tasmoc et al., 2013). Similar to previous evidence, the current study observed that
illness perceptions may change over time among patients with CKD. The findings showed
that overall patients’ perceptions of consequences and emotional response were expected to
decrease over one year period. A prospective study followed patients receiving HD over two
years and reported lower level of emotional response (Covic et al., 2006). Similarly, a six-
year prospective study has demonstrated that patients receiving HD had stronger perceptions
of illness chronicity and lower illness consequences at follow-up (Tasmoc et al., 2013). In the
current study, overall patients’ perceptions of personal control and timeline (chronicity) were
found to increase over one year period. The reduced perceptions of consequences and
emotional response may be related to time spent on treatment/phase, which may help to
normalise the treatment and related difficulties. This is particularly related to patients
receiving HD as was suggested in a previous qualitative study within this thesis (Chapter 4).
Consistently, overall patients’ perceptions of control increased along with chronic timeline
beliefs over time. There is great potential that patients in different studies may have been
exposed to different environmental factors that may have influenced their illness perception
and experience. For instance, there is no regular psychological assessment or intervention in
the local nephrology department in North Cyprus yet. It is known that such support may

positively influence patient experience (Hudson et al., 2017: Seyyedrasooli et al., 2013).
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Although the pre-dialysis group in this study was small, relevant analyses showed that most
selected illness perceptions differed after commencing dialysis treatment. In the pre-dialysis
group, perceptions of consequences and emotional response were found at a greater level and
perception of personal control was found at a lower level after commencing dialysis
treatment. There is limited existing research prospectively examining patients in the pre-
dialysis phase. However, available research has indicated similar findings regarding the
prospectively observed pre-dialysis group (Jansen et al., 2013; Jayanti et al., 2016). For
instance, one of the studies showed that patients who commenced dialysis reported lower
perception of personal control at four months follow-up, on the other hand, they reported less
emotional response regarding their condition (Jansen et al., 2013). Similarly, another
prospective study determined that patients who were in the pre-dialysis phase indicated lower
perceptions of personal control, emotional response and greater perception of consequences
after commencing dialysis treatment (Jayanti et al., 2016). In the current study, perception of
emotional response among the prospectively observed pre-dialysis group were found at
greater level after commencing dialysis. The difference in the findings may be related to the
different time interval used in different studies, for instance, Jansen and colleagues (2013)
repeated the measurement at four months after commencing dialysis however, patients in the
current study were measured after six months commencing dialysis. The difference in
measurement timing may be one of the factors related to differences in illness perceptions. It
should be also noted that patients who were expected to commence dialysis only received
basic patient education that aimed to provide general information on required dietary changes
and functions of dialysis. Patients did not receive psychological support at the local
nephrology department. Moreover, patients’ depression symptoms and timeline (chronicity)
beliefs did not change after commencing dialysis. Patients in the pre-dialysis phase have been

shown to report distress particularly those with greater perceptions of consequences, timeline
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(chronicity), emotional response and lower perception of personal control (Muscat et al.,
2020). In the current study, patients in the pre-dialysis phase who commenced dialysis on the
second measurement occasion already experienced moderate depression symptoms at
baseline, which may be the reason that depression scores did not differ significantly after

commencing dialysis.

Depression scores among the whole patient groups seemed relatively stable over one year
period. In line with findings in the literature (Goh et al., 2018; Muscat et al., 2021), patients
receiving dialysis were found to report greater levels of depression symptoms compared to
those who were in the pre-dialysis phase. When selected illness perceptions were evaluated as
predictors, only higher levels of perceptions of consequences and emotional response at
baseline were associated with increase in depression symptoms. In a different sample, lower
levels of perception of control have been also shown to predict depression symptoms among
patients receiving dialysis (Griva et al., 2010). Depression has been associated with negative
illness perceptions (i.e., lower level of control and greater levels of consequences, timeline)
in patients receiving dialysis when compared with those patients without depression
symptoms (Chilcot et al., 2011a). Similarly, Covic and colleagues (2006) found lower
perception of consequences were related to better mental functioning over two years among
patients receiving HD. In a different study (Chilcot, 2010), contrary to the current findings, it
was found that a greater perception of timeline at baseline predicted an increase in depression
symptoms over time among patients who received dialysis for one year. In a study including
patients who commenced dialysis, different depression trajectories were examined, and
findings suggested that different depression symptom trajectories were associated with
baseline illness perceptions (Chilcot et al., 2013). It was observed that illness related

emotional distress and greater perceptions of illness consequences were found to related to



253

increase in depression symptoms (Chilcot et al., 2013). Overall findings indicated that
depression symptoms in this patient group may be relatively stable over time or linear growth
model may not adequately represent the trajectory of depression symptoms in this sample.
Nevertheless, dialysis vintage and differences between health settings in terms of providing
support may play a role in differences between findings. In the current sample, patients with
CKD diagnosis normally receive a patient education once before they have commenced
dialysis. The patient education aims to briefly inform patients mainly about required dietary
changes and functions of dialysis. There is currently no psychological service provided
within the local nephrology department. This means that access to psychological counselling
is limited which could be related to self-management strategies of patients (Seyyedrasooli et
al., 2013). The link between depression symptoms and negative illness perceptions (i.e.,
perceptions of consequences and emotional response) in the current sample may be an
indicator of the need for psychological counselling. It is known that in some high income
countries such as the United Kingdom, the government has established policies about
psychological care for patients with kidney disease by publishing a national service
framework (National service framework: kidney disease, 2004). It seems that the local renal
service policies do not capture psychological care for patients with CKD. Hence, it will be
important to determine and include psychological care practices in the local renal service

framework.

Symptom severity is not stable among patients receiving dialysis treatment. It has been
shown that symptom burden may vary even at short follow-up period (Moskovitch et al.,
2020). The current study examined trajectories of dialysis-related symptoms among patients
receiving dialysis (i.e., HD or PD). Findings demonstrated that dialysis symptoms were

relatively stable over one year period among patients receiving HD or PD treatment. It is
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possible that linear growth model may not adequately represent the trajectory of dialysis
symptoms in this patient group. HD treatment has been frequently associated with poorer
physical functioning due to greater emotional distress, and treatment burden (Chuasuwan et
al., 2020). Interestingly, the current study did not establish significant difference in terms of
dialysis related symptoms between patients receiving HD and those receiving PD. This may
be related to that HD and PD group may be similar in terms of age and comorbidity status
(lyasere et al., 2019). Nevertheless, a greater number of comorbid conditions at baseline was
associated with increase in dialysis related symptoms over time. This is not surprising as
comorbidity status have been associated several worsened patient outcomes such as illness
symptoms, emotional, and physical dysfunction (Song et al., 2018). Higher level of
perception of emotional response at baseline was found to be related to increase in dialysis
related symptoms. It was also observed that greater perception of personal control was
associated with reduction in dialysis symptoms over time. Similarly, in a two years follow-up
study, patients receiving HD with greater perception of personal control and lower level of
perception of emotional response at baseline reported better physical functioning scores

(QoL) (Covic et al., 2006).

6.4.1 Strengths and Limitations

The findings of this study support utility of the illness perception framework in a specific
cultural group and are generally consistent with results of research examined illness
perceptions in patients receiving dialysis. This is the first study to quantitatively examining
illness perceptions in this patient group within the socio-cultural context. Variables measured
in this study were determined based on previously conducted qualitative work (Chapter 4) as
this patient group has not been studied earlier. Fortunately, the availability of measurement

scales in the local language (Turkish) made it practical to include the scales in the
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questionnaire pack. Overall, patients who agreed to participate in this study were willing to
engage throughout the research. This may be related to their willingness to share their
experience including illness related difficulties and treatment burden. This was expected as
there is no regular counselling service provided yet in the local units. The patient group
mainly communicates with nurses in the local nephrology departments. As evidenced in
chapter 7, this communication seems to be based on culturally conducive relations. Yet, it
was limited due to several factors such as limited staffing and psychosocial practice skills.
Therefore, patients seemed content to be asked about their experiences and to have an
opportunity to express their thoughts. This also facilitated follow-up measurements. Although
data collection mode was changed on the second measurement occasion due to Covid-19
conditions, patients generally found data collection via telephone better as they could share
their experiences in private, not in a hospital setting. Therefore, the change in data collection
mode may have had a positive impact on data collection. Multiple data collection modes have
been suggested in longitudinal designs to maintain the response rate (Bianchi et al., 2017).
However, it should be mentioned that there may be potentially negative effects of the
difference in mode of data collection e.g. in terms of comparability between responses at
different time points. Compared with the similar studies (Chilcot et al., 2013; Jansen et al.,
2013; Tasmoc et al., 2013), baseline response rate was better (78%) despite the sample was
research naive group. The majority of the participants were familiar with the researcher who
shares similar socio-cultural characteristics. She has regularly visited the local unit for data
collection, and to meet with the local nephrologist from time to time between 2019 and 2021.
Throughout this period, the researcher somehow has established a relationship with the
participants. This may have positively influenced the rate of consent to completion the study.
The majority of those whose contact details were available also did consent to complete the

study at second and third time points.
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This study provides longitudinal examination of illness perception of an under-represented
group in research evidence receiving dialysis treatment, however there are some limitations
to consider in this study. As mentioned earlier, there were three measurement occasions in
this study, which limited analyses to build a linear model. It is known that illness perceptions
may vary at different time points, hence, linear modelling may not have well-captured
trajectories of illness perceptions and related experiences such as depression and dialysis
related symptoms. Minimum four and more measurement occasions could allow observing
non-linear relationship (e.g., quadratic and cubic growth models) between the variables which
could provide further information about patients’ experiences (Nese & Lai, 2012). On the
other hand, Covid-19 conditions negatively affected follow-up. Change of data collection
mode itself (from face to face to telephone) should not be considered as a limitation however,
the contact details of some patients registered in local health system were not up to date,
some of them were out of service. It can be said that this was the main reason for losing
patients to follow-up. The majority of patients who were reached through telephone at the
second time point (at 6 months) accepted to answer questions at the third time point (at 12
months). Though, particularly, Covid-19 conditions made it difficult to follow-up the pre-
dialysis group who were expected to commence dialysis treatment. Within the limits due to
pandemic conditions, the local nephrology department was regularly visited to record the
patients’ status so that they could be contacted when they have commenced dialysis.
However, many patients in the pre-dialysis phase did skip their appointments and did not
attend screening at the hospital setting due to Covid-19 conditions. This prevented doctors to
monitor patients’ health status. Hence, it made it difficult to identify patients who were
expected to commence dialysis. These may be some of the reasons that the pre-dialysis

sample was small in the current study.
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Overall, considering the eligible number of the local patient group at the time of the study (n
= 231), the negative impact of Covid-19 conditions during the data collection and the fact
that the sample was a research naive group, the consent rate at baseline (78%) was high,
which was maintained at the third time point (66%) when the study was completed. This is
critical in terms of representativeness of the sample as well as reflecting on study findings

which have highlighted the psychological care needs of the patients.

6.4.2 Implications for Clinical Practice and Future Research

The current study observed trajectories of illness perceptions in patients with CKD. To better
understand illness perceptions in patients with kidney failure receiving dialysis, the pre-
dialysis group was also prospectively observed and assessed before and after commencing
dialysis. The overall findings showed that illness perceptions may vary over time among
patients receiving dialysis. Negative illness perceptions (i.e., greater perceptions of
consequences, emotional response, and lower personal control) were associated with some
illness outcomes, such as depression and dialysis-related symptoms. Therefore, it will be
critical to include regular psychological assessment into healthcare provided at the local
nephrology departments. This would help identifying negative illness perceptions and
emotional distress at early phase. Psycho-educational interventions may be designed to
modify negative illness perceptions considering socio-cultural characteristics of the patient
group. Additionally, a symptom questionnaire may be utilised regularly in the hospital setting
to examine dialysis-related symptoms and treatment burden, this may facilitate the

identification of difficulties and suggestions to develop self-management strategies.
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Future longitudinal studies are suggested to include a greater number of measurement
occasions in order to observe trajectories of illness perceptions by using a non-linear model
which may better explain trajectories of illness perceptions in this patient group considering
variability over time. This would also help to compare patients’ perceptions at different

measurement occasions to understand when patients’ perceptions are likely to vary most.

6.4.3 Conclusion

This study, for the first time, longitudinally examined illness perceptions of Turkish Cypriot
patients receiving dialysis. General findings indicated that the dialysis group tended to have
negative illness perceptions (i.e., greater perceptions of consequences, emotional response
and lower personal control) compared to patients in the pre-dialysis phase. Longitudinal data
analyses showed that illness perceptions changed over time. However, depression symptoms
and dialysis related symptoms seemed to be relatively stable over one year period, though
associated with some of the baseline illness perceptions. The findings overall seem to be
consistent with findings of other studies examining illness perceptions in this patient group.
However, some differences were observed which may be related to several factors including
the methodology used in this study and differences between health settings. Regular
psychological assessment has been suggested in local nephrology departments to screen for
negative illness perceptions and emotional distress. This may help to design and deliver

culturally suitable interventions to decrease emotional distress.
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Chapter 7: Perspectives of Healthcare Professionals in North Cyprus

on Psychosocial Care Needs of Patients receiving Dialysis

7.1 Introduction

Compared to other kidney replacement therapy (KRT) modalities, haemodialysis (HD) has
been associated with poorer mental health in individuals with kidney failure. Psychological
adjustment to kidney failure varies during the treatment process (Goh & Griva, 2018). While
pathophysiological symptoms due to abnormal kidney function can be modified by HD
(Sarafidis et al., 2021), the treatment process and being dependent on HD may cause various
difficulties in patients receiving HD, as evidenced also in chapter 4 within this thesis
(Keskindag et al., 2021). Patients may experience multiple problems including emotional and
psychological difficulties (Basaran et al., 2016). Individuals with kidney failure have been
shown to have higher risk of mental illness, hospitalisation and mortality compared to the
general population (Chang et al., 2011). Emotional distress, particularly depression is
prevalent in individuals with chronic kidney disease (CKD) (Liu et al., 2017; Loosman et al.,
2015) which has been associated with dietary nonadherence (Khalil et al., 2011; Gebrie &
Ford, 2019), poor health related quality of life (Vazquez et al., 2005; Davison & Jhangri,
2010) and greater mortality risk (Chilcot et al., 2018a; Fan et al., 2014). Apart from
nonadherence, patients’ behaviours may be demanding for healthcare professionals. These
behaviours may be closely related to several factors such as aggression, and other emotional
difficulties that patients experience (Janoseiv et al., 2019). The interplay between depression
and nonadherence to HD may result in patients having to attend the emergency department
due to fluid overload (Dobbles et al., 2019). It is critical for healthcare professionals, in

particular for renal nurses to be able to recognise emotional and psychological difficulties and
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how these can interact with patients' adjustment to dialysis treatment and illness outcomes.

The existing literature, mainly quantitative studies, have highlighted the importance of
routine assessments of distress and addressing psychosocial health care needs in patients
receiving KRT (Christensen & Ehlers, 2002; Hansen et al., 2022; Griva et al., 2013;
Jankowska-Polanska et al., 2019; Kimmel, 2000b; Knowles et al., 2018; Vazquez et al.,
2005). These suggestions have been made generally based on observation of the psychosocial
challenges of patients receiving KRT, albeit mainly from evidence in healthcare systems
based in higher income countries in the west (Christensen & Ehlers, 2002; Hansen et al.,
2022; Knowles et al., 2018). Psychological distress has been frequently examined through
depressive and anxiety symptoms in patients with kidney failure (Chilcot et al., 2018b).
Psychological distress has been reported in up to 50% of patients with CKD (Hettiarachchi &
Abeysena, 2018). Depression, particularly based on self-administrated scales, has been shown
to influence up to 40% of the patients receiving ~ KRT (Palmer et al., 2013). Although
depression is a common complaint in patients receiving dialysis, specifically HD, it is poorly
treated (AlAwwa et al., 2020). According to research, 29% of patients with kidney failure
who require KRT were negatively affected by moderate to severe depression (AlAwwa &
Jallad, 2018; Nabolsi et al., 2015). This makes it essential to consider both patient and

provider side challenges in meeting care needs.

Individuals who have emotional distress do not always engage in help seeking behaviours
(Blais & Renshaw, 2012; Knowles et al., 2018). They may develop different strategies to deal
with the challenges (Karabulutlu et al., 2005; Sevindik & Yuruyen, 2017). Coping strategies

of individuals with long term conditions have been examined to describe association between
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coping style and illness outcomes (Aldwin & Park, 2004). Individuals with kidney failure
have emphasised the critical role of network support (i.e., family, friends and clinical staff)
and sense of control regarding their condition while coping with emotional distress (Sein et
al., 2020). On the other hand, a study conducted with patients receiving HD indicated
dominance of emotion-focused coping strategies among the patients (Zamanian et al., 2018).
Individuals who adopt emotion-focused coping strategies would be motivated to reduce their
unpleasant feelings regarding stressful events. This coping strategy has been considered as
less effective in the long term since it can interfere with the decision-making process to
eliminate stressors (Zamanian et al., 2018). However, coping strategies against psychological
distress can be also observed in the form of spiritual/religious attitudes, and these can be
assessed within emotion-focused coping strategies (Santos et al., 2017) which have been
shown to be positively related to quality of life among patients from different cultural groups
receiving HD (Cruz et al., 2016; Taheri et al., 2014). Individuals’ responses to stressful
events may be related to cultural factors as these can shape the way individuals deal with
emotional difficulties (Hansen & Cabassa, 2012; Kim et al., 2006). In other words, the coping

approaches adopted may be culturally rooted (Keskindag et al., 2021).

It is well established that culture shapes health behaviour including help seeking for mental
health. This is driven by a range of factors such as beliefs about causal attribution, attitude
toward mental health services, subjective norm, perceived behavioural controllability,
perceived social support, perceived benefits of seeking help (Aldalaykey et al., 2019;
O’Connor et al., 2014; Ten Have et al., 2010). For instance, one study reported several
factors affecting help seeking behaviour among individuals of Chinese heritage, these factors
were causal beliefs of mental illness (e.g., somatic, supernatural explanations, societal stress),

influence of network (e.g., reliance on family instead of seeking professional help) and
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knowledge about the illness (e.g., correct understanding of mental health literacy facilitating
recognition of the problems) (Wong & Li, 2014). Another study conducted with minority
ethnic people in the UK highlighted the need of education of communities as traditional and
cultural explanations of mental illness have been dominant which linked to stigmatising
attitudes and behaviours and consequently, influenced help seeking behaviours (Shefer et al.,
2013). Similarly, several studies reported the presence of mental health stigma related
attitudes and behaviours in Turkish communities (Heredia Montesinos et al., 2012; Ikizer et
al., 2018; Von Lersner et al., 2019; Sarikoc & Oz, 2016). For instance, mental health stigma
in the Turkish Cypriot community has been poorly studied, however, findings showed that
Turkish Cypriot culture, as collectivistic culture, has a negative attitude toward mental illness
and has been associated with high levels of stigma (Zorba, 2015). Research focusing on
culture and mental illness have highlighted the lack of mind-body distinction, tendency for
somatisation and affect of shame are factors that have an impact on help seeking behaviour in
some collectivistic cultures. Also, these factors can explain why collectivistic cultures such as
Chinese, Indian and Islamic societies may make sense of, and report mental illness differently
compared to individualistic cultures in west (Kirmayer & Young, 1998). On the other hand,
according to dominant view of mind-body dualism in west, psychological distress is
commonly expressed in psychological terms, unlike collectivistic cultures where there is less

segregation of mind and body (Kirmayer & Young, 1998; Ng, 1997).

Healthcare professionals’ attitudes and perspectives are also critical as they may have an
impact on patient experience. Like the general population, healthcare professionals may also
hold stigmatising attitudes towards patients with clinically relevant emotional distress
(Huggett et al., 2018; Lien et al., 2021) for instance negative attitudes toward psychiatric

illness can result in greater neglect of patients’ needs (Alsalem et al., 2020). This can cause
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poor care due to lack of attention to patients’ medical needs (Lien et al., 2021). Therefore,
negative beliefs and attitudes related to mental iliness among healthcare professionals may
negatively influence patient experience (Jacobs et al., 2002). Stigmatising attitudes towards
mental illness can be attributed to limited knowledge (Thornicroft et al., 2007). Apart from
negative stereotypes and prejudices, behavioural reflections such as avoidance and social
distancing can also be observed (Corrigan et al., 2012). Several studies reported non-
psychiatric clinicians’ and/or nurses’ views on psychosocial care in different contexts, such
as cancer (Aldaz et al., 2017; Giiner et al., 2018; Regan et al., 2015; Schouten et al., 2019),
physical injury rehabilitation (Middleton et al., 2014), diabetes (Carey & Burdett, 2020;
Stoop et al., 2019; Stuckey et al., 2015) and kidney failure (Pedreira Robles & Aguayo-
Gonzalez, 2019). Healthcare professionals across different contexts have recognised the
connection between physical and emotional impact of the disease and they have highlighted
importance of integrated, compassionate, and sensitive care which is critical to identify
patients’ psychological support needs throughout treatment (Aldaz et al., 2017; Pedreira
Robles & Aguayo-Gonzalez, 2019). Lack of knowledge regarding mental health was also
reported therefore, training for healthcare professionals, particularly nurses in psychological

skills have been suggested for being able to provide integrated care (Carey & Burdett, 2020).

Still, little is known about how healthcare professionals perceive their own role in external
support and/or barriers to meet psychosocial care needs of patients, particularly in nephrology
services. Considering that most patients receive in-centre HD treatment and frequently attend
the services for a long time, views of the healthcare professionals who are regularly in contact
with the patients are important to gain insight and better understanding on psychosocial care
needs of patients. Perceptions of the healthcare professionals will contribute to identifying

factors closely related to the psychosocial aspect of patient experience. To enhance the
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psychosocial aspect and integrate it into traditional care, it is crucial to unearth views of
healthcare professionals involved in nephrology services. This is particularly important for
nephrology services in Northern Cyprus as local healthcare infrastructure is limited in terms
of providing psychological care. This study, for the first time, will help to understand
healthcare professionals’ views on psychosocial care needs of patients receiving dialysis in
Northern Cyprus. Findings of this study are expected to make novel contribution to literature

and to inform local healthcare practice.

7.1.1 Aims

Qualitative approaches have been useful as they allow participants to reflect on their
perspectives and experiences (Orford, 1995; Patton, 1990). With this in mind, to explore
healthcare professionals’ views on psychosocial care for patients receiving dialysis, an

interview study was undertaken. The overall aims the study sought to address included:

e Defining healthcare professionals’ experiences with patients receiving dialysis
e Identify nephrology healthcare professionals’ perception of psychosocial care
e Understanding healthcare professionals’ perspectives on barriers and facilitators in

meeting psychosocial care needs of patients receiving dialysis

7.2 Methods

This study obtained ethical permission from both Lefkosa Dr Burhan Nalbantoglu State
Hospital, Department of Inpatient Treatment, Ministry of Health in Turkish Republic of
Northern Cyprus (YTIKI1.01-629-21/E.2419) and Health, Science, Engineering and
Technology Ethics Committee with Devolved Authority in University of Hertfordshire

(LMS/PGR/UH/04589).
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7.2.1 Design

A qualitative method was used to describe perspectives and perceptions of healthcare
professionals. Healthcare professionals (nurses/doctors) who work at the Nephrology
Departments in Northern Cyprus were invited to attend one to one interviews which were
conducted in their native language (Turkish). Consistent with the approach used to analyse
data, the number of healthcare professionals to be invited was arranged by information power
(Malterud et al., 2016). One to one interviews are frequently conducted in health and social
research (Ryan et al., 2009) and have already been shown within this thesis to provide useful
insights into aspects of patient care experiences (Keskindag et al., 2021). This method
provides access into interviewee’s ideas and perceptions and helps the interviewer to
understand perspectives and experiences of the interviewee in given context. This can help to
gain in-depth knowledge about perceptions of the interviewee (Ryan et al., 2009). With
permission from the interviewees, one to one interviews were audio-recorded, transcribed
verbatim and forward translated into English once the analysis was completed in Turkish.
The design of this study was advised by the researchers who are successfully managing both
health related qualitative and quantitative projects particularly with patients receiving kidney

replacement therapy (Hucker et al., 2017; 2019; Keskindag et al., 2021).

7.2.2 Participants

One to one semi-structured interviews were conducted face to face. Participants were
recruited from four renal services in four different state hospitals. These are Lefkosa Dr
Burhan Nalbantoglu State Hospital in Nicosia, Gazi Magusa State Hospital in Famagusta,
Girne Akcicek State Hospital in Kyrenia and Cengiz Topel Hospital in Morphou. These
hospitals are currently only health centres that provide renal services in Northern Cyprus. The

hospital in Nicosia has the largest capacity hence, the number of healthcare professionals
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participating was more in Nicosia, including two doctors (i.e., nephrologists) and seven

Nurses.

7.2.2.1 Inclusion Criteria

The inclusion criteria include:

e Experience in providing care for patients receiving dialysis
e Working as nurse or doctor in the Nephrology Department
e Fluent in Turkish.

There were no restrictions on time spent working with patients receiving dialysis.

7.2.3 Data Collection

An interview topic guide was developed by the research team based on previous similar
studies (Chen et al., 2017; Dong et al., 2016; Giiner et al., 2018; Pedreira Robles & Aguayo-
Gonzalez, 2019). The interview topic guide included questions such as What factors do you
think contribute to patients adjusting well to receiving dialysis? What is the meaning of ‘good
overall health’ to you in relation to the care of dialysis patients? and What has been your
experience of the psychological impact of receiving dialysis on patients? Prompts were used

to help participants elaborate on their responses (Table 7.1).
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Table 7.1. Interview topic guide

1. What is your role in caring for patients with advanced kidney disease?

2. How accessible are kidney health services locally?

3. What are the key strengths of the kidney health services locally?

4. s there anything that frustrates you or that you would change about kidney health care
provision?

5. From your previous experiences, what factors do you think contribute to patients adjusting
well to receiving dialysis?

6. From your previous experiences, what factors do you think hinder patients from adjusting
well to receiving dialysis?

7. What is meaning of ‘good overall health’ to you in relation to the care of dialysis patients?

8. What factors, such as individual, environmental, family, social, health system do you think
contribute to patients having good overall health outcomes when receiving dialysis?

9. What in your experience matters most to patients in terms of the symptoms that bother
them when receiving dialysis?

10. What has been your experience of the psychological impact of receiving dialysis on
patients?

By using purposive sampling strategy, the local consultant nephrologist who is a member of
the research team determined potential participants according to inclusion criteria. Although
there is no specific way to justify data set size in reflexive thematic analysis (TA), the
number of healthcare professionals to be invited was arranged by information power
(Malterud et al., 2016). According to this approach, sufficient sample size is dependent on
several factors including study aim, sample specificity, quality of dialogue, and analysis
strategy. Hence, it is the reflection of researcher/s on “information richness” of the data set
and whether this is suitable with factors mentioned above (Braun & Clarke, 2021). In total,
19 participants were invited to participate in the study, 16 of these accepted to participate.

Those who decline to participate (16%) indicated that they did not have time for an interview.

Healthcare professionals were informed about the study at the renal services of the hospitals.
A participant information sheet was used to inform healthcare professionals about the aim of
the interview and what was expected from the participants. Before they were asked whether

they would like to participate in a one to one interview, staff had sufficient time to review the
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information about the study and discuss it with others. The consultant nephrologist did
approach potential participants on their next shift to determine whether they wish to
participate in the study. Accordingly, informed consent was obtained. The researcher
contacted participants via telephone and arranged an interview date and time convenient for
both the researcher and the participant. Interviews were conducted at a suitable office in the
Nephrology Department. Participants were provided with a copy of the consent form before
conducting the interview. With permission of the participants, the interviews were recorded
by using a digital device to assist data analysis. The participants’ socio-demographic
information is shown in Table 7.2. Three males and 13 female healthcare professionals took
part in the study. Data group included two doctors (nephrologists) and 14 nurses who work in

the Nephrology department in Northern Cyprus.

Table 7.2. Demographic characteristics of healthcare professionals.

Participant Gender Age Job role Experience
(in years)

1 M 36 D 5

2 F 42 N 6

3 F 43 N 17

4 F 33 D 2

5 F 34 N 7

6 F 52 N 16

7 F 46 N 10

8 F 42 N 8

9 F 46 N 22

10 F 43 N 3

11 F 38 N 15

12 M 32 N 2.5

13 F 41 N 15

14 F 52 N 21

15 M 35 N 11

16 F 46 N 8

Note: M: Male; F: Female; D: Doctor; N: Nurse.
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Most participants knew the researcher due to previous (Keskindag et al., 2021) and ongoing
research projects with patients in the Nephrology Department. This may have helped
participants to feel comfortable and express their opinions without censor. As she established
relationships with participants earlier, she also expected that participants would be keen to
share their views on patient experience. Interviews took between 35 to 55 mins. The
researcher firstly explained the aim of the study, confidentiality, anonymity and participant’s
right to withdraw. The interviews were completed in Turkish, they were in a form of casual
conversation to allow participants to contribute to the extent they wish to. At the end of the
interview, participants were informed of how to request support from the hospital in case they
wish to. During the interviews, the researcher took some notes about emphasised views and
feelings of the participants such as frustration and excitement. She also noted her own
understanding and reflection of interviewing experience at the end of each interview. Field
notes are important as they can shape analysis by deeper engagement with data (Braun &

Clarke, 2021; Trainor & Bundon, 2020).

7.2.4 Data Analysis

All interviews were audio recorded and transcribed verbatim. The adopted philosophical
standpoint (i.e., critical realist perspective) and the nature of the research topic of this study
(i.e., views of healthcare professionals) were suitable to use reflexive TA which allows
describing patterned meaning across the data set (Braun & Clarke, 2013). The researcher
used reflexive TA to make sense of participants’ views by generating themes (Braun &
Clarke, 2019b). Thematic analysis can be used in health and well-being research extensively
(Braun & Clarke, 2014). Inductively developed themes are appropriate for sense-making for
the fields/topics where the knowledge is very limited (Braun & Clarke, 2006). Although the

researcher is familiar with the patient experience as indicated in chapter 4, she used more
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inductive approach to code the data without pre-existing analytic conceptions. This helped
her to focus on the perspectives of the healthcare professionals and identify barriers and
facilitators related to psychosocial care for patients receiving dialysis within socio-cultural
context. The researcher is familiar with qualitative health research and has postgraduate level
experience collecting and analysing qualitative data. She is a local whose native language is
Turkish with a Cypriot accent and shares socio-cultural values with the participant group. She
followed the guidelines of Braun and Clarke (Braun & Clarke, 2006; 2019b) to be able to
complete quality reflexive TA. During the analysis and report writing, a 15-point checklist of

criteria for good TA was used (Braun & Clarke, 2013).

The researcher read the entire dataset multiple times to become familiar with it. She took
initial notes for potential codes. She first completed coding manually, then merged the codes
with a similar phrase. Some codes were discarded as they were not closely related to the
research topic. Similar codes were then clustered to construct a meaningful theme. The
researcher went through all transcripts to check codes against quotes. When codes seemed
distinctive, she re-coded transcripts on NVivo software. This process facilitated examining
refined codes along with data extracts. She re-checked the codes and data extracts, and these
were put together to generate themes. Initially generated themes were checked against
supporting codes and data extracts to make sure they represent participants’ voices. Initially
generated themes did not seem to have interpretative depth, hence, the researcher revised and
renamed the themes to add interpretation so that theme alone could provide some information
to the reader as well as to show a relation to both the research topic and other themes. The
researcher concluded the analysis in NVivo software in the original language (Turkish). The
reason that the analysis was completed in the original language (Turkish) is related to issues

on meaning loss. It has been frequently discussed whether translated transcripts still have the



271

same meaning in the original language (Regmi et al., 2010). To minimise such potential
issues, literature suggests staying in the original language during the analysis in case required
sources are present such as local researchers who have qualitative skills (Temple & Young,

2004; van Nes et al., 2010).

The analysis in the original language (Turkish) was shared with a local supervisor of the
study who checked the representativeness of the analysis. The local supervisor checked 20%
of the analysis in Turkish along with transcripts. The final version of the analysis was then
translated into English. The local supervisor also compared 20% of the translated analysis
with the analysis conducted in Turkish to ensure semantic equivalence so that translation was
accurate in terms of the content. Translated analysis was then discussed with the principal
supervisor of the study who has expertise in qualitative health research and works with both
patients and healthcare professionals particularly in kidney disease. The research team agreed
that the analysis was meaningful and interpretative to meet the study aims. Unlike TA using
coding reliability (Boyatzis, 1998), the supervisors of the study did not intend to “reach
agreement on coding” but to ensure that the analysis was strong, represented participants’
voice and was able to provide a meaningful story that exceeds obvious (Braun & Clarke,

2021).

7.3  Analysis

The final version of the analysis consisted of three themes: Theme 1- Adjustment to dialysis,
represents the way that healthcare professionals intrinsically linked patient well-being to
adjustment to life on dialysis and finding a new sense of balance with the associated routine.
Theme 2- Multi-faceted nature of well-being, focuses on the range of individual, family,

economic, hospital and system level factors that impact patients’ overall mental health.



272

Theme 3- Compassionate care, brought into stark focus the need for empathy with patient
situations but recognising the limits within which staff needed to operate due to knowledge,
skills and system resources. Figure 7.1 illustrates the relationships between themes and
supporting subthemes in order. The themes are sequentially presented along with relevant

data extracts.

Multi-faceted nature
of well-being

sInteraction of physical and
mental

s Capacity for self-management
sSocio-economic capital
sHealthcare infrastructure

s« Culturally conducive relations
« Stuckness In capacity
*Empathetic coping

sIlmpact of modality

«Embracing lifestyle changes

s+Health education for
empowerment

Adjustment to

i Compassionate care
dialysis

Figure 7.1. Thematic map of the analysis

7.3.1 Adjustment to Dialysis

The first theme encompassed several expectations and suggestions of healthcare professionals
which were perceived as required steps for patients receiving dialysis to be able to maintain
their ‘normal’ lives. By stating ‘normal’ life, participants referred to the routine that patients

had before commencing dialysis treatment.
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7.3.1.1 Impact of modality

Dialysis modalities were discussed as one of the aspects that relates to patient experience.
Although modality itself cannot be a predictor for patient outcomes alone, experiences of
patients have been suggested to differ with respect to dialysis modality to some extent.
Although HD and PD are different forms of dialysis modalities, the way they help regulate
body functioning is different. These differences bring different types of challenges specific to
each modality. For instance, patients receiving in-centre HD are required to visit hospital
normally three times, each session ranging from 3 to 5 hours, whereas patients receiving PD
can complete dialysis at house-setting, but more frequently (i.e., everyday). Most
participants, mainly nurses, found PD easier compared to HD since it is completed at house -
setting and patients receiving PD were perceived as having more freedom in terms of food

and liquid intake:

Bence periton alanlar daha avantajli. Onlar ¢linkii cok kopuk olmuyor kendi
evlerinde. Kendi aileleriyle [I think PD is more advantageous... no displacement is
needed, they (patients receiving PD) are at their home, with their family] (Participant

16, nurse, female)

On the other hand, the participants, mainly nurses, shared the view on challenges of HD and
how these challenges may even make it more difficult to adapt to dialysis. Considering the
burden of HD, patients were perceived as reacting to HD with diet-nonadherence. Some
nurses made sense of this as a defence mechanism against the necessity and challenges of

HD:

Ama yiizde sekseni aksi seylere girisirler, yani sdylemeni yapmazlar. Mesela suyu

kisitli i¢ yada muzu yeme, bir siirli muz yiyip gelir. Bence HD e kars1 savunma
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mekanizmasi gelistiriyorlar [80% of them (patients receiving HD) attempt to do
things they should not have done. That is, they do not follow advice, for example,
‘drink water within the limits’ or 'do not eat banana’, they many bananas and they
come to HD session, | think this is a defence mechanism against HD] (Participant 9,

nurse, female)

7.3.1.2 Embracing lifestyle changes
Participants expected patients to adhere to their treatment in order to be able to continue their
routine as treatment adherence is critical for health status in kidney failure. The participants
highlighted the important role of treatment adherence to increase quality of life. They
discussed how those who adhere to treatment tend to have better quality of life which is
necessary to maintain well-being. More specifically, diet and medication adherence were
dominant elements that were frequently associated with better quality of life:
Uyumlu olacak. Diyetine uyum saglayacak. Getirdigi kiloya dikkat edecek.
Beslenmesine dikkat edecek. Kilo almayacak. [They (patients) will show adherence to
the diet. They should be careful of the weight they bring to the session. They should

be mindful about diet, they should not gain kilos] (Participant 1, nephrologist, male)

Ilaglarini diizenli kullanmasi gerekiyor. Bunlar1 yapan yapan hastalarimiz da var
[They (patients) should take their medicines regularly, we have patients who do that]

(Participant 16, nurse, female)

Additionally, participants explicitly expressed that rearrangement of the lifestyle was
required to facilitate adjustment to dialysis. This was necessary not only for patients receiving

HD but also for those receiving PD treatment. Patients receiving in centre-HD normally
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require approximately 3 sessions per week and those receiving PD are required to complete
sessions more frequently (e.g., different times of the day or at every night) at home-setting.
Overall, patients receiving dialysis were expected to rearrange lifestyle in terms of scheduling
dialysis days, or times and planning daily activities accordingly. Regardless of dialysis

modality, patients were expected to integrate dialysis into their lives:

Seanslarini ona gore ayarlamak durumunda. Periton hastasi i¢in de dyle. degisim
saatlerini ona gore uydurmak durumunda olur [They (patients) have to adjust their
sessions. Same for the peritoneal patient. They will have to adapt to changing

schedule accordingly] (Participant 4, nephrologist, female)

7.3.1.3 Health education for empowerment

The participants acknowledged that commencing dialysis meant dramatic changes for many
patients, therefore they suggested several strategies to facilitate the adjustment to dialysis
which, in turn, would help patients to some extent to maintain their routine as before
(commencing dialysis). One of the suggestions was empowering the patient, particularly at an
early stage of dialysis. This was explained with attribution to perceived limited capabilities of
patients. Although dialysis becomes a huge part of life and mostly has a negative impact on
social life, patients tend to realise their better health status eventually as dialysis helps to
regulate bodily functions. It was noted that patients should be reminded of the benefits of
dialysis and the fact that they can maintain their social life along with the requirements of

their condition:

Ama diyalize bagladiktan sonra aslinda daha iyi olduklarini fark ediyorlar. Yeniden
bir seyleri deneyebileceklerine inandirmak lazim [After starting dialysis, they

(patients) realize that they are actually getting better. It is necessary to make them
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understand and believe that they can try and do things as before] (Participant 1,

nephrologist, male)

In local nephrology service, traditionally only patients have been prepared for dialysis where
they receive information on kidney function, dialysis and required dietary changes. Most
participants agreed that families should be encouraged to get involved in the illness
management. Apart from providing support such as caring and driving patient to the hospital
(for HD sessions), playing an active role in illness management through shared responsibility

may help to facilitate the adjustment to dialysis:

Aileyi de isin i¢ine ¢cekmeye ¢alisiyoruz. Daha fazla farkindalik yaratmak i¢in [We're
trying to get the family involved, too. To create more awareness] (Participant 12,

nurse, male)

Mesela haftada iki giin gelen bir hastamiz vardi. Degerleri istedigimiz gibi olmadig:
icin haftada ti¢ gelmesini sdyledik. Baktik hasta kabullenmedi. Sonra aileye giizelce
anlattik ve aile onu evde ikna etti. Belkide ilkten biz aile ile konusmus olsaydik daha
erken olurdu. Biz hemen hemen alt1 ay bekledik hasta ikna olsun diye. Hastaya detayl
bilgi verdik ama belki hasta kavrayamadi. Aileyi de bilinglendirmek lazim [For
instance, we had a patient who came twice a week. We told him to come three times a
week because his values were not what we expected. The patient did not accept to
come 3 times a week. Then we explained his family carefully and the family
convinced him. Maybe it would have been sooner if we had talked to the family first.

We waited almost six months for the patient to be convinced. We gave detailed
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information to the patient, but maybe the patient could not understand earlier.

Families should also be informed] (Participant 16, nurse, female)

7.3.2 Multi-faceted Nature of Well-being

It was acknowledged that there were multiple factors affecting patients’ well-being. This
theme discusses aspects that have been suggested to influence patient wellbeing. In other
words, there are more than one dimensions affecting patients' well-being and illness

adjustment, which relate to psychosocial needs of patients receiving dialysis treatment.

7.3.2.1 Interaction of physical and mental
One of the factors discussed was the view of the interaction of physical complaints and
psychological difficulties. This was quite evident in the dataset. Most participants realised
that patients had physical complaints during and after dialysis sessions, particularly HD
sessions. However, they were also aware that patients experienced physical complaints along
with psychological/emotional difficulties. Nevertheless, healthcare professionals mostly were
consulted due to physical complaints such as, fatigue:
Bas donmeleri kramplari, tansiyon diismesi. diyaliz. disinda bagka sikayetleri baska
problemleri ¢iktiginda o da etkiliyor [Dizziness cramps, low blood pressure. Apart
from the dialysis complaints, it (dialysis) also affects when other (physical health)

problems arise] (Participant 12, nurse, male)

However, they were able to recognise those patients who also had psychological distress.

Some of the patients even shared their emotional distress with participants:
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Burada hasta zaten kendini kotii hisseder. Daha fazla yiik oldugunu hisseder.Mesela
bir hastamiz kendini yiik hissettiginden dolay1 intihar etmeyi diislindligiinii bana
sOyledi [Patient already feels bad. They feel that they are more of a burden. For
example, one of our patients told me that considering committing suicide because

they felt as burden (for other)] (Participant 13, nurse, female).

Most nurses considered dialysis as burdensome treatment and most found that psychological
distress among patients was an expected outcome. Nurses also recognised the difference in
health status of the patients when they experienced emotional distress. For instance, some
indicated that patients tend to experience distress, but this may increase and decrease in
different periods and eventually may affect treatment adherence. As a result, change in

adherence is likely to interfere with well-being:

Psikolojik olarak kendini iyi hissetmediklerinde daha fazla siv1 getirdikleri olur.
Mesela her zaman dikkat eden bir hasta vardi. Fakat esi 6ldiikten sonra ¢ok sever
getirmeye basladi. Donem donem kotii olurlar, sana diizelirler [When they (patients)
do not feel psychologically well, they tend to bring more kilos to HD sessions (diet-
nonadherence), for instance, there was one patient started to bring more kilos to
sessions after her husband passed away. This happens to all patients periodically, later

they rearrange their diet/liquid intake] (Participant 10, nurse, female)

Despite such feelings, patients tended to avoid expressing their emotional difficulties. It was
reported that only few patients with severe distress attempted to engage in help seeking
behaviours by sharing their experience with a nurse. Reactions of patients were further

discussed in relation to advice on visiting the psychiatric state hospital for psychological
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support. It was perceived that patients have a negative attitude towards mental health
difficulties and therefore they avoided asking for psychological support from the psychiatric
hospital. The participants discussed potential reasons that patients were not willing to seek
support. These included the psychiatric hospital being physically far from the unit, and the
fact that it is normally an inpatient service aiming to provide treatment for a variety of
disorders such as schizophrenia, severe mood disorders etc. It seems that socio-cultural
factors and limited resources together may help to explain why patients did preferred not to

visit the psychiatric service for psychological support although they experience distress:

Hasta zaten burdan yorgun ¢ikiyor diyaliz sonrasi. Ug giin dort giin hastaneye gelen
bir insan, iki giin de psikologa git bagka bir boliimde. Uygun olmaz. Zaten.rahatlamak
icin gittigi bir yer degil, tedavi i¢in gittigi bir yer olarak gordiigii i¢in mental kiilfet
olarak da sayiyor olabilir [Patient already comes out tired after dialysis. It would not
be suitable to refer the patient who comes to hospital 3/4 days in a week to psychiatric
service. They already consider it (psychiatric hospital) as a treatment not a place to
relax at, they may even consider it (going to psychiatric hospital for psychological

support) as mental burden] (Participant 1, nephrologist, male)

7.3.2.2 Capacity for self-management

Perceptions at the individual level seemed an important aspect of patient well-being as it was
associated with behavioural responses to illness outcomes. Patients’ understanding about
their own health status was considered an important factor that influenced adherence to
treatment. For instance, some patients were perceived as having difficulty adhering to
restrictions related to food and fluid intake due to limited understanding about their own

condition. This patient group was considered as experiencing severe illness outcomes:
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Algilamada giicliik ¢eken hastalar vardir. Onlar mesela zorlanirlar [There are patients
who have difficulties in comprehending their condition, they experience difficulties]

(Participant 11, nurse, female)

Patients’ difficulty in understanding their health condition seemed to be partly related to
patients’ (health) literacy status. Some indicated that this may be linked to adjustment to
dialysis and overall well-being. However, most participants considered that health literacy is

not always a stable predictor for adjustment to dialysis:

Tabiki okuryazarlik seviyesinde bunlara bir etkisi var. Ama bazen egitim seviyesi ¢ok
yiiksekte olan bir insan diisiik seviyede olan bir insana gore ¢ok daha uyumsuz
olabilir. O ylizden okuryazarlhigi ¢cok belirleyici bir kisas olarak degerlendirmemek
lazim [Of course, it (health literacy) has an impact on adjustment to illness. But
sometimes a person with a high level of education can be much more maladaptive
than a person with a low level. Therefore, literacy should not be considered as a

critical factor for adjustment] (Participant 1, nephrologist, male)

With commencement of dialysis treatment, patients experience restrictions in their freedom
such as restrictions related to social life and involvement in social activities due to required
attendance in dialysis sessions. This is a dramatic change for most patients although many
normally are aware that they will start dialysis treatment. Patients start even experiencing
restrictions before commencing dialysis and not only in social aspects but also in terms of
physical capabilities and complaints such as, breathlessness, great level of exhaustion. These
experiences may also trigger emotional distress. Therefore, it is important to understand how

these restrictions are perceived among patients even before commencing dialysis:
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Ciinkii zaten diyalize gelene kadar 6zgiirliikleri hastaliklarindan dolay1 bayagi
kisitlaniyor hastalarin. Hele evre 4, evre 5 e girdiklerinde Ciddi bir kisitlama ile kars1
karstyalar... Diyalizin yaklastigini bilmek onlar1 biraz ¢okkiinliige itiyor [Patients'
freedom becomes very limited due to their diseases, particularly just before
commencing dialysis. Especially when they reach stage 4, stage 5, they are faced with
serious restrictions... Knowing that dialysis is approaching makes them a little

depressed] (Participant 1, nephrologist, male)

Along with sense-making, patients also learnt through their experiences and eventually
engaged in more adaptive behaviours. The participants observed that even though patients
may resist adjusting to required changes related to their treatment, some of them later change

their behaviour because of learning from bad consequences:

Mesela bir hastam var. Birkag fistiil ameliyatina girdim. Cok korktugu i¢in gozii gibi
bakar. Ama bir seyler yasadiktan sonra bdyle oldu. Aslinda bir yerde sonucunu
gormeleri lazim ki davranislar diizelsin [For instance, [ have a patient, [ was present
for her fistula surgery. She is really afraid, so she is taking care of it. But she had
some unfortunate experiences before. Indeed, they (patients) should see consequences

in order to change their behaviour] (Participant 12, nurse, male)

7.3.2.3 Socio-economic capital

The importance of social support and economic status on patient wellbeing was evident in the
dataset. The participants defined social support in different aspects, one of these aspects was
family support. However, family support discussed here represented how family members
cared for the patient and provided help, for instance, driving the patient to the hospital for HD

session and/or helping with personal care and household work. Therefore, the presence or
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absence of family support is different from the importance of family involvement in illness
management which was interpreted earlier to highlight how shared responsibility may
facilitate the adjustment to illness. Family support was identified as a critical factor since
presence of such support tends to make a positive difference in patient experience. The nurses
shared observations on those patients who seemed lacking in family support and the fact that

this influenced patients not only psychological but physical health:

Ama koyden gelmistir. Kimsesi yoktur, okuma yazmasi yoktur, bakimsizdir. Yalniz
basina yastyordu, onun durumu daha zor. Ciinkii aile destegi 6nemli. boyle
hastalarimiz oluyor. Biz burada dort saatini gozlilyoruz ama eve gidince ne durumda
bilemiyoruz [He (patient) comes from a village, does not have anybody, is illiterate,
not being able to take care of himself... He may live alone, his case is worse than
others...because family support is important. We have these types of patients, they are
cared at the hospital but we cannot know his situation when he is at home]

(Participant 16, nurse, female)

On the other hand, participation in social life and leisure activities was mentioned as another
factor that may play a role in wellbeing. As patients struggle with the burden and challenges
of the dialysis session, the participants agreed that it is crucial to maintain involvement in
social life and leisure activity within the physical capacity. The participants were able to
identify how involvement and/or maintaining social life has a positive effect on patients’

well-being by comparing patients’ experiences based on their observations:

...kendine giizel ugraslar bul... Yani kafasin1 dinlemesi i¢in becerilerini artirmasi i¢in.
Keyif aldigin seyleri yaptyorsun yani. Ciinkii bos bos oturan insan.... depresyona
giriyor. Saglikli diistinmeden. uzaklasiyor. Bir seylerle ugrasan insan mesela

bahgecilikle ...Ama yorulmayacaksin. Bu isi keyif almak i¢in yapacaksin diyoruz
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[“Find a leisure activity for yourself” ... to be mindful.... They (patients) should do
things they enjoy. Because if a person is ... not doing anything... they can be easily
depressed. They are not able to think coherently. A person who has a leisure activity
for example gardening... but they should not be tired. They should engage in such

activities for enjoyment] (Participant 2, nurse, female)

Mesela bir hastamiz var. 20 yillik. Bilingli bir insan, esi halen yaninda. Sosyal a¢idan
da ¢ok aktifler. O ylizden aile destegi ¢ok 6nemli [For example, we have a patient for
20 years. She is a very conscious and mindful person, her husband is supporting her.
They are also very active socially. That's why family support is so important]

(Participant 3, nurse, female)

Sources of support also included communication between patients. The participants perceived
patients tended to rely on experiences of other patients, therefore participants reported that
information shared by others (patients) was important to them. However, the participants
highlighted the problem that arises with this tendency. The information exchanged between
the patients was not always accurate and sometimes even completely wrong so that it should

not have been relied on. One of the nurses explained this issue:

Mesela disarida bekleme salonumuz var. hastalar seans beklerken. kendi aralarinda
konusuyorlar bazen. “Ben igmedim.Ama higbir sey olmadi.” .... Bu sefer ona gidip O
yanlis1 diizeltmeye ¢alisiyoruz. Ne dogru ne yanlis... Ama hastalar, onlara (diger
hastalara) daha ¢ok inaniyorlar [For example, we have a waiting room outside. The
patients are waiting for the session. Sometimes they talk among themselves. “I did not

take it (a medicine), nothing happened” ... Then we try to fix this misunderstanding
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and clarify what is right and what is wrong. But patients believe in them (other

patients) more] (Participant 16, nurse, female)

One of the aspects reported to have an impact on overall patient experience was economic
status. It was viewed that the economic status of patients may affect the wellbeing to some
extent. For instance, some nurses shared that some patients have difficult experiences because
of the requirement of transportation for HD sessions. Those patients who seemed to have
better economic status were considered as less likely to experience challenges as they have
their own cars, even if they cannot drive, they have sufficient resources for transportation. On
the other hand, depending on the region where patients live, some municipalities provide
service for those receiving HD. Unfortunately, not every patient was provided this

opportunity:

Bazen ulasimda sorun yasiyorlar. Kimisinin ailesi tagiyor kimisini ¢alistig1 i¢in
belediyeye tasiyor... [Sometimes they (patients) have problems with transportation...
For some, their family drives...for some, the municipality provides transportation...]

(Participant 16, nurse, female)

Opportunity inequality seemed to play a role in patient experience as some nurses perceived

it as one of the determinants of dialysis modality:

Herkese periton yaparmisin diye 6nermiyorlar sanirim. Bir de ¢ok masrafliymuis [l
think they (doctors) do not offer PD modality for everyone, I think it is expensive]

(Participant 8, nurse, female)



285

7.3.2.4 Healthcare infrastructure
Although local nephrology services have now been enhanced compared to the past, the
service still needs to develop to fully meet the needs of the patients. For instance, it was
clearly expressed that the nephrology service was quite limited in the past due to lack of
nephrologists. Participants agreed that patients currently do not have difficulty accessing
nephrology service and receiving medical treatment. This was considered as a great positive
improvement for the service:
Erisilebiliyor, tabiki de merkezler genisletildi simdi. Simdi daha kolay bence.Eskiden
bir tek burasiydi (Lefkosa). Bir de Magusa vardi. Girne ve Giizelyurt'ta (diyaliz
servisi) acgilinca (orada yasayan) hastalar i¢in daha kolay oldu [It (service) is
accessible, of course, the centres have been expanded now. I think it's easier now. It
used to be the only this place (in Nicosia). There was also one centre in Famagusta.
When (dialysis services) in Kyrenia and Morfou have been opened, it became easier

for those living these regions] (Participant 8, nurse, female)

The local healthcare system determines and provides sources for each service in state
hospitals. Despite medical care provided within the unit having improved and now providing
better service than before, nurses shared their perception that their work was negatively
influenced mostly due to limited staff (nurses) in the department. This was particularly
mentioned in the main dialysis centre in the capital city as it tends to be busier compared to
supporting centres in other cities. This was perceived as something that potentially could

influence patients’ well-being:

Periton hastalar1 i¢in bir kural vardir, ev ziyareti. Yilda bir ya da iki ...Biz daha once

yapiyorduk. Ozellikle peritona yeni baslayan hastanin ev ortamini gériiyorduk. ...
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Gormek zorundaydik. Personel eksikligi...Bizi geri plana itti [There is a rule for PD
patients, home visit. Once or twice a year ...We were doing this before. We were
seeing the home environment of the patient who had just started PD ... We had to see
it. Lack of staff... it negatively affected our work schedule (Participant 2, nurse,

female)

Due to limited time and work burden, some nurses felt they did not have sufficient time to

provide better social support for patients:

Teknik servisin olmas1 gerektigini diisiiniiyorum. Is yiikiimiiz ¢ok fazla bu sikint1
bizde. Mesela Tiirkiye’de hep teknik elemanlar yardimer olur. Mesela makina
hazirlamak yerine, hastayla diyaloga odaklanabilirisin. Hastay1 daha fazla
gozlemleyebiliyorsun. Aceleye getirmeden gdzlemlersin. Is yogun oldugunda bazen
onemli birsey gdzden kacabiliyor. Ciinkii bir yandan is yetistirmeye ¢alistyorsun bir
yandan aslinda sorularina cevap vermeye galigtyorsun. Bir yandan da isi ¢ok iyi
yapmaya calistyorsun. Kisitli siire var. Ama bir teknik eleman yardimcimiz olsaydi
daha verimli olurdu diye diisiiniiyorum [I think there should be technical service. Our
workload is too much, and this is a problem. For example, technical staff always help
nurses in Turkey. For instance, instead of preparing a (HD) machine, you can focus
on the dialogue with the patient. You can better observe the patient. You could
observe without rush. When work is busy, sometimes something important can be
overlooked. Because on the one hand, you are trying to do your job, on the other
hand, you are trying to answer patient’s questions. On the other hand, you are trying
to do the job very well. There is limited time. But I think it would be more efficient if

we had a technical assistant. (Participant 7, nurse, female)
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Hemsire sadece hastayi diyalize baglayip ¢ikartyor, higbir kelime konusmuyor. Hi¢bir
iletisime girmiyor, sadece isine odaklaniyor, igini yetistirebilmek i¢in. Bu sefer
hastanin bir problem varsa onu kagiriyor. Her yonden hastayla iletisime gecip onlarla
konugmak gerekiyor. Clinkii doktorla hasta arasindaki kanal hemsiredir. Cok biiyiik
bir gorevi var. Sadece makineye baglayip ¢ikarmak gibi bir gorevi yok [Nurses just
put the patient on dialysis and does not speak any word with the patient. They do not
have any communication, they just focus on their work, in order to manage things in
time. In such cases, if the patient has a problem, they (nurses) miss it. It is necessary
to communicate with the patient. Because the bridge between the doctor and the
patient is the nurse. They have a huge task. It does not include only putting the patient

on dialysis machine (HD) (Participant 9, nurse, female)

On the other hand, nurses from one of the supporting dialysis centres explained that the
dialysis centres other than the main state hospital do not regularly have a nephrologist and
other qualified doctors in relevant fields for urgent cases. This created frustration and distress
for some nurses as they felt they were not really able to help patients who have some

difficulties:

Lefkosa'daki verilen hizmetin daha iyi oldugunu diisiiniiyorum. Ciinkii doktorlar orda.
Biz sadece gerektiginde telefon ile ulasabiliyoruz. Doktorun olmamasi burast i¢in
dezavantaj. Burada sorumlu hekim var, pratisyen hekim. Ona ulasmaya calisiyoruz,
onu ulasamadigimiz da Lefkosa’daki doktorlara (nefrologlara) ulasmaya calisiyoruz [I
think the service provided in Nicosia (capital city) is better. Because there are doctors

(nephrologists) in Nicosia. We can only reach them by phone when necessary. The
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lack of a doctor is a disadvantage for here. There is a responsible physician here, the
general practitioner. We are trying to reach him, and when we can't reach him, we try

to reach the doctors (nephrologists) in Nicosia (Participant 13, nurse, female)

Lefkosa Devlet Hastanesi’ndeki gibi her branstan bir on-call doktor olsa daha iyi
olurdu [It would be better if there were an on-call doctors from every branch like in

Nicosia State Hospital] (Participant 15, nurse, male)

Although nephrologists regularly visit other dialysis centres at specific time intervals in
different cities, some nurses who work at one of the supporting centres felt they did not have
access to the immediate professional support that was required. It seemed the experiences and
perspectives of nurses who work at dialysis centres in cities other than the main state hospital

were different in this aspect.

In order to prepare patients and maintain wellbeing after commencing dialysis treatment,
patients normally receive brief education on dialysis which is provided by a training nurse in
the nephrology department in the main state hospital. This patient education is delivered in
different forms depending on dialysis modality. The patient education normally provides
information to patients on the aspects of functions of the kidney, how dialysis works, and
information on dietary changes (food consumption and fluid restrictions). Patient education is
delivered only once to patients who are expected to commence dialysis. These patients have
already been diagnosed with CKD. The participants agreed that providing patient education

once is not sufficient as patients may forget critical information and/or may just pretend to
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understand treatment requirements. Therefore, they thought that the patient education should

be updated and delivered frequently at different times throughout the treatment:

Tabiki bir kere olmaz. Bunu zaman zaman hatirlatmak lazim... Yeni egitimler
diizenlemek gerekir. Belki brosiirler dagitmak... Belli araliklarla toplantilar yapip
bilin¢lendirmek... [Of course, once (training) is not sufficient. It should be reminded
from time to time... It is necessary to organize new training sessions. Maybe handing
out brochures... Raising awareness by holding meetings regularly...] (Participant 7,

nurse, female)

The participants also recognised the difference between patients who received patient
education at the early stage and those who could not receive the education due to several
reasons such as urgent need to start dialysis. It has been explained that there may be some
patients who urgently need to start dialysis, therefore they may not have a chance to obtain
detailed information as expected. In such cases, nurses mainly tried to provide necessary
information after commencing dialysis at each session. However, this may not be sufficient
as it is supposed to be. Some nurses perceived that this case may be disadvantageous for
those patients who urgently commence dialysis (i.e., HD modality) as they would not have
enough time to prepare psychologically to the idea of receiving dialysis treatment. For
instance, it was shared that experiencing fistula surgery and waiting for the fistula to mature
physically tend to help patients to get used to the idea of dialysis. This has been recognised as
critical since it provides a chance to become familiar with the required treatment. Compared
to urgent cases who commence dialysis without training, patients who experience this
‘preparation period’ were perceived as more likely to have easier process when commencing

dialysis:
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Hasta son evrede degil de fistiilii agilarak o siireyi bekleyerek diyalize alinmasi ¢ok
daha kolay. Daha konforlu... daha da kaliteli yasar. Ciinkii katater ile (diyalizi)
almakla fistiil ile almakla arasinda ¢ok fark var. Clinkii hasta gercekten ajite olur.
Fistiillii hastanin psikolojik olarak hazirlanma sans1 var [It is much easier for the
patient to be taken to dialysis by fistula and waiting for that period, not in the last
stage. It is more comfortable... even better quality of life. Because there is a big
difference between receiving it (dialysis) with a catheter and receiving it by the
fistula. Because the patient with catheter becomes really agitated. The patient with
fistula has a chance to prepare themselves psychologically for the dialysis]

(Participant 9, nurse, female)

Bazilar akut gelismistir. Tahliller sonucunda. Bazilar1 kronik, uzun takipler
sonucunda diyaliz alinmasina karar verilir. Kronik olanlarin kabullenmesi biraz daha
kolay oluyor. Tabiki akut gelisen durumlarda hastanin kabul etmesi daha zor oluyor
[Some patients develop acute conditions. Some patients are advised to commence on
dialysis as a result of chronic condition. Those with chronic condition are taking a
little easier to accept. Of course, it is more difficult to accept for patients who acutely

developed the disease] (Participant 7, nurse, female)

One of the nurses who provides patient education for those who are expected to commence

dialysis treatment added:

Bir grup hasta var, ben onlara hi¢ gérmem. Bir anda diyalize baslarlar. Cilinkii
baslamak zorunda kalirlar. Yani mesela bobrek bozulur o gece diyalize alinir. Bu
hastalar bana sonra olan egitime gonderilmez. Ciinkii normalde hastalar1 egitimle

hazirlariz ve sonra diyalize hazir girerler [There is a group of patients, I never see
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them. They immediately start dialysis. Because they have to start. So, for example, if
the kidney suddenly deteriorates, they start to receive dialysis on the same day. These
patients are not referred to me for the training later. Because normally we prepare

patients with training and then they commence dialysis] (Participant 3, nurse, female)

Although the participants discussed and highlighted psychosocial support needs of patients,
most felt they did not have sufficient education on providing psychosocial support for
patients. Particularly, nurses who tend to spend greater time with patients (those receiving
HD particularly) mostly felt they approach patients according to what they learnt from their
experience. Most shared that a training for nurses on how to approach patients would be
beneficial for nurses themselves as well as patients to facilitate communication to enhance

illness adjustment:

Psikososyal destek bir sekilde veriyoruz ama uzman degiliz. Belki de dogru bilip
yanlis sekilde aktartyor olabiliriz. Belki de yanlis yaklastigimiz zamanlar da olmustur
[We provide psychosocial support somehow. We are not experts. Maybe we know
““correct” things to do but convey it in the wrong way. There may have been times

that we approached (patients) in the wrong way] (Participant 7, nurse, female)

On the other hand, one of the nurses explicitly indicated that patients’ emotional distress is
not on the level that may require professionals’ attention. He perceived patients’
psychological difficulties as cyclical hence, he thought these challenges were not permanent
complaints requiring attention. He felt he would not be interested in such training to enhance

communication skills as he already felt burn out due to workload:

Oyle bir egitim alsak da ben dyle seylere inanmiyorum. Alsak da ¢ok

uygulayabilecegimiz zannetmiyorum. Ciinkii bizde de var tiikkenmislik. Zaten
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kendinden veriyorsun, yogun calisarak. Cogu hasta zaten XXX (psikiyatrik ilag)
aliyor. Destek ilaglar1 var... Kendine dikkat eden bilingli hastalarin destege ihtiyaci
olmuyor. Hastalarin ¢ogu umursamaz zaten. Ne yaparsan yap. Kendi bildiklerini
okuyorlar [I do not believe in such things, even though we receive such training, |
don't think we can practice much. Because we also experience burnout. You are
already giving of yourself, by working hard. Most patients are already taking XXX
(psychiatric medication). They have supporting drugs... Conscious patients who take
care of themselves do not need support. Most patients don't care anyway. Whatever

you do, it does not make any difference for them] (Participant 12, nurse, male)

It is clear that apart from limited knowledge related to psychosocial care, this case may be
also related to the lack of staff and busy schedule within the unit. Within the limited

conditions, nurses attempted to do basic required work in the aspect of medical care.

7.3.3 Compassionate Care
This theme focuses on psychosocial reflections of healthcare professionals which mostly

represent nurses' responses and experiences towards challenges that patients experience.

7.3.3.1 Culturally conducive relations

Considering that nurses tend to spend greater time with patients particularly with those
receiving HD in the hospital setting, most expressed that the relationship with patients has
shifted from nurse-patients relationship to family-like relationship. Although these close
relationships with patients were established, the nurses felt that communication with patients
was not straightforward, it included ups and downs. For instance, there were times that they

experience discussions about requirements related to diet-adherence, also there were times
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that they have very close positive relationships to the extent that patients ask about the nurses

when they do not see them regularly:

Ciinkii hep bizi goriiyorlar. Zaten birinci derece akrabam gibi oldular. Aile gibi
oluyoruz [Because they (patients) always see us. They are like my first-degree

relatives. We become like a family] (Participant 5, nurse, female)

Particularly, patients receiving HD tend to see nurses three times a week approximately.
Dialysis is a long-term treatment that patients' lives depend on unless they receive kidney
transplantation. As the nature of the relationship changes, the way nurses address patients
also changes. This may become problematic when nurses advise on, for instance, diet
adherence. Most nurses tend to address patients as one of the family relatives (e.g., uncle,
aunt etc.) thinking patients would listen to recommendations so it would facilitate adjustment
to treatment, however, this exceeds the professional relationship between nurses and patients
which may link to patient experience. This case may also be related to socio-cultural
characteristics of Turkish Cypriot culture which is collectivistic and also allows building

close relationships with others easily:

Bizim hastalarla olan bagimiz diger servislerden farkli. Bag.hemserimiz bizi bazen
uyarir, hastalara amca, teyze demeyeceksiniz, hanim, bey diyeceksiniz diye. Ama
bazen diyoruz iste [patient’s name] dayi, [patient’s name] abla. Yani bunun bazen
uyarisini aliyoruz ama. Yagslilara da yastan dolayi... Gegirdigimiz vakitten dolayz...
Bu sekilde oluyor [Our bond with patients is different from other services. Our chief
nurse warns us sometimes on this issue: “you will not call the patients uncle or aunt,
you will say Mr./Mrs” But sometimes we call them uncle, sister. Because of age
towards elderly... Because of the time we spend with them. It happens this way]

(Participant 6, nurse, female)
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As patients experience challenges, some patients were perceived as demanding. However,
positive outcomes experienced by patients were recognised as rewarding by some nurses as

they become happy for the patients:

Ne zaman ki hasta rahat bir sekilde ¢ikip evine gittigini goriirsiin diyorsun ki tamam
onemli degil. Mutlu oluyorsun [When you see that the patient leaves comfortably and
goes home, you say it's okay, it doesn't matter whatever the problems is. you become

happy for them] (Participant 16, nurse, female)

7.3.3.2 Stuckness in capacity

The participants, mainly nurses, had difficulties in terms of responding to patients' needs.
They clearly stated their role in providing necessary medical care to patients, however,
patients tended to experience psychological as well as physical difficulties. This situation
created challenges for most nurses as they acknowledged that they were not able to fully help
patients all the time. They felt that they were confident in their ability to meet physical care
needs but experienced a sense of helplessness or stuckness when meeting mental health
needs. This was expressed in the form of psychological as well as physical aspects. Stuckness
experience caused nurses to feel sad, helpless, not feeling sufficient, and feeling tied up to the
extent that they felt they could not provide further help and support for patients to overcome

difficulties:

Hastaya yetmedigini diislinliyorsun. Hemodiyaliz hemsiresi olarak yapabildigimi
yapiyorum.Ama diger taraftan. Yetmedigini diisiiniiyorum. Ciinkii artik beni agtyor
olay. Mesela hasta daha dnce kaybettigimiz bir hasta, hemodiyaliz sirasinda ignelerini

makineden ayirip kanlart yerde birakip 400ml, neredeyse yarim litre kani orada
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birakip, ¢ceker giderdi. kendi basina. Biz hastaya hicbir sey yapamazdik [You think
you are not being sufficient for the patient. | do what | can as a haemodialysis nurse.
But on the other hand. I think it's not enough. Because it's beyond me (my
capabilities). For example, we had a patient who passed away. During haemodialysis,
he removed his needles from the machine and left the blood on the floor, leaving
400ml of almost half a litre of blood there. And he just left. We couldn't do anything]

(Participant 13, nurse, female)

The participants discussed how they felt helpless due to critical conditions where patient

rejects adjusting to treatment:

Bazen hastaya soOyliiyorsunuz, ‘su igme fazla kilo getirme’... Diyalize aliyorsunuz,
ertesi giin yine getiriyor. Obiir giin yine getiriyor...Yapmamasi gerektigini
sOyliiyorsunuz. Hasta tamam diyor. Ama eve gidince yine bir mazareti oluyor. O
zaman ben bunu nasil ¢ézerim? sorusunu yasiyorsunuz [Sometimes you tell the
patient ‘don't drink water and don't bring extra weight (to HD sessions) ... You take
them to dialysis. The next day, they do the same, bringing extra weight. He brings it
again also on the following day... We say that he shouldn't do it. The patient says
okay. But when he goes home, he has a new excuse. Then you start having questions

by yourself ‘How do I solve this problem?’] (Participant 1, nephrologist, male)

Bir hasta diyalize gelmeme karar1 aldiginda oturup sadece beklemek durumundaydik,
caresizdik [When a patient decided not to come to dialysis, we had to sit and just wait,

we were helpless] (Participant 11, nurse, female)
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Nurses particularly stated that they often felt exhausted because of difficult circumstances
where they were not able to do anything, but they sometimes stayed next to patients during

dialysis (HD) sessions as the patients needed to feel their presence and support:

Diyaliz siiresince hastanin yaninda kaldigim zamanlar oldu. Makinenin basindan
ayrilamadigim, zamanlar oldu [There were times when I stayed with the patient
throughout the HD session. There were times when | couldn't leave the patient

bedside] (Participant 5, nurse, female)

As patients were struggling not only from physical difficulties but also due to emotional
distress, mainly nurses, were exposed to aggressive attitudes such as anger and temper
tantrums. They tried to tolerate these as they were expected to. Some recognised that these
negative attitudes were nothing to do with nurses themselves, and related to patients’

unresolved conflicts that they experienced:

O kizginlik aninda bizi sugluyorlar ¢iinkii birini su¢glama egiliminde olur. Ama kisisel
algilamam bunu ¢iinkii bana yapilmis bir sey olarak saymam [In that moment of
anger, they blame us, because they tend to blame someone. But | don't take it
personally because | don't consider it as something against me] (Participant 10, nurse,

female)

However, these negative attitudes and aggressiveness of the patients were not easily tolerated

by some of the nurses who experienced feelings of sadness and frustration in response:

Bazilar1 saygisiz ve daha fevri. Cok Ajite... Bu sefer biitiin ajitasyonunu geldiginde
stirekli gordiigii kisilere, yani bize (so6zlii) saldirarak gosterirler [Some are

disrespectful and more impulsive. Very Agitated... in such cases, these patients reflect
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all their agitation by (verbally) attacking the people they see regularly, in other words

to us (nurses)] (Participant 15, nurse, male)

7.3.3.3 Empathetic coping

Participants used several strategies to deal with non-adherent behaviours as well as patient
distress. As most patients in particular those receiving HD were perceived as demanding,
most nurses continuously attempted to communicate with patients and give advice on, for
instance, regulating food/fluid intake. Even though advice went repeatedly unheeded, they
continued to provide explanations and tried to help patients to change non-adherent

behaviours:

Sabirla tekrar tekrar anlatmay1 deniyorum [I patiently try to explain it again and

again] (Participant 11, nurse, female)

Some nurses mentioned empathy as one of the ways to deal with emotional difficulties of
patients. According to them, interpersonal skills and empathetic skills are critical to be able to
maintain work in the nephrology department. One of the nurses also highlighted differences
between nurses in terms of interpersonal skills which was perceived as critical factor for

patients’ as well as for nurses’ well-being:

Empati...yani karsimdaki biri yatakta yatiyor ama o yatakta ben de olabilirim
tutumunda oldugunda insan...Bu ¢ok dnemli. Bu sekilde yaklasirsan zaten biitiin
problem ¢oziiliir [Empathy...patient is lying in bed (during HD session), but I could
also be lying in that bed (and receiving HD) ... This is really important. If you
approach it this way, the whole problem will be solved anyway] (Participant 6, nurse,

female)
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On the other hand, most nurses did not know how to help patients regarding their emotional
difficulties, particularly when patients experienced frustration during HD sessions. Therefore,
one of the nurses suggested patients try to ignore their ‘patient identity’, assuming that
ignoring and/or denying illness would help patients to get rid of their ‘psychology of patient’

and enhance their well-being:

Ben hastayim diye diisiinmemelerini ben her zaman séyliiyorum. Hasta olarak kendini
kabullenirsen higbir sey asamazsin. bizi boyle gormeye geldigini farzedelim diyorum
ama, eger ben hastayim diye tutum alirsa lizerine daha fazla ¢ekecek. Onun disinda
boyle sanki gezmeye gider gibi gelirse daha iyi olur ama ‘ben hastayim, stirekli
hastayim’ derseler daha kotii olur [ always tell them not to think that they are sick. If
you accept yourself as a patient, you cannot overcome anything. I tell them “Let’s
pretend you came here (hospital) to visit us (nurses)”. If they consider themselves sick
(patient), it becomes worse... It is better to perceive it (HD session) as visiting/going
for a trip. If they repeatedly remind themselves that they are sick, it will be worse]

(Participant 6, nurse, female)

Ignoring may not be an effective strategy to deal with difficulties in the long term. This
approach seems to reflect the nurse’s preferred way to cope with challenges. This suggestion

may result in greater difficulties in illness adjustment as it deviates from reality.

7.4  Discussion
This study aimed to understand perspectives of healthcare professionals on psychosocial care
needs of patients receiving dialysis. The analysis highlights criticalness of adjustment and

adherence to the treatment. Like research in different health settings (Griva et al., 2013; Tong
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et al., 2009; Sein et al., 2020), it has been reported that multiple factors contribute to health
status and affect the capacity to adjust. For instance, transition to the dialysis process is
important, therefore cyclical patient education has been suggested. It was recognised that the
patients may experience emotional difficulties. However, opportunities to support patients
were limited due to the way mental health services are resourced and operated in the local
healthcare system. Another important key finding was how patient experiences were reflected
on healthcare professionals, mainly nurses. This was discussed particularly indicating
challenges nurses face in terms of meeting the psychosocial care needs of the patients. Nurses
seemed to play a key role in supporting patients with a compassionate care approach, yet they
also experienced stress as part of this effort. This study, for the first time, provides insight on
healthcare professionals’ perspectives on patients’ experiences of receiving dialysis in
Northern Cyprus. This study has potential to inform local healthcare policy to enhance

psychosocial care of patients receiving dialysis.

Most healthcare professionals in this study recognised that patients’ physical difficulties were
likely to interact with emotional distress. Although patients tended to share their physical
complaints, it was obvious that some also experienced emotional difficulties. Regarding this
issue, they discussed the limited local sources and opportunities which were believed to
decrease the chances to access psychological support. Unfortunately, there is no
psychological service provided within the local nephrology department. There is only one
general psychiatric state hospital in the capital city in Northern Cyprus. Staff consist of
psychiatrists, clinical psychologists, and mental health nurses. This hospital is mostly suitable
for individuals with severe mental health issues (e.g., psychotic conditions). It rarely provides
support for those with moderate emotional distress. Healthcare professionals normally advise

patients to visit this psychiatric hospital when necessary or patients may choose to access
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psychological support in private. In other words, there is no regular psychological assessment
and/or support provided within the unit. According to the (informal) protocol, when nurses
recognise the patients' requirement of psychological support, they are expected to inform the
doctors in the unit, and the doctors communicate with the patients and advise them to ask for
psychological support from the general psychiatric hospital and/or patients are prescribed
suitable medication in collaboration with the psychiatry service. Considering there is
currently no regular psychological assessment within the unit, and the fact that psychological
support can be accessed through only state psychiatric hospital, these were highlighted as
critical barriers for patients. On the other hand, mental health stigma seems to play a role as
patients were perceived as avoiding visiting the psychiatric hospital for psychological
support. Although mental health stigma is poorly studied in Northern Cyprus, the limited
research that there is indicates that Turkish Cypriot culture is associated with negative
attitudes toward mental health problems (Zorba, 2015) and self-stigma are associated with
negative attitudes toward help seeking behaviours (Mertan et al., 2014). Nevertheless, a meta-
analysis including population-based studies have shown that lay individuals preferred
psychologists /psychotherapists over psychiatrists and psychotherapy over medication. It also
seems to be the case that there is preference for initial management of depression by
psychologists/psychotherapists in Europe and America (Angermeyer et al., 2017). Given the
evidence, it is not surprising that the patients with emotional distress were perceived to not

relate to psychiatric care.

Patient education that is normally delivered before commencing dialysis treatment was
perceived as critical for patients as it aimed to prepare them for dialysis and provide
information on required changes related to diet. However, patient education was not found to

be sufficient therefore it was recommended to repeat patient education at different time
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points. This could also include a counselling service for patients. It is known that patients
receiving dialysis may face challenges due to uncertain prognosis (Tong et al., 2009). This
tends to contribute to emotional distress (Kim & Kim, 2019). Therefore, patients may benefit
from regular counselling service which may help to increase adherence to treatment and
enhance patient wellbeing (Van Camp et al., 2012). It is known that some cultural groups
may be less likely to engage in help seeking behaviour in relation to mental health due to
concern related to stigmatisation (Chung, 2010). Considering Turkish Cypriot culture has
been associated with mental health stigma (Zorba, 2015), interventions in different forms
such as, in a group setting may facilitate help seeking behaviour among patients (Price &

Dalgleish, 2013).

Patients receiving dialysis, particularly HD, have been associated with non-adherence to
treatment (Gebrie, & Ford, 2019). Treatment adherence has an impact on health status in
kidney failure (Alikari et al., 2019; Beerendrakumar et al., 2018). Healthcare professionals in
this study discussed how patients on different dialysis modalities may have different types of
challenges therefore their adjustment to kidney failure may differ. It is known that patients
receiving HD treatment may have greater challenges (Gebrie, & Ford, 2019) therefore the
adjustment process may be different than those receiving PD treatment (Jung et al., 2019).
For instance, healthcare professionals agreed that patients receiving HD are more likely to
report emotional distress and more likely to engage in non-adherent behaviours such as
exceeding limits of liquid intake. Family involvement in illness management was discussed
as it may facilitate the adjustment and adherence to treatment through shared responsibility
(Whitehead et al., 2018). Research has suggested family involvement in patient education is
critical as it may play an important role in adherence to treatment (Lee & Molassiotis, 2002).

This may facilitate rearranging lifestyle and integration of the dialysis into patients’ lives.
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Actively being involved in the illness management may be achieved with educating families
also. It is known that interventions targeting family caregivers of patients receiving dialysis

can decrease distress and burden among family caregivers (Belasco et al., 2006).

Patients receiving HD treatment frequently interact with nurses in nephrology department.
Nurses in this study, who work at the unit mentioned that the relationship between patient-
nurse changed into family-like relationship leading to addressing patients frequently as uncle
or aunt. This may be partly influenced by the Turkish Cypriot culture which represents a
small society. It is known that communication style may affect patient experience (Lang,
2012). Cultural knowledge has been shown to shape nurse-patient relationship which was
suggested to increase understanding of and communication with patient (Larsen et al., 2021).
Nevertheless, nurses sometimes shared that they did not know how to help patients to
overcome emotional difficulties and enhance the adaptation process. They developed various
strategies to cope with distress and non-adherence of patients, for instance, some suggested
ignoring the patient identity to reduce emotional difficulties patients experience, however,
this may emphasise the gap between ideal self-concept and real self-concept. It is known that
the difference between expected and real experience may result as greater emotional distress
(Marcussen, 2006). Denial may not be an efficient way to cope with difficulties in the long
term (Whitmarsh et al., 2003). This strategy may reflect the nurse’s approach to cope with
challenges. However, this suggestion may reinforce avoidance among patients which may
cause greater difficulties in illness adjustment (Spendelow et al., 2018). In the meantime,
mainly nurses in this study acknowledged that they did not feel that they fully met
psychosocial care needs of patients. It was obvious that healthcare professionals’
understanding of psychosocial care was different. This may be due to lack of training on this

aspect and the traditional approach adopted in local healthcare. They thought they could
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benefit from training aiming to help them to know proper ways to approach patients. This
may also help nurses to deal with ‘stuckness experience’. Feeling stuck or experience of
heartsink have been evident in health research where professionals experience challenges in
response to demanding patient experience (Alexander et al., 2021; Wilkinson, 2019).
Observing stuckness experience in this study was not surprising as nurses did not seem very
familiar with psychosocial care practices particularly in terms of dealing with emotional
distress of patients. Mostly they used their own strategies attempting to comfort the patients,

however, not all of these strategies seemed efficient.

7.4.1 Strengths and Limitations

This study for the first time provided insight on the perspectives of healthcare professionals
on psychosocial care needs of patients receiving dialysis in Northern Cyprus. The current
research findings have potential to be generalised. More specifically, the analysis may be
generalised by naturalistic generalisability which suggests that research findings can resonate
with readers’ personal experiences (Smith, 2018). Healthcare professionals who work at the
nephrology department may find the findings similar to their experiences. For instance,
nurses elsewhere have reported the importance of patient-centred care which highlights
patients’ needs and preferences. In the same study, adequate staffing was also discussed
(Kieft et al., 2014). Similarly, in the current study, nurses might be less likely to experience
‘stuckness’ if they could refer patients to psychologist/counsellor for emotional distress. On
the other hand, nephrology nurses’ beliefs and practices have been considered unique in
comparison with nursing practices in different contexts (Morehouse et al., 2011). One of the
factors influencing this view was the nature of the relationship between nurse and patient

(Morehouse et al., 2011), which was also discussed in the current study.
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On the other hand, there were a few limitations with this study. For instance, data were
collected in September 2021. The local healthcare system has been negatively affected by
COVID conditions since 2020. Healthcare professionals who work at local nephrology
department, particularly nurses were busier, working longer hours than usual. Due to
pandemic conditions, available nurses were more limited due to quarantine requirements in
case of contact with COVID-positive case. Available nurses were invited to take part in the
study. The reason that some nurses did not agree to participate in the study was related to
busy schedule they had. Although nephrologists and nurses mainly shared similar
perspectives, the experiences of the nurses were dominant in the dataset. This is due to the

limited number of nephrologists in Northern Cyprus (n= 3 in 2021).

7.4.2 Conclusion

Overall, the findings of this study provide insight on views of healthcare professionals on
patient experience and psychosocial care needs of the patients’ receiving dialysis. The
findings are useful as they may be used to improve patient well-being in local healthcare. The
analysis highlights the importance of an holistic approach to healthcare which may help to
enhance traditional care provided in local healthcare. Including psychological services in
kidney care would be important for patient experience. Considering local sources, making
some changes within the unit may positively influence patient experience. For instance,
providing counselling services for patients as well as family caregivers would facilitate
adjustment to illness and may help both patients and family caregivers to adopt efficient
coping strategies to deal with treatment burden and emotional distress. In designing such
interventions, it should be considered that local patients may hold negative attitudes toward
mental health difficulties. Additionally, as adjustment to treatment is critical, repeating

patient education at different time points would remind patients for instance required diet-



305

related changes to maintain diet adherence. Finally, informing healthcare professionals about
psychosocial care practices would be helpful for both staff and patient experience at the local

nephrology department.
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Chapter 8: General Discussion

8.1  Overview

The aim of this programme of research was to understand illness experiences of Turkish
Cypriot patients diagnosed with chronic kidney disease (CKD) and receiving dialysis,
particularly haemodialysis (HD) including how this is shaped by illness perceptions. A
programme of studies was designed to examine illness perceptions and related health
behaviours of this patient group within the socio-cultural context. The objectives of the
research programme were addressed by using mixed methods, which included a systematic
review, longitudinal quantitative data analysis and qualitative data analyses that represented
views of both patients and healthcare professionals working in kidney care. By using the
Common Sense Model (CSM) of self-regulation (Leventhal et al., 2003), patients’ illness
perceptions and related experiences were studied. The findings make a unique contribution to
enhancing local clinical practice and informing future research. A summary of the key
conclusions from each study is included below. Together, the main conclusions drawn

include that:

1. Mixed-methods research is advantageous, particularly in healthcare contexts and
focusing on patient groups where research is generally lacking

2. There is a need to advance qualitative research particularly on illness perceptions in
patients receiving HD, given the dearth of studies that draw on this method
specifically

3. The illness perceptions framework itself is useful cross culturally to help explore
patient adjustment to CKD and associated intervention through HD

4. Cultural influences on how patients construct illness beliefs may be adaptative for
aspects such as coping but may also contribute to the process of sense making and

cognitive re-framing.
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5. There is a need to advance psychological care of patients in healthcare infrastructures
where workforce is lacking and pathways to care may be stigmatised due to
association with severe mental health

6. Including regular psychological assessment into care within local nephrology
department would be helpful to screen negative illness perceptions and emotional

distress as they may vary over time.

Further, there are overarching themes from the research that highlight the importance of:

1. Methodological considerations in the measurement of illness perceptions
2. llness perceptions as a cross-cultural framework

3. llIness perceptions as a tool for understanding health behaviours

8.2  Summary of Findings

Qualitative enquiry with patients demonstrates the stability of illness perceptions cross-
culturally as a framework from which to identify illness experiences, and importantly
indicates culture-related mechanisms that shape responses to treatment burden and
maintaining life on HD. A systematic review of qualitative studies highlights that patients
may experience similar challenges that influence life experience however, cultural
differences may play a role in different cognitions and experiences which confirms findings
of qualitative enquiry with patients. The prospective longitudinal study determined that
patients receiving dialysis tended to have negative illness perceptions (i.e., greater
perceptions of consequences, emotional response and lower personal control) compared to
patients in the pre-dialysis phase. IlIness perceptions may change over time and they may be
associated with emotional distress. On the other hand, qualitative interviews conducted with

healthcare professionals in Northern Cyprus highlight the importance of self-management in
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the context of psychological adjustment to CKD, with recognition of a stuckness in their

capacity to extend further care.

8.2.1 Methodological Considerations

Mixed-methods research has much potential to be utilised in social and health sciences
research (Curry et al., 2009; Doyle et al., 2016). Healthcare researchers particularly can
benefit from using a dynamic approach to enrich their conceptualisation of complex
phenomena (Ostlund et al., 2011) by including ‘the patient’s voice’ into the analysis also
(Morse, 2015). For instance, a qualitative study initially conducted may help to form a
hypothesis or to inform a follow-up questionnaire for a quantitative study. Although
standardized measurement scales are helpful in interpreting scores and in providing an
overview about issues examined, they are not as useful in establishing the needs and
experiences of the patients in depth. They allow for mapping patterns in the main. Therefore,
it would be valuable to incorporate both quantitative and qualitative approaches to get better
insight about life experiences of the patients and their response to the treatment (Curry et al.,
2009). This thesis was successfully able to apply a range of measures in studying illness
perceptions, importantly in what may be generally considered an under-researched patient

group in the local cultural context.

Using different methods to collect and analyse data was considered suitable to provide in-
depth understanding of the illness perceptions of the patient group within this programme of
research. The studies were designed by using mixed method approach, particularly
exploratory sequential mixed method design with longitudinal methodology. Conducting
studies in the original language was critical which made it possible to access illness beliefs

and make sense of patient experience. This is believed to promote the success of the mixed
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methods approach. Besides, the language of origin allowed this approach to be more
inclusive. Initially a qualitative study provided insight into patient experience. Findings of the
first qualitative study informed variables to measure by prospective quantitative study, where
data were collected at three measurement occasions. In parallel to a quantitative study, a
systematic review of qualitative studies (i.e., qualitative evidence synthesis) was completed,
which provided an overview of experiences of patients receiving dialysis. The review study
included data from different health settings in various countries. This was helpful to observe
similarities and differences between patients receiving dialysis by comparing with findings of
the first qualitative study. This evidences that experiences of the patients from a range of
cultural backgrounds may be similar due to their sense-making processes. Prospective
longitudinal study provided data on the change of illness perceptions over time. A
longitudinal design is more complicated than cross-sectional survey designs to administer
because it is challenging to motivate participants to commit to study at specific time intervals
to maintain retention rate high, otherwise, these can be considered methodological limitations
(Lynn et al., 2019). However, the relationship between researcher and patients was
established earlier, which is believed to play a role in patients’ commitment to research.
Finally, qualitative study conducted with healthcare professionals highlighted not only how
healthcare professionals perceive patients’ experiences but also how they perceive support
needs of patients considering barriers and facilitators of the local healthcare system. Using
different sources for data collection facilitated to understand patient experience within the

socio-cultural context.

8.2.2 llIness Perceptions as a Cross-cultural Framework
Individuals’ illness perceptions may differ even if they have the same health condition,

therefore they may respond differently to their illness (Petrie & Weinman, 2006). It is known



310

that cultural factors are likely to shape the sense making process of illness (Baumann, 2003).
Quantitative illness perceptions measures have been translated into many languages. For
instance, the Brief IlIness Perception Questionnaire (Brief IPQ) (Broadbent et al., 2006) was
translated into 25 languages, these include but are not limited to Turkish, Greek, Polish,
Japanese, Italian, and Persian (Broadbent et al., 2015). This facilitated quantitatively
measuring illness perceptions in different socio-cultural contexts. Translation and adaptation
processes may differ, and as a result, there may be confusing wording in some translated
versions (Broadbent et al., 2015), however, illness perceptions framework seem to apply in
different cultural groups. Nevertheless, patients’ beliefs and sense-making process may be
different depending on cultural differences. As it has been indicated earlier that culture may
shape how individuals perceive and make sense of health and illness (Kaptein et al., 2015).
While quantitative measures have been dominant in illness perception research, it has been
suggested to qualitatively examine illness perceptions particularly in cultural groups, even
may be as part of the translation process (Brzoska et al., 2012). Although illness perceptions
domains seem to be universal, the significance of understanding illness perceptions in
cultural groups qualitatively has been shown in the first qualitative study of the research
programme (Chapter 4). Iliness representations and experiences of patients receiving HD
treatment were identified through developed themes, corresponding different illness
perception domains. For instance, one of the themes was related to how patients managed the
burden of kidney failure as well as HD treatment. This theme represented control/cure related
beliefs. The strategies used mainly reflected cultural values, highlighting cultural impact on
this domain. Overall, the findings supported the illness perceptions domains. Although the
patients’ experiences were similar to dialysis groups from mainly white heritage
backgrounds, the findings also demonstrated culture playing a role in illness beliefs as well as

experiences of the patients. Despite translated version was available in Turkish, it is
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recommended to conduct a qualitative study in order to better understand illness related
beliefs of patients. For instance, in response to question regarding timeline (duration of health
condition), patients hesitated to provide response. This may be related to the nature of CKD
and its’ treatment, for instance, patients on HD may receive kidney transplant if eligible. This
creates unclear expectations and feelings related to future (Rees et al., 2018). However,
considering socio-cultural values of the sample, patients were unclear about future
expectations not only due to unclear expectations regarding modality of kidney replacement
therapy but also due to religious/spiritual attitudes. This was also evident in the quantitative
measure of illness perceptions in response to timeline related question (Chapter 6). Some
patients had difficulty identifying to what extent they believed their condition will last. When
asked about the duration of illness quantitatively, they replied: “I cannot know/ I do not
know”, “God knows”, “nobody can know about the future” and thought about chronicity
related question about the illness perception scale. Cultural influence in illness perception
domains was obvious also with the findings of the systematic review study (Chapter 5) where
illness perceptions were qualitatively examined among patients in different health settings.
The review study aimed to look into whether illness beliefs of Turkish Cypriot patients
receiving HD suggested by first qualitative study (Chapter 4) are parallel with evidence
describing beliefs of patients from diverse populations within the illness perception
framework. Consistently, the synthesis indicated that cultural values and/or belief system
shaped the coping strategies adopted. Overall, domains of illness perception framework were
supported in this patient group, however, illness related beliefs seemed to vary with the

potential influence of culture.
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8.2.3 lllness Perceptions and Health Behaviours

Regardless of illness type, illness perceptions of primary care patients and those who are
impacted by longer term health conditions have been widely examined (Petrie et al., 2007;
Richardson et al., 2016). Negative illness perceptions (emotional distress, consequences,
concerns, identity) have been associated with severe somatic symptoms (Zhang et al., 2014),
and psychological distress (Wu et al., 2014). When examined prospectively, negative illness
perceptions (timeline, greater consequences, and emotional representations) have been shown

to predict poorer physical and mental health outcomes (Frostholm et al., 2007).

Iliness perceptions have been closely associated with psychological outcomes (Foxwell et al.,
2013; Hudson et al., 2014; Petrie et al., 2007; Richardson et al., 2016), which may play a role
in treatment engagement and overall health. Patients with CKD frequently have
psychological as well as physical complaints. Research has looked to identify illness
perceptions of patients with CKD and how their perceptions may be associated with
psychological outcomes. Negative illness perceptions (e.g., timeline, identity, coherence,
consequences) have been found to be related to depression in patients receiving HD (Chilcot
etal., 2011a). A prospective research study has noted that negative perceptions of treatment
control, consequences and cyclical timeline were associated with higher depression
symptoms among patients receiving dialysis (Chilcot et al., 2013). Emotional distress in this
patient group was evident in the first qualitative study (Chapter 4) as well as in the qualitative
study conducted with healthcare professionals (Chapter 7). The healthcare professionals who
work with patients receiving dialysis reported many patients struggled with emotional
distress at least once throughout their illness. This may even be cyclical such that it can be
experienced at different stages. IlIness perceptions and depression were examined in the

prospective quantitative study (Chapter 6). The findings showed that illness perceptions
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tended to change over time (1 year) in this patient group. Although depression symptoms
seemed to be relatively stable over one year, baseline greater perceptions of illness
consequences and emotional response were associated with the change in depressive
symptoms. Moreover, it was observed that patients receiving dialysis had greater depression
symptomatology compared to those in the pre-dialysis phase. This indicated that illness
perceptions and related health outcomes may vary depending on the treatment/phase of the

illness.

The associations between illness perceptions and physical outcomes have been examined in
CKD. It is known that patients with CKD, specifically those receiving dialysis treatment tend
to report severe physical symptoms (Cha, 2018; Delmas et al., 2018). In the prospective
quantitative study (Chapter 6), dialysis related symptoms were also investigated along with
illness perceptions among patients receiving dialysis. Dialysis related symptoms were found
to be stable over time (1 year). Baseline greater emotional response was associated with
change in dialysis related symptoms. Furthermore, greater perception of personal control was
found significantly influencing rate of change, causing decrease in dialysis related symptoms
over time (1 year). Interestingly, dialysis related symptoms did not vary depending on
dialysis modality. This could be related to patients receiving different modality of dialysis

having similar clinical characteristics such as comorbidity status (lyasere et al., 2019).

8.3 Implications

Consistent with the literature, this thesis highlights that illness perceptions are not stable and
may change with illness progression. This change may also affect iliness experience.
Therefore, it is important to assess illness perceptions regularly in the patient group. This may

inform strategies that can assist illness management, which likely to influence patient
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experience (Sararoudi et al., 2016; Seyyedrasooli et al., 2013). Regular assessment of illness
perceptions would require cultural sensitivity and understanding that cultural values may be
reflected with responses. Studies of the research programme have shown that culture may

shape illness perceptions and how patients respond to their illness.

Although the Brief IPQ includes an item regarding emotional response, it is recommended to
regularly assess emotional distress considering patients receiving dialysis reported (mild)
depressive symptoms. It has been shown that Turkish Cypriot culture has been associated
with negative attitude towards mental health difficulties (Zorba, 2015). Socio-cultural
characteristics and attitudes toward mental health seeking behaviours of Turkish Cypriot
society should be considered when planning how to psychologically support the patient
group. Moreover, considering that the current local healthcare infrastructure is limited and it
mainly provides psychological care for severe mental health difficulties, this may have a
potential effect such as stigmatisation. Although healthcare professionals adopted a
compassionate care approach in the local nephrology unit, it was evident that their capacity to
help patients regarding emotional distress was limited which was reflected as stuckness
experience on the part of healthcare professionals. Suitable psychological care pathways

should be designed to meet the support needs of the local patient group.

This thesis highlights the utility of illness perceptions framework in a cultural group. Beliefs
and experiences corresponding to each illness perception domain were observed. Cultural
impacts on illness beliefs were also identified, which were linked to overall patient
experience. It shows the applicability of the framework in understanding illness perceptions
and related experiences in an under-researched group. This may inform future culturally

adapted interventions targeting negative illness perceptions in the patient group. The
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importance of mixed-method approach has been indicated with the research programme
considering the strengths of both qualitative and quantitative methods. Even though the
patients can be considered as research naive group, it has been shown that it is possible to use
a complex, prospective (exploratory sequential) mixed method design, which has provided
in-depth understanding about the patient experience. Future studies aiming to understand
iliness perceptions, particularly in an underrepresented group are encouraged to use
qualitative method first even if a suitable translation of quantitative illness perception
measure is available. This could help better making sense of illness related beliefs that

patients hold.

Further research should examine illness perceptions in this patient group qualitatively.
Quantitative data alone may not allow access to patient beliefs in-depth. IlIness perceptions
should be further studied by using qualitative methods in the patient group. Considering that
illness perceptions may change over time, qualitative studies may also utilise longitudinal
design. Prospective qualitative research would help to understand how sense making of
illness beliefs may change over time. This would provide insight into how illness perceptions
vary over time in this patient group. It has been suggested that conducting interviews in the
context of the CSM of self- regulation along with the illness perceptions measures is most
advantageous to truly reflect an in-depth understanding regarding illness beliefs across
patient populations (French & Weinman, 2008). Questionnaire completion alone may not
meaningfully capture patient beliefs about their condition, especially, when the patient group

is under-researched with cultural context.
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8.4  Strengths and Limitations

The research programme includes several studies aiming to understand illness perceptions of
Turkish Cypriot patients receiving dialysis, for the first time. To achieve this, a mixed-
method design was utilised, which is one of the key strengths of this research programme. It
allowed us to gain in-depth understanding of illness perceptions of the patient group while
considering the socio-cultural context. The research programme was designed by the
multidisciplinary team, local professionals were also involved in this team. This was critical
in terms of planning the studies effectively. One of qualitative studies was conducted with
healthcare professionals to understand how they viewed patient experience. Including
perspectives of the healthcare professionals was helpful to identify patients’ psychosocial
care needs. The findings of the programme therefore draw on a range of methods to
holistically summarise the role of illness perceptions in this setting aiming to understand
patient experience in a culturally meaningful way as well as informing service support
development needs. The thesis does not only provide findings on illness perceptions of an
under-represented group, but it also highlights methodological considerations and informs

clinical practice with recommendations.

Despite strengths of the research programme, there are some limitations that should be noted.
One of the limitations is related to prospective quantitative measurement of illness
perceptions. The sample of the prospective quantitative study included both dialysis groups
and pre-dialysis groups. Although overall the dataset met the assumptions of the General
Linear Model, when the baseline scores of the pre-dialysis group were examined separately,
the distribution of scores seemed to be heterogeneous in this group. This may indicate that
patients in the pre-dialysis group vary in terms of illness perceptions and depression

symptoms. This could be attributed to different health status and differences in recognition of
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the possibility of commencing dialysis treatment soon. The pre-dialysis group included
patients who were expected to commence dialysis treatment within 6 months, in other words,
they were expected to initiate dialysis in a planned fashion. Therefore, findings regarding the
transition from pre-dialysis phase to dialysis treatment do not represent experiences of
patients who ““crash” onto dialysis as emergent-start hence may have different illness-related
experiences. Additionally, follow-up of the patients was difficult particularly for the pre-
dialysis group. Covid pandemic conditions negatively affected follow-up. Therefore, the
patient group who moved from the pre-dialysis phase to dialysis was smaller than expected,
though sufficient for planned analyses. Due to pandemic conditions, data collection mode
was changed from face to face to telephone. Although it is suggested to use mixed modes of
data collection in longitudinal studies (Bianchi et al., 2017) and most patients seemed to feel
more comfortable answering questions via telephone, it is possible that we failed to follow

those patients who did not use telephone or those who changed their contact details.

It is known that illness perceptions may vary depending on disease progression. Three
measurement points were used in the prospective longitudinal study which allowed utilising
linear modelling. Although the findings are generally supported by previous evidence
(Chilcot et al., 2013; Covic et al., 2006; Jansen et al., 2013; Goh et al., 2018), it is
recommended to include more measurement points into future prospective studies as
trajectories of illness perceptions and related health outcomes may be better represented with
non-linear models in this patient group (Chilcot et al., 2013). This may help to better identify

when illness perceptions are likely to change.

It should be noted that data collection for prospective quantitative study was completed

during Covid pandemic. It is not clear how challenges in relation to Covid pandemic may
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have an effect on illness perceptions and related experiences in the patient group. Particularly
patients receiving HD are clinically vulnerable, yet they were required to attend HD sessions
in the hospital setting regularly. It is possible that illness perceptions may have been affected
by anxiety related to waves of pandemic during baseline and follow up measures. Overall, the
objectives of this research programme were successfully addressed despite challenges
experienced related to Covid pandemic conditions and limited local healthcare infrastructure
and the fact that the target group was the research naive group. Nevertheless, being able to
approach all eligible patients, particularly in the prospective longitudinal study with a high
response rate can be considered an achievement which indicates the representativeness of the
sample and highlights the importance of the findings. Similarly, the richness of qualitative
data collected in the original language gave the researcher opportunities to be able to interpret

and contextualise the patient experience in-depth.

8.5  Future directions

The findings of the research programme highlight that Turkish Cypriot patients receiving
dialysis tend to report negative illness perceptions and emotional distress. Regular assessment
of illness perceptions and emotional distress may be included into care provided in the local
nephrology department. This would help identifying negative illness perceptions and
emotional distress at different stages. Psycho-educational interventions targeting negative
illness and emotional distress could be planned according to the regular assessments. With
these interventions, patients may benefit from strategies to enhance self-management. The
local healthcare system does not yet provide psychological support for secondary care
services specifically. There is only one governmental setting comprehensively providing
mental health service once applied for. This thesis highlights that the patient group can

benefit from psychological support. However, it is important to plan culturally appropriate
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psychological support as Turkish Cypriot culture has been associated with mental health
stigma (Zorba, 2015). For instance, psychological support may be delivered as part of patient
education in the form of psycho-educational program. This may be repeated at different time
points. According to the qualitative work, experiences of other patients seemed to be
important, therefore peer support groups may be arranged from time to time. Experienced
patients for instance, may share useful information on self-management with those patients
newly commenced on dialysis treatment. Peer support has been positively perceived by
patients with CKD as it offers empathy, confirmation and practical information based on
lived experience. It may also increase a sense of empowerment (Hughes et al., 2009).
Culturally adapted peer support interventions have been successfully delivered among
patients receiving dialysis (Perry et al., 2005). Given the evidence elsewhere, local patient

groups may facilitate adjustment to kidney failure through learning from experienced peers.

Clinical practice guidelines for psychosocial care have been increasingly used in many high-
income countries like United States, United Kingdom, Canada, and Australia (Turner et al.,
2005). These guidelines target healthcare professionals including those without psychology/
psychiatry backgrounds to inform clinical decision-making, to improve quality of healthcare
and the effect of treatment for patients with a medical illness. Clinical guidelines are critical
to manage psychosocial distress of patients with long-term health condition (Steginga et al.,
2006). However, a clinical guideline for psychosocial care has not been yet developed and
used within the local healthcare system in North Cyprus. The need for such clinical guideline
was clear in the qualitative study conducted with healthcare professionals (Chapter 7). Many
healthcare professionals shared that they did not know how to respond particularly when they
observed patients greatly influenced by emotional distress. It would be critical for local

healthcare system to have a quick reference guide which may be designed by mental health
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professionals in the future. For instance, the renal service delivery framework in the United
Kingdom highlights the importance of psychological support for patients with kidney disease
at all stages of the care pathway, this includes a referral from primary care, the pre-dialysis
phase, and the period after commencing kidney replacement therapy (National service
framework: kidney disease, 2004). Nevertheless, healthcare professionals who work in the
local nephrology department may benefit from short training about psychosocial care and
how to respond patients’ emotional difficulties. Trainings for the healthcare professionals
particularly nurses as they spent most time with patients could be arranged at different time

intervals, depending on the resources of the local healthcare system.

8.6  Conclusion

Despite research and healthcare infrastructure being limited locally, this research programme
successfully used a mixed method approach to understand illness experiences of an under-
represented cultural group in kidney research. This thesis provides insight on experiences of
Turkish Cypriot patients who receive dialysis. Findings are believed to make a significant
contribution to the kidney literature. The findings of the research programme have
implications for the development of care pathways that take a more integrated approach
considering both physical and mental well-being in local kidney healthcare. Development of
self-management strategies for patients in the local nephrology units is suggested.
Psychosocial practice policy is required to meet psychological support needs of patients
receiving dialysis in Northern Cyprus. It is recognised that changing a healthcare system will
take time, yet this thesis at least is a first step in evidencing support needs of the patient group
in Northern Cyprus. Nevertheless, suitable actions could be considered within the local

nephrology department, for instance, local patient groups may be considered to be included in
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the future care plan to improve self-management strategies among patients in the local kidney

healthcare.
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Appendix C: Patient qualitative interview study participant information sheet

PARTICIPANT INFORMATION SHEET
Information about the study

A group of local researchers as well as researchers at the University of Hertfordshire, working in the
field of healthcare, are interested in understanding illness related experiences of Turkish Cypriot
patients receiving haemodialysis (HD). The researchers would like to know about patients thoughts
and perceptions around kidney disease.

Title of the project: Exploring illness related experiences of patients with chronic kidney
disease
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research team anything that is not clear. Please take your time to decide whether or not you wish to
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What is the purpose of this study?
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research is to understand iliness related experiences of patients receiving haemodialysis (HD). One
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What does ‘taking part’ involve?

If you wish to participate or if you would like to discuss the study further, please contact a member of
research team, Buse Keskindag at Tel: 00905338473883 or b.keskindag@herts.ac.uk

The study will take place at the Department of Nephrology at the Hospital. We will arrange a suitable
date and time to do the interview, which will take 30 to 40 mins. The interview could be arranged
before or after your dialysis session.

Please be aware that if you do decide to take part you should indicate your agreement with written
consent form.

During the interview, you will be asked questions about your experience related to your iliness. It is
expected that interviews will be in a form of casual conversation.

With your permission, the interviews will be audio recorded to make it easier for the research team to
learn from the discussion at a later stage. Audio recordings will be kept until the transcription,
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verification and analysis of the data is complete, after which they will be securely destroyed. We
anticipate that this may take 6 months.

What are the advantages and disadvantages of taking part?

Participating in the research is not anticipated to cause you any discomfort. Although there are no
immediate benefits for those people participating in the project, it is hoped that this work will have a
positive impact on efforts to design nterventions to enhance the quality of life of patients.

If you feel any discomfort due to sharing your thoughts and feelings about kidney disease, you will be
directed to contact a professional who is experienced in helping patients who are experiencing
distress. We will provide you with the contact details.

Will my taking part in this project be kept confidential?

All the information collected about you during the study will be kept strictly confidential and
anonymised at an early point. Only Buse Keskindag as a member of the research team will have
access to information that may identify you. You will not be able to be identified in any reports. Any
data collected about you via interview will be stored in a file protected by a password. In addition to
Buse, a local supervisor who is part of the study team may have access to audio recordings of
interviews but these will be anonymised as well as written transcripts of the interviews. After
transcription, verification and analysis, audio recordings will be destroyed. Electronic copies of
anonymised transcripts may be stored for up to 5 years for the purpose of publication after which they
will also be destroyed.

Who is organising the research?

This project is a part of PhD programme supervised by Dr Shivani Sharma (University of
Hertfordshire, UK). The interviews will be conducted by Buse Keskindag.

Who has ethically reviewed the project?

This project is ethically reviewed by the Ethics Committee of Ministry of Health in Turkish Republic of
Northern Cyprus. If you have any concerns or questions please do not hesitate to contact the
Administrative Department in the State Hospital that you receive your treatment. The research also
has ethical approval from the University of Hertfordshire Health, Science, Engineering and
Technology Ethics Committee with Delegated Authority. The University’s regulations regarding the
conduct of studies involving human participants can be found at this link:

https://www.herts.ac.uk/about-us/governance/university-policies-and-requlations-uprs/uprs

What will happen with the results of the research?

The results of this study will be used to further knowledge in the study area and to promote
understanding and recognition amongst clinicians about the way in which patients think about kidney
disease. The results may also be published. Any information that could be used to identify individuals
will be removed from published material. If you wish to obtain a copy of the published results, please
feel free to request these from Buse Keskindag.

Contact for further information
Buse Keskindag, School of Life and Medical Sciences, University of Herfordshire.

Tel: 00905338473883 b.keskindag@herts.ac.uk
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KATILIMCI BiLGIi FORMU
Calismaiile ilgili bilgi

Saglik alaninda galisan bazi yerli arastirmacilar ile Hertfordshire Universitesi'ndeki
arastirmacilar hemodiyaliz alan hastalarin hastalik algilarini anlamay1 amaglamaktadirlar.

Proje adi: Kronik bobrek yetmezligi olan hastalarin hastalikla ilgili deneyimlerini
incelemenmesi

Sizi bu ¢alismaya katilimci olarak davet ediyoruz. Karar vermeden dnce yapilacak olan
calismayi anlamaniz ¢ok énemlidir. Latfen bu formu dikkatli bir sekilde okuyun, istediginiz
takdirde bagkalari ile de tartigabilirsiniz. Sorunuz varsa lutfen arastirmaciya iletiniz.
Calismaya katilma ile ilgili kararinizi lutfen iyi disunerek veriniz.

Bu bilgi formunu okudugunuz icin tesekkir ederiz.
Calismanin amaci

Bobrek yetmezligi tedavisi hastalarin hayatlarinin birgok yonunu etkiledigi bilinmektedir.
Ornegin, ilag tedavisi ve yeme ve igme diizeninde uygulanan kisitlanmalar bunlardan
bazilaridir. Ayrica, hastalar dizenli olarak hastaneyi ziyaret etmek zorunda olduklarindan bu
da hayatlarini genel anlamda etkileyebilmektedir. Bu ¢alismanin amaci kronik bébrek
yetmezligi olan hastalarin hastaliklari ile ilgili deneyimlerini anlamaktir. Bu nedenle,
katilimcilarla birebir gérusmeler yapilacaktir.

Niye davet edildim?

Alti aydan fazla zamandir hemodiyaliz tedavisi aldiginiz igin bu galismaya davet edildiniz.
Bdbrek yetmezligi olan biri olarak dusulcelerinizi bizimle paylagsmaya size davet ediyoruz.

Katilim zorunlu mu?

Calismaya katilim gonalludir. Calismaya katilmaya zorunlu degilsiniz, katilma durumunda
bile istediginiz zaman ¢ekilme hakkiniz vardir ve bundan dolayi bir sebep belirtmek zorunda
degilsiniz. Bu durum tedavi surecinizi etkilemeyecektir.

Calismaya katilmak

Calismaya katilmaya karar verdiyseniz ve/ya daha fazla bilgi edinmek istiyorsaniz, arastirma
ekibi Uyesi Buse Keskindag’a ulasabilirsiniz. Tel:05338473883 b.keskindag@herts.ac.uk

Calisma Hastanenin Diyaliz Bélum{’'nde, size uygun gun ve saatte yapilacaktir. Gérigme
diyaliz seansindan 6nce veya sonra ayarlanabilir. Gérigmenin 30 - 40 dakika surmesi
beklenmektedir.

Calismaya katilmak istiyorsaniz, gérigsmeden dnce yazili olarak katiimaya goénulli
oldugunuzu aydinlatilmis onam formunda belirtmeniz gerekmektedir.

Gorusme suresince hastaliginiz ile ilgili deneyimlerinizi 6grenmek icin size sorular
sorulacaktir. Gérugmenin gunlik bir sohbet gibi ilerleyecegini disinuyoruz.

Gorismeye baslamadan 6nce goérliismeyi sesli olarak kayit etmek icin izniniz istenecektir.
Arastirmacilarin tartismalari daha iyi anlayip analiz edebilmesi i¢in gorismeler sesli olarak
kaydedilecektir. Ses kayitlari, verilerin transkript, dogrulama ve analiz asamalari
tamamlanana kadar saklanacaktir. Daha sonra kalici olarak silinecektir. Bu sirenin 6 ay
kadar almasi beklenmektedir.


mailto:b.keskindag@herts.ac.uk

371

Katilmanin avantaj ve dezavantajlari

Bu calismaya katilmanizin size bir rahatsizlik yaratacagini disinmuyoruz. Projeye
katiimdan dolayi katilimciya direkt olarak hemen bir avantaj s6z konusu olmasa da bu
calismanin ilerde hastalarin tedavi slirecine ayrica hastalarin yasam kalitelerini artiran psiko-
egitimsel midahale programlarina yarar saglayacagi dusundimektedir.

Eger bobrek yetmezligi ile ilgili distince ve duygularinizi paylasmanizdan dolayi herhangi bir
sekilde rahatsiz hissedecek olursaniz, duygusal olarak sikinti yasayan bireylerle calismada
deneyimli bir profesyonele yénlendirileceksiniz. Bununla ilgili iletisim bilgileri sizinle
paylasilacaktir.

Projeye katilim gizli tutulacak mi?

Sizden elde edilecek tim veriler kesinlikle gizli tutulacak ve anonim olarak saklanacaktir.
Calisma ekibinden sadece Buse Keskindag'in sizi tanitacak bilgilere erisimi olacaktir.
Arastirma raporunda sizi tanitabilecek hicbir bilgiye yer verilmeyecektir. Gérismede elde
edilen veriler sifre ile korunan dosyada saklanacaktir. Arastirma ekibinden olan yerli
danismanin gorismenin anonim olan ses kaydina ve yazili trankribine erisimi olabilir.
Transkript, dogrulama ve analiz agamalarindan sonra ses kayitlari kalici olarak silinecektir.
Elektronik olarak saklanan anonim transkriptler 5 yila kadar yayim amaci ile saklanabilir,
fakat daha sonra kalici olarak silinecektir.

Bu arastirmayi kim diizenledi?

Bu ¢alisma, Dr Shivani Sharma’nin danismani oldugu doktora arastirma programinin bir
parcasidir. Gérismeler arastirma ekibinden Buse Keskindag tarafindan yapilacaktir

Bu arastirmayi etik agidan kim degerlendirdi?

Bu calismanin yapilmasini Lefkosa Dr Burhan Nalbantoglu Devlet Hastanesi Etik Kurulu etik
agidan uygun bulmustur. Calisma ayrica Hertfordshire Universitesi'nden etik onay almistir.

Calisma bulgularina ne olacak?

Calisma bulgulari, ilgili galisma alanina katkida bulunmasi ve klinisyenlerin bobrek
yetmezligi olan hastalarin diguncelerini ve algilarini anlamalari i¢in yarar saglayacaktir.
CGalisma bulgulari yayimlanabilir. Yayimlanacak olan raporlarda, katilimcilari tanitabilecek
higbir bilgiye yer verilmeyecektir. Yayimlanandiktan sonra raporun bir kopyasina erismek
istiyorsaniz Buse Keskindag’a ulasabilirsiniz.

Daha fazla bilgi igin iletigim bilgileri

Buse Keskindag, Fen ve Tip Bilimleri Fakultesi, Hertfordshire Universitesi, Tel:
05338473883; b.keskindag@herts.ac.uk
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Appendix D: Patient qualitative interview study informed consent form

INFORMED CONSENT FORM

Title of the project: Exploring illness related experiences of patients with chronic
kidney disease

1. | understand that my participation is voluntary and that | may choose to withdraw at any time

and without giving a reason.
Please Initial YES NO

2. | confirm that | have been given enough information about the project and that | am satisfied

with the answers given to any questions | have asked about the project.
Please Initial YES NO

3. Iconfirmthat | have been told that strict confidentiality will be maintained and that all information
| provide will be anonymised.
Please Initial YES NO

4. | give permission for the information | provide being audio-recorded.

Please Initial YES NO

a. | understand that audio recordings will be destroyed following the transcription and
analysis of the data, and that anonymised quotes from the transcripts may be used in

future publications and presentations.

Please Initial YES NO

5. | agree to take part in this project.

Please Initial YES NO
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Name of Participant Date Signature

Name of person taking consent Date Signature

When completed: 1 copy for participant; 1 copy for researcher site file
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AYDINLATILMIS ONAM FORMU

Proje adi: Kronik bobrek yetmezligi olan hastalarin hastalik ile ilgili deneyimlerinin
incelenmesi

1. Bu galigmaya katilimanin géniillii oldugunu biliyorum. istedigim zaman herhangi bir sebep
g6stermeden galismadan c¢ekilebilebilecedimi biliyorum.

Paraf Evet Hayir

2. Bana sunulan bilgileri okuyup anladigimi ve proje ile ilgili sorularimin cevaplarini aldigimi
onayliyorum

Paraf Evet Hayir

3. Kesin gizlilik hakkinda bilgilendirildigimi ve paylasacagim tim bilgilerin anonim olarak
kullanilacagini bildigimi onayliyorum.

Paraf Evet Hayir

4. Verdigim bilgilerin sesli olarak kayit edilmesi i¢in izin veriyorum.
Paraf Evet Hayir

a. Ses kayitlarinin, verilerin transkript ve analiz agamalarindan sonra kalici olarak
silinecegini, gelecekteki yayin ve sunumlar i¢in transkriptlerden anonim olarak
alinti yapilabilecegini biliyorum.

Paraf Evet Hayir
5. Bu projeye katilmayi kabul ediyorum.
Paraf Evet Hayir
Katimcinin adi soyadi Tarih imza
Formu alan kiginin adi soyadi Tarih imza

Form dolduruldugunda, bir kopya katilimcida, bir kopya arastirmaci dosyasinda kalacak sekilde
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Appendix E: Patient qualitative interview study topic guide

INTERVIEW TOPIC GUIDE

General Introduction

Thank you for agreeing to take part in this study. Before we begin the

discussion, I'd like to remind you that there are no right or wrong answers to the questions,
and any information you tell me today will be kept confidential. Only in exceptional
circumstances where we have concerns that you or someone else is at risk from harm will
confidentiality be broken. The data will also be anonymised for analysis.

You can let us know at any time if:
- You do not wish to answer a question
- You would like the audio recording to be switched off
- You would like to leave the discussion

Section 1: lliness Perceptions

1. Were you aware that you had kidney disease prior to needing dialysis?

2. Before starting Dialysis what information were you given about Kidney Disease? Did
you feel that this was sufficient

3. Do you know what the cause of your kidney disease is? How did you gain information

about this?

How does having kidney disease impact your day-to-day life?

Do you think that there is a cure for kidney disease?

Do you think that your experience of having kidney disease has changed you as a

person?

Do you think having kidney disease has affected your mood?

What do you believe the future holds for you in relation to your kidney disease?

Do you have any other illnesses aside from kidney disease?

0 How do you think this impacts upon your experience of having kidney disease?

o g s
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GORUSME SORULARI
Giris

Bu calismaya katilmayi kabul ettiginiz icin tesekkur ederiz. Calismaya baglamadan dnce,
sorulara dogru veya yanls cevap olmadidini, ayrica paylastiginiz bilgilerin gizli kalacagini
hatirlatmak isteriz. Sadece sizin veya baskasinin zarar gérme riski ile karsi karsiya
oldugunu disindigimuiz durumlarda gizlilik ilkesi ihlal edilir.

Herhangi bir soruya cevap vermeyi istemediginizde,
Ses kaydinin kapatiimasini istediginizde,
Calismadan ayriimak istediginizde,

Lutfen bildiriniz.

Hastalik Algisi

1. Diyalize ihtiya¢ duymadan dnce bdbrek hastaliginizin oldugunu farkindamiydiniz?
2. Diyalize baglamadan 6nce bébrek hastaligi ile ilgili sizi nasil bilgilendirdiler? Bunun
yeterli oldugunu disindinidz mu?

3. Bobrek hastaliiniza neyin sebep oldugunu biliyor musunuz? Bu bilgiyi nasil

edindiniz?

Bdbrek hastaliginiz glinlik hayatinizi nasil etkiliyor?

Bdbrek hastaligi igin ¢are oldugunu dusindyor musunuz?

Bobrek hastaliindan muzdarip olmanizin sizi birey olarak degistirdigini distintyor

musunuz?

Sizce bobrek hastaligindan muzdarip olmaniz ruh halinizi etkiliyor mu?

Bobrek hastaliginizla ilgili olarak gelecekte sizi neyin bekledigini disindyorsunuz?

Bobrek hastaligi diginda baska hastaliginiz var mi?

0. Bunun bdbrek hastaligi ile ilgili yasadiklarinizi/deneyimlerinizi nasil etkiledigini
distnuyorsunuz?

o g s

B oo
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Appendix F: Patient qualitative interview study debrief sheet

PARTICIPANT DEBRIEF SHEET

Title of the project: Exploring illness related experiences of patients with chronic
kidney disease

Thank you for participating in this study, which aimed to explore the illness related beliefs of
patients living with chronic kidney disease being treated with dialysis. It is hoped that the
results of the research will help inform strategies aimed at supporting patients in adjusting to
living with a long-term condition.

Should you have any questions or queries about the study, please contact:

Buse Keskindag

Tel: 00905338473883

b.keskindag@herts.ac.uk

It is possible that talking about your illness related beliefs may have raised some issues for
you. If as a result of your participation in this study, you experienced any negative feelings,
please contact the Barig Psychiatric Hospital at 0392 6085441 - 6085479. As a research
student, | am unable myself to offer any further support but would strongly encourage you to
discuss your feelings with a trained professional.

Once again thank you for taking part in this study.
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KATILIMCI BiLGi EDINME FORMU

Proje adi: Kronik bébrek yetmezligi olan hastalarin hastalikla ilgili deneyimlerinin
incelenmesi

Calismaya katildiginiz i¢in tesekkur ederiz. Bu ¢alisma kronik bébrek yetmezligi olan ve
diyaliz tedavisi alan hastalarin hastaliklari ile ilgili inanglarini anlamayi amaclamaktadir.
Cevaplariniz, kronik hastaligina uyum saglamaya calisan hastalara yénelik gelistirilecek olan
destek odakli stratejilere katkida bulunacaktir.

Calismai ile ilgili herhangi bir sorunuz veya dislnceniz varsa litfen bizimle iletisime geciniz.

Buse Keskindag, Fen ve Tip Bilimleri Fakiiltesi, Hertfordshire Universitesi
Tel: 05338473883 b.keskindag@herts.ac.uk

Eger katiliminzla ilgili, calisma sonucunda, olumsuz hissettiyseniz, llitfen Baris Ruh ve Sinir
Hastanesi ile 0392 6085441 — 6085479 numaralari aracilidi ile iletisime geginiz.

Calismaya katildiginiz icin tekrardan tesekkur ederiz.
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Appendix G: Patient qualitative interview study COREQ checklist

Identifying where COREQ reporting guidelines have been addressed in the study
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No. Item

Addressed in Section

Domain 1: Research team and reflexivity
Personal Characteristics

1. Interviewer/facilitator

2. Credentials

3. Occupation

4. Gender

5. Experience and training
Relationship with participants

6. Relationship established

7. Participant knowledge of the interviewer

8. Interviewer characteristics
Domain 2: study design
Theoretical framework

9. Methodological orientation and theory
Participant selection

10. Sampling

11. Method of approach

12. Sample size

13. Non-participation
Setting

14. Setting of data collection

15. Presence of non-participants

16. Description of sample
Data collection

17. Interview guide

18. Repeat interviews

19. Audiol/visual recording

20. Field notes

21. Duration

22. Data saturation

23. Transcripts returned
Domain 3: analysis and findings
Data analysis

24. Number of data coders

25. Description of the coding tree

26. Derivation of themes

27. Software

28. Participant checking
Reporting

29. Quotations presented

30. Data and findings consistent

31. Clarity of major themes

32. Clarity of minor themes

Methods (4.2.4)
N/A

Methods (4.2.4)
Methods (4.2.4)
Methods (4.2.4)

Methods (4.2.2)
Methods (4.2.2)
Methods (4.2.4)

Methods (4.2.5)

Methods (4.2.2)
Methods (4.2.1)
Methods (4.2.2)
Methods (4.2.2)

Methods (4.2.2)
Methods (4.2.2)
Methods (4.2.2)

Methods (4.2.1)
N/A
Methods (4.2.2)
Methods (4.2.5)
Methods (4.2.4)
N/A
N/A

Methods (4.2.5)
N/A

Findings (4.3) & Table 4.2

N/A
N/A

Findings (4.3)
Findings (4.3)
Findings (4.3)
Findings (4.3)




Appendix H: Systematic review study search strateqy

Search Strategy

| Searches

pt A — Population

Chronic kidney failure (MeSH)

End stage renal disease (MeSH)

Peritoneal dialysis (MeSH)

Dialysis (MeSH)

Home hemodialysis (MeSH)

Hemodialysis units, hospital (MeSH)

Haemodialysis* (tw)

Hemodialysis* (tw)

9 “Peritoneal Dialysis*” (tw)

10 renal* (tw)

11 Kidney* (tw)

12 “Chronic kidney disease*” (tw)
13 “End stage renal disease*” (tw)
14 “End stage kidney disease*” (tw)
15 “End stage kidney failure” (tw)
16 HD (tw)

17 PD (tw)

18 CKD (tw)

19 ESRD (tw)

20 ESKD (tw)

21 ESKF (tw)

22 OR[1-21]

Concept B — Study design

23 Qualitative research (MeSH)
24 Interview, Psychological (MeSH)
25 Focus Groups (MeSH)

26 Qualitative* (tw)

27 “Interview™*” (tw)

28 “Focus groups*” (tw)

29 Experience* (tw)

30 Belief* (tw)

31 Attitude* (tw)

32 View* (tw)

33 Perception* (tw)

34 Aware* (tw)

35 Feeling* (tw)

36 Understand* (tw)

37 Opinion* (tw)

38 Observ*(tw)

39 Recognition (tw)

40 Perspective* (tw)

41 OR [23-40]

Concept C - Experience

42 “Illness perception*” (tw)

43 “Illness representation*” (tw)
44 “Illness cognition*” (tw)

45 “Illness belief*” (tw)

46 “Common sense model” (tw)
47 CSM (tw)

48 “Self-regulation model” (tw)
49 SRM (tw)

50 “illness experience*” (tw)

51 OR (42-50)

22 AND 41 AND 51
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Appendix |: Systematic review study CASP checklist

Critical Appraisal Skills Programme Qualitative (CASP) Checklist

ltems

Can’t

Yes tell No
Was there a clear statement of the aims of the research? 1,234
Is a qualitative methodology appropriate? 1,234
Was the research design appropriate to address the aims of 1,234
the research?
Was the recruitment strategy appropriate to the aims of the 1,2,4 3
research?
Was the data collected in a way that addressed the research 1,2,3,4
issue?
Has the relationship between researcher and participants been 1, 2, 4, 3
adequately considered?
Have ethical issues been taken into consideration? 1,

Was the data analysis sufficiently rigorous?

Is there a clear statement of findings?

How valuable is the research? (e.g., contribution to existing
knowledge)

el

SIS SR
wwww
I N N

1, Sharma et al. (2020); 2, Keskindag et al. (2021); 3, Karamanidou et al. (2014); 4, Rees et al. (2018).
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Appendix J: Systematic review study COREQ checklist

Consolidated Criteria for Reporting Qualitative Research (COREQ) checklist
Items Studies
Personal Characteristics

Interviewer/facilitator identified 1,2
Occupation 1, 2,3,
Gender 1,2,3
Experience and training 2
Relationship with participants
Relationship established 1,2, 4
Participant knowledge of the interviewer 1,34
Theoretical framework
Methodological orientation and theory 3,4
Participant selection
Sampling strategy 2,4
Method of approach 1,2,3
Sample size 1,2,3,4
Non-participation 2,3
Setting
Setting of data collection 1,2,3
Presence of non-participants 1,2
Data collection
Interview guide 1,2,
Audio/visual recording 1,2,3,
Duration 1,2,3
Data saturation

4
1 1 4

Data analysis
Number of data coders 1,2
Description of the coding tree 2,3
Derivation of themes 1,2,3
Use of software
Participant checking
Reporting
Quotations presented

Clarity of major and minor themes

1,2,3,4
Consistency between data and findings 1,2,3,4
1,2,3,4

al. (

1, Sharma et al. (2020); 2, Keskindag et al. (2021); 3, Karamanidou et al. (2014); 4, Rees et



Appendix K: Systematic review studies’ representation of illness perception domains

Studies representation in Common Sense Model of Self-Regulation

Identity Timeline Control/Cure Consequences Cause
[1] \ v v
2] v v v v
[3] v v v v v
[4] v v v v v

1, Sharma et al. (2020); 2, Keskindag et al. (2021); 3, Karamanidou et al. (2014); 4, Rees et al. (2018).
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Appendix L: Detailed thematic representation of the synthesis

Detailed thematic representation of the synthesis

Overarching themes

Inductively developed themes/subthemes

Identity

Cause

Control/Cure

Timeline

Consequences

1. Understanding changes 1.1 Attempts
caused by CKD 1.2 Barriers
2. Causal beliefs 2.1 Risk factors
2.2 Differences between patients
and HCP’ beliefs
3. Coping with treatment 3.1 Avoidance of negative
burden thinking
3.2 Positive outlook

3.3 Support sources

4. Treatment beliefs 4.1 Conflicting prognosis beliefs

4.2 External forces/control

7

4.3 Benefits of HD at initiation
4.4 Cure is transplant
5. Impact of HD 5.1 Physical functioning
5.2 Psychological aspect
5.3 Social life
6. Adaptation process 6.1 Dialysis vintage
6.2 Forced adjustment
6.3 Adherence vs non-adherence

6.4 Acceptance
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Appendix M: UH Ethics approval for longitudinal study

University of
Hertfordshire UH

HEALTH, SCIENCE, ENGINEERING AND TECHNOLOGY ECDA
ETHICS APPROVAL NOTIFICATION

T Buse Keskindag

cc Dr Shivani Shama

FROM Or Rosemary Godbold, Health, Science, Engineering & Technology ECDA Vice
Chair

DATE 27042021

Protocol number: LMS/PGRUH/D4505

Title of study: The frajectory of illness perceptions in patients with End Stage Renal

Disease being treated by haemodialysis or peritoneal dialysis

Your application for ethics approval has been accepted and approved with the following
conditions by the ECDA for your School and includes work undertaken for this study by the
named additional workers below:

no additional workers named

General conditions of approval:

Ethics approval has been granted subject to the standard conditions below:

Pemmissions: Any necessary permissions for the use of premises/location and accessing
participants for your study must be obtained in writing prior to any data collection
commencing. Failure to obtain adequate permissions may be considered a breach of this
protocol.

External communications: Ensure you quote the UH protocol number and the name of the
approving Committee on all papersork, including recruitment advertisements/online requests,
fior this study.

Invasive procedures: If your research involves invasive procedures you are required to
complete and submit an ECT Protocol Monitoring Form, and copies of your completed
consent paperwork to this ECDA once your study is complete.

Submission: Students must include this Approval Notification with their submission.

Validity:
This approval is valid:
From: 27042021

To: 31/01/2023
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Appendix N: TRNC Ethics approval for longitudinal study

TURKISH REFUBLIC OF NORTHERN CYPRUS
MINISTRY OF HEALTH
MAMAGEMENT OF INPATIENT TREATMENT
DR. BURHAN NALBANTOGLU STATE HOSPITAL

File number: YTIKI1.01-623-20/E.1915 29th [une 2020
RE: Ethics Committee decision about Buse Keskindag's study.

To whom it may concern,

According to the meeting of the Ethics Committee held on 25% June 2020, we have made a
decision that it is ethically convenient for the study entitled "Longitudinal Assessment of
Ilness Experiences of Patients with Chronic Kidney Disease” to be conducted at the Nicosia
Dr.Burhan Nalbatoglu State Hospital, Famagusta State Hospital, Kyrenia Akcicek State
Hospital and Cengiz Topel Hospital.

By respectfully submitting, we wish you success.

e-signed
Sonug BUYUK
Deputy Chief Physician
To be submitted: Information:
Nicosia Dr.Burhan Nalbatoglu State Hospital Management of Inpatient
Famapusta State Hospital Treatment
Kyrenia Akcigek State Hospital
Cengiz Topel Hospital

Note: This derument has been electronically signed in accordance with 6 article of the Regulation of Electronic
Sipnatures (93,/2007).

Bedrettin Demirel Street - Ortakiy Forinformatien: Havva GONDOGDU
Tel: (392) 228 54 41 Secretary of Chief Physician
Fax: (392)223 1899
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pa—___ .
2
Ev )
?333‘:
KUZEY KIBRIS TURK CUMHURIYETE
SAGLIK BAKANLIGI
Yatakl: Tedavi Kurumlar Dairesi Miidiirligii
Dr. Burhan Nalbantoglu Devlet Hastanesi
Sayi Y TELO1-629-20VE 1913 29 Hazivan 2020
Konu :Buse KESKINDAG ! Etik Kurulu :
lik.
DAGITIM YERLERINE

Hertfordshire Universitesi Yagam ve Tip Bilimleri fakiiltesi Psikoloji béliunt Doktora
Tezi Ofrencisi Buse KESKINDAG " Kronik Bébrek Yetmezligi Hastalanmn Hastalik
Deneyimlerininin Boyamsal olarak incelenmesi” komuln arastumas: igin, 25 Haziran 2020
tarihinde Etik Kurolmon yapms oldugn toplantda |, Dr. Buthan Nalbantogla Devlet
Hastanesi, Gime Akegicek Hastanesi Gazimagusa Devlet Hastanesi ve Cengiz Toplel
Hastanesinde galigma yapmas Etik Kurulunca wypm goriihmibigtie

Gereg igim bilglernize, Saymlaunla arz ederim.

ﬁ a=imzaldir
Sonug BUYUE

Bashelkim Bag ¥rd.
Etik Kwulu ¥anetim Eurulu Uyesi

Ek : 26 Haziran 2020 tarihli sayil yazi.

Dragatum: _
Geregi: Bilgi:

D, Buthan MNalbantodlu Deviet Hastanesi Yatakl Tedavi Kurunlar Drairesi MMidiicligii
Girne Dr. Alkgigek Hastanesi

Gazimagusa Devlet Hastanest

Cengiz Topel Hastanesi

Mil: 93/2007 sayil Elektronik fmza Yasns ‘g &.raddesi paredi b belre elebiranik ime s inalymnge

Bedretiin Demirel Caddes] - Ortakay . Bilg il Hawva GUNDOGDU
Tel: (392} 225 54 41 Bashekim Sebweter

Fax: (307) 223 1899
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Appendix O: Longitudinal study participant information sheet

PARTICIPANT INFORMATION SHEET
Information about the study

A group of local researchers as well as researchers at the University of Hertfordshire, working in the
field of healthcare, are interested in understanding illness related experiences of CKD patients. The
researchers would like to know about patients’ thoughts and experiences about kidney disease.

Title of the project: Longitudinal assessment of illness experiences of patients with chronic
kidney disease

You are being invited to take part in the above study. Before you decide to do so, it is important that
you understand the research that is being carried out. Please take the time to read the following
information carefully and discuss it with others if you wish. Do not hesitate to ask a member of the
research team anything that is not clear. Please take your time to decide whether you wish to take
part. Thank you for reading this information sheet.

What is the purpose of this study?

The treatment for kidney disease is known to impact several aspects of a patient’s life. This includes
taking medications, and restrictions on food and fluids. Patients also experience restrictions on their
time due to the need to visit hospital frequently. The aim of this research is to understand how the
beliefs that patients hold about CKD change over time and whether there is a relationship of any
changes to other markers of patient well-being such as mood. As we are interested in how illness
related beliefs change over-time, patients who agree to participate in the study will be contacted at set
time points to identify how they experience their illness. However, joining the study does not mean
that you are obligated to participate in it throughout. You may change your mind at any time, and this
will not affect that care that you receive.

Why have | been approached?

You have been invited to take part in this research as you have been diagnosed with CKD. Therefore,
we would like to invite you to share your beliefs about kidney disease.

Do | have to take part?

Participation in this study is voluntary. A decision not to take part, or a decision to take part will not, in
any way, affect the standard of care that you receive.

What does ‘taking part’ involve?

If you wish to participate or if you would like to discuss the study further, please contact the
researcher, Buse Keskindag at Tel: 00905338473883 or b.keskindag@herts.ac.uk

This study will take place at three different time points within one year and you will be asked to
complete a questionnaire pack related to your experiences about CKD. Before approaching at each
point, the researcher will check whether you are happy to continue.

The researcher will contact you via telephone. We will arrange a suitable date and time to implement
the questionnaire, which will take 30 to 40 mins.

Please be aware that if you do decide to take part you should indicate your agreement with informed
consent. If you decide to take part you are free to withdraw at any time, and without giving a reason.

Any data you have provided as part of the research up to the point of withdrawal may still be used but
will be managed securely at all times, as detailed in the section ‘Will my taking part in this project be
kept confidential ?’.

What are the advantages and disadvantages of taking part?
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Participating in the research is not anticipated to cause you any discomfort. Although there are no
immediate benefits for those people participating in the project, it is hoped that this work will have a
positive impact on efforts to design interventions to enhance the quality of life of patients in future.

If you feel any discomfort due to sharing your thoughts and feelings about kidney disease, you will be
directed to contact a professional who is experienced in helping patients who are experiencing
distress. We will provide you with the contact details.

Will my taking part in this project be kept confidential?

All the information collected about you during the study will be kept strictly confidential and processed
in line with the General Data Protection Regulation (GDPR). The legal basis for processing your data
is because it is necessary for the performance of a public function and carried out in the public
interest [Article 6(1)(e) GDPR]. Your medical and demographic data requires an additional reason for
processing which is that it is necessary for archiving purposes in the public interest, scientific or
historical research purposes or statistical purposes [Article 9(2)(j)]. To maintain confidentiality your
data will be anonymised at an early point. Only Buse Keskindag as a member of the research team
will have access to information that may identify you. You will not be able to be identified in any
reports. Any data collected about you via the questionnaire will be stored in a file protected by a
password. In addition to Buse, the supervisor of this study may have access to anonymised numerical
data of the questionnaires. Electronic copies of numerical data may be stored for up to 5 years for the
purpose of publication after which they will also be destroyed.

Who is organising the research?

This project is a part of PhD programme supervised by Dr Shivani Sharma ([Principal Investigator],
University of Hertfordshire, UK), Prof Ken Farrington (University of Hertfordshire, UK), Dr Deren
Oygar (Dr Burhan Nalbantoglu Nicosia State Hospital, Northern Cyprus) and Prof Biran Mertan
(Bahgesehir Cyprus University, Northern Cyprus). The questionnaires will be implemented by Buse
Keskindag.

Who has ethically reviewed the project?

This project is ethically reviewed by the Ethics Committee of Ministry of Health in Turkish Republic of
Northern Cyprus (YTIKI 1.01-629-20/E.1915). If you have any concerns or questions, please do not
hesitate to contact the Administrative Department in the State Hospital that you receive your
treatment. The research also has ethical approval from the University of Hertfordshire Health,
Science, Engineering and Technology Ethics Committee with Delegated Authority
(LMS/PGR/UH/04505). The University’s regulations regarding the conduct of studies involving human
participants can be found at this link:

https://www.herts.ac.uk/about-us/governance/university-policies-and-requlations-uprs/uprs

Participation in future research:

Your contact details will be kept separately from this study on a password protected file and agreeing
to be contacted does not oblige you to take part in future research.

What will happen with the results of the research?

The results of this study will be used to further knowledge in the study area and to promote
understanding and recognition amongst clinicians about the way in which patients think and
experience about kidney disease. The results may also be published. Any information that could be
used to identify individuals will be removed from published material. If you wish to obtain a copy of the
published results, please feel free to request these from Buse Keskindag.

Contact for further information

Buse Keskindag, School of Life and Medical Sciences, University of Hertfordshire. Tel:
00905338473883 b.keskindag@herts.ac.uk
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KATILIMCI BiLGIi FORMU
Calisma ile ilgili bilgi

Saglik alaninda galisan bazi yerli arastirmacilar ile Hertfordshire Universitesi’'ndeki arastirmacilar
kronik bobrek hastalarinin hastalik deneyimlerini ve ilgili inanglarini anlamayi amaclamaktadir.

Proje adi: Kronik bébrek yetmezligi olan hastalarin hastalikla ilgili deneyimlerinin boylamsal
olarak incelenmesi

Sizi bu ¢alismaya katilimci olarak davet ediyoruz. Karar vermeden 6nce yapilacak olan galismayi
anlamaniz ¢ok énemlidir. Litfen bu formu dikkatli bir sekilde okuyun, istediginiz takdirde baskalari ile
de tartisabilirsiniz. Sorunuz varsa lutfen arastirmaciya iletiniz. Calismaya katilma ile ilgili kararinizi
lGtfen iyi dUsunerek veriniz.

Bu bilgi formunu okudugunuz igin tesekkir ederiz.
Calismanin amaci

Bobrek yetmezligi tedavisi hastalarin hayatlarinin birgok yoniinii etkiledigi bilinmektedir. Ornegin, ilag
tedavisi ve yeme ve igme dizeninde uygulanan kisitlanmalar bunlardan bazilaridir. Ayrica, hastalar
dizenli olarak hastaneyi ziyaret etmek zorunda olduklarindan bu da hayatlarini genel anlamda
etkileyebilmektedir. Bu arastirmanin amaci, hastalarin kronik bébrek hastaliyi hakkindaki inanglarinin
zaman i¢inde nasil degistigini ve duygu durum gibi iyilik hali yordayicilari ile iligkili herhangi bir
degisiklik olup olmadigini anlamaktir. Hastalikla ilgili inang¢larin zaman iginde nasil degistigiyle
ilgilenecegimiz icin, calismaya katilmayi kabul eden hastalarla, hastaliklarini nasil deneyimlediklerini
belirlemek igin belirli zamanlarda iletisime gegilecektir. Ancak, bu galismaya katilmak, arastirmanin
pargasi olan diger calismalara katilmak zorunda oldugunuz anlamina gelmez. Fikrinizi istediginiz
zaman degistirebilirsiniz ve bu degisiklik aldiginiz tedavi surecinizi herhangi bir sekilde
etkilemeyecektir.

Niye davet edildim?

Kronik bébrek hastaligi tedavisi aldiginiz i¢in bu ¢calismaya davet edildiniz. Bu anlamda, bir hasta
olarak disUcelerinizi bizimle paylagsmaya size davet ediyoruz.

Katilim zorunlu mu?

Calismaya katihm gonulludir. Calismaya katilmaya zorunlu degilsiniz, katiima durumunda bile
istediginiz zaman ¢ekilme hakkiniz vardir ve bundan dolayi bir sebep belitmek zorunda degilsiniz. Bu
durum tedavi sirecinizi etkilemeyecektir.

Calismaya katilmak

Calismaya katilmaya karar verdiyseniz ve/ya daha fazla bilgi edinmek istiyorsaniz, arastirma ekibi
Uyesi Buse Keskindag@’a ulasabilirsiniz. Tel: 0533 847 3883 b.keskindag@herts.ac.uk

Bu arastirma bir yil iginde iki veya Ug farkli zamanda yapilacak ve kronik bébrek hastaligi ile ilgili
deneyimlerinizle ilgili bir anket doldurmaniz istenecektir. Her ¢calisma zamaninda ¢alismaya katilacak
olan hasta ile iletisime gegilip, katilimci olmaya halen rizasi olup olmadigdi arastirmaci tarafindan
sorulacaktir.

Anketin uygulanmasi igin 30 ila 40 dakika sirmesi beklenmektedir. Bu nedenle énceden size uygun
tarih ve saatte telefon araciligi ile randevu ayarlanacaktir.

Katilmaya karar verirseniz, arastirmaci tarafindan hazirlanan yazili onay formu doldurarak galismaya
katilmaya riza gosterdiginizi belirtmeniz gerekecektir.

Katilmanin avantaj ve dezavantajlar

Bu ¢alismaya katilmanizin size bir rahatsizlik yaratacagini disinmuyoruz. Projeye katilimdan dolayi
katilimciya direkt olarak hemen bir avantaj s6z konusu olmasa da bu g¢alismanin ilerde hastalarin
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tedavi slrecine ayrica hastalarin yasam kalitelerini artiran psiko-egitimsel midahale programlarina
yarar saglayacagi dusundlmektedir.

Eger bdbrek hastahgi ile ilgili distince ve duygularinizi paylasmanizdan dolayi herhangi bir sekilde
rahatsiz hissedecek olursaniz, duygusal olarak sikinti yasayan bireylerle galismada deneyimli bir
profesyonele ydnlendirileceksiniz. Bununla ilgili iletisim bilgileri sizinle paylasilacaktir.

Projeye katilim gizli tutulacak mi?

Sizden elde edilecek tim veriler kesinlikle gizli tutulacak ve anonim olarak saklanacaktir. Calisma
ekibinden sadece Buse Keskinda@'in sizi tanitacak bilgilere erisimi olacaktir. Arastirma raporunda sizi
tanitabilecek higbir bilgiye yer veriimeyecektir. Gorlismede elde edilen veriler sifre ile korunan
dosyada saklanacaktir. Buse Keskindag disinda, proje danigsmani anonim sayisal veri dosyasina
ulasabilir. Elektronik olarak saklanacak anonim veriler 5 yila kadar yayim amaci ile saklanabilir, fakat
daha sonra kalici olarak silinecektir.

Bu arastirmayi kim diizenledi?

Bu galisma, Dr Shivani Sharma (sorumlu danisman, Hertfordshire Universitesi), Prof. Dr. Ken
Farrington (danisman, Hertfordshire Universitesi), Prof. Dr. Biran Mertan’in (yerel danisman,
Bahgesehir Kibris Universitesi) ve Dog. Dr. Deren Oygar (yerel danisman, Dr Burhan Nalbantoglu
Devlet Hastanesi) danismanliginda olan doktora arastirma programinin bir pargasidir. Anket,
arastirma ekibinden Buse Keskindag tarafindan uygulanacaktir.

Bu arastirmayi etik agidan kim degerlendirdi?

Bu calismanin yapilmasini Lefkosa Dr Burhan Nalbantoglu Devlet Hastanesi Etik Kurulu etik agidan
uygun bulmustur. Sorunuz veya endiselerinizi tedavi aldiginiz Hastane’nin idari Bélimi’'ne
cekinmeden iletebilirsiniz. Calisma ayrica Hertfordshire Universitesi’nden etik onay almistir.

Gelecekteki ¢alimalara katilmak

iletisim bilgileriniz bu calisma verilerinden ayri olarak sifre korumali bir dosyada saklanacaktir. ileriki
calismalar icin sizinle iletisime gecilmesi ¢alismalara katihm zorunlulugu getirmez.

Calisma bulgularina ne olacak?

Calisma bulgulari, ilgili calisma alanina katkida bulunmasi ve klinisyenlerin bébrek yetmezligi olan
hastalarin dugtncelerini ve algilarini anlamalari i¢in yarar sagdlayacaktir. Calisma bulgulari
yayimlanabilir. Yayimlanacak olan raporlarda, katilimcilari tanitabilecek higbir bilgiye yer
verilmeyecektir. Yayimlanandiktan sonra raporun bir kopyasina erigmek istiyorsaniz Buse
Keskindag’a ulasabilirsiniz.

Daha fazla bilgi i¢in iletigsim bilgileri
Buse Keskindag, Fen ve Tip Bilimleri Fakdiltesi, Hertfordshire Universitesi, Tel: 0533 847 3883

b.keskindag@herts.ac.uk
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Appendix P: Longitudinal study informed consent form

Site ID Code:

Participant identification number:

INFORMED CONSENT FORM

Title of the project: Longitudinal assessment of illness experiences in CKD

6.

| understand that my participation is voluntary and that | may choose to withdraw at any time
and without giving a reason. | understand that when | withdraw from the study, the researcher
can use the data provided after anonymised Please Initial YES NO

I confirm that | have been given enough information about the project and that | am satisfied

with the answers given to any questions | have asked about the project.

Please Initial YES NO

| confirm that | have been told that strict confidentiality will be maintained and that all information

| provide will be anonymised.

Please Initial YES NO

| understand that this is a longitudinal study and | may be contacted in future. | understand that

agreeing to be contacted does not oblige me to participate in any further studies.



393

Please Initial YES NO

10. | agree to take part in this project.

Please Initial YES NO

Name of Participant Date Signature

Name of person taking consent Date Signature
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AYDINLATILMIS ONAM FORMU

Hastane kodu:

Katilimci numarasi:

Proje adi: Kronik bobrek yetmezligi olan hastalarin hastalik ile ilgili deneyimlerinin
boylamsal incelenmesi

1 . Bu ¢alismaya katilimanin géndillii oldugunu biliyorum. istedigim zaman herhangi bir sebep
g6stermeden calismadan cekilebilebilecegdimi biliyorum. Calismadan ¢ekildigimde,
paylastigim veriyi arastirmacinin anonimlestirerek kullanabilecigini anladim.

Paraf Evet Hayir

2. Bana sunulan bilgileri okuyup anladigimi ve proje ile ilgili sorularimin cevaplarini aldigimi

onayliyorum
Paraf Evet Hayir

3. Kesin gizlilik hakkinda bilgilendirildigimi ve paylasacagim tim bilgilerin anonim olarak
kullanilacagini bildigimi onayliyorum.
Paraf Evet Hayir

4. Bu galismanin boylamsal bir arastirmanin pargasi oldugunu ve ileride tekrardan benimle
iletisime gecilebilecegini biliyorum. Fakat benimle iletisime ge¢gmelerinin gelecekteki
calismalara katilma zorunlugunu getirmeyecegini anladim.

Paraf Evet Hayir
5. Bu projeye katilmayi kabul ediyorum.
Paraf Evet Hayir
Katimcinin adi soyadi Tarih imza
Formu alan kisinin adi soyadi Tarih imza

Form dolduruldugunda, bir kopya katilimcida, bir kopya arastirmaci dosyasinda kalacak sekilde
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Appendix Q: Longitudinal study questionnaire

QUESTIONNAIRE
DEMOGRAPHIC INFORMATION FORM
1. Site Code: .ovivervieriennne.
2. Participant identification number: ......cccccooveivice i,
3. Gender: Male Female
A, A i,
5. Birthplace: North Cyprus Turkey Other .o,
6. How many years have you been living in Northern Cyprus? .......cccoceevviveeveveeeeinnenennn,
7. Religion: .o
8. Marital status: Single Married Separated Divorced Widow
9. Employment: Retired Full-time employee Part-time employee Housewife
Unemployed  Other .......ccccococue.....

10. Significant life event (e.g., divorce, death of loved one, job loss etc.):

11. Primary renal diSEase: ......cooevvveiiieicerie e
12. Hospitalisation: .......cccccevvereeenanne.. if yes, frequency: ....cccoveeveveeeecen,
13. Dialysis vintage (if appropriate): ....c.ccooveeoieveeeeiee e

14. Comorbidity Status: ....ccceveivvieeieiierieeeceeve.

Clinical characteristics:

15. Creatine: ...coovvvvveieiieie,
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16. Albumin: oo
17. Haemoglobin: ......ccocoevvviviiicinne

18. KT/V (if appropriate): .....cccceeveereeevcrennne,

Brief lliness Perceptions Questionnaire

For the following questions, please circle the number that best corresponds to your views:

How much does your kidney disease affect your life?

0 1 2 3 4 5 6 7 8 9 10
no affect at all severely
affects my life

How long do you think your kidney disease will continue?

0 1 2 3 4 5 6 7 8 9 10
avery forever
short time

How much control do you feel you have over your kidney disease?

0 1 2 3 4 5 6 7 8 9 10
absolutely extreme amount
no control of control

How much do you think your treatment can help your kidney disease?

0 1 2 3 4 5 6 7 8 9 10
not at all extremely
helpful
How much do you experience symptoms from your kidney disease?
0 1 2 3 4 5 6 7 8 9 10
no symptoms many severe
at all symptoms

How concerned are you about your kidney disease?

0 1 2 3 4 5 6 7 8 9 10
not at all extremely
concerned concerned

How well do you feel you understand your kidney disease?

0 1 2 3 4 5 6 7 8 9 10
don't understand understand
at all very clearly

How much does your kidney disease affect you emotionally? (e.g. does it make you angry, scared, upset or
depressed?

0 1 2 3 4 5 6 7 8 9 10
not at all extremely
affected affected

emotionally emotionally
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Please list in rank-order the three most important factors that you believe caused your kidney disease. The
most important causes for me:-

1.
2.

PATIENT HEALTH QUESTIONNAIRE-9

(PHQ-9)

Over the last 2 weeks, how often have you been M

) ore Nearly
bothered by any of the following problems? (Use “V” to Several than half  every
indicate your answer) Not at all days thedays  day
1. Little interest or pleasure in doing things 0 1 2 3
2. Feeling down, depressed, or hopeless 0 1 2 3
3. Trouble falling or staying asleep, or sleeping too much 0 1 2 3
4. Feeling tired or having little energy 0 1 2 3
5. Poor appetite or overeating 0 1 2 3
6. Feeling bad about yourself — or that you are a failure or

. 0 1 2 3

have let yourself or your family down

7. Trouble concentrating on things, such as reading the 0 1 5 3

newspaper or watching television

8. Moving or speaking so slowly that other people could have
noticed. Or the opposite — being so fidgety or restless that 0 1 2 3
you have been moving around a lot more than usual

9. Thoughts that you would be better off dead or of hurting
yourself in some way

For oFrice coping __ 0 + + +

=Total Score:
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If you ticked any problems, how difficult have these problems made it for you to do your work,
take care of things at home, or get along with other people?

Not difficult Somewhat Very Extremely
at all difficult difficult difficult

[] [] [] []

Calder Fatigue Scale

Instructions:

We would like to know more about any problems you have had with feeling tired, weak or lacking in
energy in the last month. Please answer ALL the questions by ticking the answer which applies to you
most closely. If you have been feeling tired for a long while, then compare yourself to how you felt
when you were last well. Please tick only one box per line.

less than no more than | more than much more

usual usual
usual than usual

do you have problems with tiredness?

do you need to rest more?

do you feel sleepy or drowsy?

do you have problems starting things?

do you lack energy?

do you have less strength in your muscles?

do you feel weak?

do you have difficulties concentrating?

do you make slips of the tongue when
speaking?

do you find it more difficult to find the
right word?
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better than
usual

no worse than
usual

worse than
usual

much worse

than usual

how is your memory?

Instructions:

Dialysis Symptom Index

If you receive dialysis treatment, below is a list of physical and emotional symptoms that people on

dialysis may have. For each symptom, please indicate if you had the symptom during the past week by
circling “yes” or “no.” If “yes”, please indicate how much that symptom bothered you by circling the

appropriate number.

During the past week:

Did you experience this symptom?

I‘f Ily e sll:

How much did it bother you?

Notatall A little bit Some-what Quite a bit

Very much
1. Constipation NO
VED 1 3 4
2. Nausea NO
YES
1 2 3 4
3. Vomiting NO
YES 1 2 3 4
4. Diarrhea NO
YES 1 2 3 4
5. Decreased appetite NO
YES
1 2 3 4
6. Muscle cramps NO
YES 1 2 3 4 5
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7. Swelling in legs NO
YES
1 2 3 4
8. Shortness of breath NO
YES 1 2 3 4 5
9. Light-headedness or dizziness NO
YES
1 2 3 4
10. Restless legs or NO
difficulty keeping
I_f ”yes”.'
During the past week: How much did it bother you?
Did you experience this symptom?
Notat Alittle Some-  Quitea Very much
all bit what bit Y
11. Numbness or tingling in feet NO
YES 1 2 3 4 5
12. Feeling tired or lack of energy NO
YES
1 2 3 4 5
13. Cough NO
YES
1 2 3 4 5
14. Dry mouth NO
YES 1 2 3 4 5
15. Bone or joint pain NO
YES 1 2 3 4 5
16. Chest pain NO
YES
1 2 3 4 5
17. Headache NO
YES 1 2 3 4 5
18. Muscle soreness NO
YES 1 2 3 4 5
19. Difficulty NO
concentrating
YES 1 2 3 4 5
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20. Dry skin NO
YES 2 3 4 5
21. Itching NO
YES 2 3 4 5
22. Worrying NO
YES ) 3 4 5
I-fllyesll:
During the past week: How much did it bother you?
Did you experience this symptom?
Not at all A little bit Some-what Quite a bit Very much
23. Feeling nervous NO
YES 1 3 4 5
24.  Trouble falling NO
asleep VES
1 3 4 5
25. Trouble staying
asleep NO
YES 1 3 4 5
26. Feeling irritable NO
YES 1 3 4 5
27. Feeling sad NO
YES
1 3 4 5
28. Feeling anxious NO
YES
1 3 4 5
29. Decreased interest NO
in sex
YES 1 3 4 5
30. Difficulty becoming NO
sexually aroused
YES 1 3 4 5
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HASTALIK DENEYiMi DEGERLENDIRME ANKETi
Anket No:

Anket Tarihi:

Bu anket calismasi, bobrek hastalarinin hastaliklarini nasil deneyimledigini anlamayi amaglanmaktadir.

Litfen bu anketi olabildigince dirust, eksiksiz ve dogru bir sekilde tamamlayiniz.

DEMOGRAFiK BiLGi FORMU

1. Hastane kodu: ....c.ccceovveeeinnee.

2. Katilimci ID numMarast: ....cceeceeeeneeineceenenen,

3. Cinsiyet: Erkek Kadin

A, YaS: ciieiieee e

5. Dogum yeri: Kibris Turkiye DiBEr wovivvieeeeeiiee e,
6. Kag senedir Kuzey Kibris'ta yagiyorsunuz? .......cocceeceveereseeerenneennns

7. Dint i

8. Medeni durum: Bekar Evli Ayri Bosanmig Dul

9. Calisma durumu:

Emekli  Tam zamanl calisan Yari zamanl calisan Ev hanimi Issiz

10. Deneyimlediginiz olumsuz yasam olayi (varsa, 6rnegin, bosanma, sevdiginiz birinin 81Um{,
isinizi kaybetmeniz vb.):

11. Baslica bobrek bozuklUgU: .......c.ooveiiieeee e
12. Hastaneye yatirilma: Evet /Hayir - Evetise, SIKI8I: oo

13. Diyaliz slresi ve cesidi (eger diyaliz allyorsaniz): ....ccoooeveeivececicieice s HD /PD/ diet
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14. Komorbidite durumu (es zamanl baska hastali8iNiz varsa): ..o eeevcevceieeceen

Klinik 6zellikler:

15. Keratin: cooveeevveeieiiie

16. Albumin: oo,
17. Hemoglobin: ..cccevviceiiiieiec

18. KT/V (eger diyaliz aliyorsaniz): .....cccocoveeeeeeveerennns
Kisa Hastalik Algi Olgegi

Asagidaki sorular icin, sizin gdrislerinize en fazla uyan numarayi Iitfen cember icine alin:

Bobrek hastaliginiz hayatinizi ne kadar etkilemekte?

0 1 2 3 4 5 6 7 8 9 10
hic yasamimi ciddi
etkilemiyor Olctde etkilemiyor

Bobrek hastaliginizin ne kadar siirecegini duslinlyorsunuz?

0 1 2 3 4 5 6 7 8 9 10
cok kisa omir boyu
sUre

Bobrek hastaliginizin Gzerinde ne kadar kontroliiniiz oldugunu hissediyorsunuz?

0 1 2 3 4 5 6 7 8 9 10

kesinlikle hicbir tamamen kontrolim altinda
Kontrolim yok

Tedavinizin bobrek hastaliginiza ne 6lglide yardimci olabilecegini diisiintiyorsunuz?

0 1 2 3 4 5 6 7 8 9 10

hi¢ yardimci oldukga yardimci
degil

Bobrek hastaliginiza bagli sikayetleri hangi 6lglide yasiyorsunuz?

0 1 2 3 4 5 6 7 8 9 10

hicbir cok ciddi sikayetlerim
sikayetim olmuyor oluyor

Bobrek hastaliginiz icin ne kadar endiselisiniz?

0 1 2 3 4 5 6 7 8 9 10

hi¢ endiseli cok endiseliyim
degilim
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Bobrek hastaliginizin ne oldugunu ne kadar iyi anladiniz?

0 1 2 3 4 5 6 7 8 9 10
hic cok net anladim
anlamadim

Bobrek hastaliginiz duygusal olarak sizi ne kadar etkilemekte? (6r: Sizi sinirli, Grkek, ztintali veya
¢cokkin yapiyor mu?)

0 1 2 3 4 5 6 7 8 9 10
duygusal olarak hig duygusal olarak ¢cok
etkilemiyor etkiliyor

Lutfen Bobrek hastaliginiza sebep olduguna inandiginiz en énemli ti¢ faktora (olayi) diizenli bir sekilde

listeleyin. Benim igin en énemli sebepler :

HASTA SAGLIK ANKETI-9 (PHQ-9)

Son 2 hafta icerisinde, agagidaki sorunlardan herhangi

Giinlerin Hemen

biri sizi ne siklikla rahatsiz etti? (Cevabinizi “V” Higbir Bazi yaridan hemen
isaretiyle gdsteriniz) zaman giinler fazlasinda her giin
1. Bir seyleri yapmaya az ilgi veya zevk duymak 0 1 2 3

2. Uzgiin, depresif veya umutsuz hissetmek 0 1 2 3

3. Uykuya dalmada veya uyumaya devam etmekte zorluk,

veya ¢ok fazla uyumak 0 1 2 3
4. Yorgun hissetmek veya enerjinizin az olmasi 0 1 2 3
5. Istahsizlik veya ok fazla yemek 0 1 2 3

6. Kendinizi kotu hissetmeniz — veya kendinizi basarisiz ya
da kendinizi veya ailenizi hayal kiriklidina ugrattiginizi 0 1 2 3
disiinmeniz
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7. Gazete okumak veya televizyon seyretmek gibi faaliyetlerde

dikkatinizi toplamakta gii¢lik cekmeniz 0 1 2 3
8. Baskalarinin fark edebilecegi kadar yavas hareket etmeniz
veya konusmaniz? Veya tam aksine— normalden ¢ok daha
fazla hareket edecek kadar kipir kipir veya huzursuz 0 1 2 3
olmaniz
9. Olmiis olsaniz daha iyi olacaginiz veya bir sekilde kendinize 0 1 2 3
zarar verme dusunceleri
0+ +
=Total
Bu sorunlardan herhangi birini igsaretlediyseniz, bu sorunlar isinizi yapmanizda, evinizle ilgili
isleri halletmenizde veya diger insanlarla olan iligkilerinizde ne kadar zorluk yaratti?
Hig zorluk Oldukega zorluk Cok zorluk Asin
derecede
yaratmadi yaratti yaratti zorluk
yaratti
[ [ [l
Chalder Yorgunluk Olgegi
Yénerge:
Son bir ayda kendinizi yorgun, giicsliz ya da enerijisi azalmis hissetmis olmanizla ilgili problemler
hakkinda daha fazla bilgi edinmek istiyoruz. Litfen TUM sorulari sizin icin en uygun olan cevabi
isaretleyerek cevaplayiniz. Kendinizi uzun zamandir yorgun hissediyorsaniz, en son iyi hissettiginiz
zamanla son bir aydaki durumunuzu karsilastiriniz. (Latfen her satirda yalnizca bir secenegi
isaretleyiniz).
Her Her zamanki | Her Her
zamankinden | kadar zamankinden | zamankinden
daha az daha fazla cok daha fazla

1-) Yorgunlukla ilgili sorunlariniz var mi?

2-) Dinlenmeye ihtiyag duyuyor musunuz?
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3-) Kendinizi uykulu veya uyusuk
hissediyor musunuz?

4-) Bir seye baslamakta sorun yasiyor
musunuz?

5-) Enerjinizde azalma hissediyor
musunuz?

6-) Kaslarinizin kuvvetinde azalma
hissediyor musunuz?

7-) Kendinizi gligstiz hissediyor musunuz?

8-) Konsantre olmakta zorlaniyor
musunuz?

9-) Konusurken diliniz str¢liyor mu?

10-) Konusurken dogru s6zctigu bulmakta
zorlaniyor musunuz?

Her
zamankinden
daha iyi

Her zamanki
gibi

Her
zamankinden
daha koti

Her
zamankinden
¢ok daha kotii

11-) Hafizaniz nasil?

Diyaliz Semptom indeksi

Yonerge:

Eger diyaliz tedavisi aliyorsaniz, litfen cevaplayiniz. Asagidaki listede, diyaliz tedavisi alan hastalarin

deneyimleyebilecegi semptomlar yer almaktadir. Eger bu semptomlari deneyimliyorsaniz lUtfen size

uygun olan cevabi yuvarlak icine aliniz.

Gegen hafta boyunca asagidaki semptomu yasadiniz mi?

“Evet” ise:

Sizi ne kadar etkiledi?

Hic Biraz

Bazen

Cok Az |Cok

Fazla
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1. Kabizlik Hayir
Evet—>
2. Bulanti Hayir
Evet—>
3. Kusma Hayir
Evet—>
4. ishal Hayir
Evet—>
5. istahta azalma Hayir
Evet—>
6. Kas kramplari Hayir
Evet—>
7. Bacaklarda sislik Hayir
Evet—>
8. Nefes darhigi Hayir
Evet—>
9. Sersemlik/bas donmesi Hayir
Evet—>
10. Bacaklari hareketsiz tutmada zorlanma  |Hayir
Evet—>
11. Ayaklarda uyusukluk veya karincalanma |Hayir
Evet—>
12. Yorgun hissetme veya enerjide azalma Hayir
Evet—>
13. Oksiirme Hayir
Evet—>
14. Agiz kurulugu Hayir

Evet—>
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15. Kemik veya eklem agrisi Hayir
Evet—>
16. GogUs Agrisi Hayir
Evet—>
17. Bas agrisi Hayir
Evet—>
18. Kas agrisi Hayir
Evet—>
19. Konsantre olmada zorluk Hayir
Evet—>
20. Deride kuruluk Hayir
Evet—>
21. Kasinti Hayir
Evet—>
22. Endiselenme Hayir
Evet—>
23. Sinirli hissetme Hayir
Evet—>
24. Uykuya dalmada zorlanma Hayir
Evet—>
25. Uykuyu strdtirmede zorlanma Hayir
Evet—>
26. Rahatsiz hissetme Hayir
Evet—>
27. Uzgiin hissetme Hayir
Evet—>
28. Kaygili hissetme Hayir

Evet—>
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29. Sekse ilgide azalma Hayir

Evet— 2 3 4
30. Cinsel yonden uyariilmada zorluk Hayir

Evet—> 2 3 4

Bu anket formunda sizin gegcen hafta yasadiginiz baska semptom belirtilmemis ise litfen

D TN Z. ettt

Zaman ayirdiginiz igin tesekklr ederiz.
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Appendix R: Longitudinal study debrief sheet

PARTICIPANT DEBRIEF SHEET

Title of the project: Longitudinal assessment of illness experiences in patients with
CKD

Thank you for participating in this study, which aimed to explore the illness related
experiences of patients living with chronic kidney disease. It is hoped that the results of the
research will help inform strategies aimed at supporting patients in adjusting to living with a
long-term condition.

Should you have any questions or queries about the study, please contact:

Buse Keskindag

Tel: 00905338473883
b.keskindag@herts.ac.uk

It is possible that talking about your iliness related experiences may have raised some
issues for you. If as a result of your participation in this study, you experienced any negative
feelings, please contact the Barig Psychiatric Hospital at 0392 6085441 - 6085479. As a
research student, | am unable myself to offer any further support but would strongly
encourage you to discuss your feelings with a trained professional.

Once again thank you for taking part in this study.


mailto:b.keskindag@herts.ac.uk
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KATILIMCI BiLGi EDINME FORMU

Proje adi: Kronik bobrek yetmezligi olan hastalarin hastalikla ilgili deneyimlerinin
boylamsal olarak incelenmesi

Calismaya katildiginiz i¢in tesekkur ederiz. Bu ¢alisma kronik bébrek yetmezligi olan
hastalarin hastaliklari ile ilgili inanglarini anlamayi1 amacglamaktadir. Cevaplariniz, kronik
hastaligina uyum saglamaya calisan hastalara yonelik gelistirilecek olan destek odakl
stratejilere katkida bulunacaktir.

Calismai ile ilgili herhangi bir sorunuz veya dislinceniz varsa litfen bizimle iletisime geciniz.
Buse Keskindag, Fen ve Tip Bilimleri Fakiiltesi, Hertfordshire Universitesi

Tel: 0533 847 3883
b.keskindag@herts.ac.uk

Hastaliginiz ile ilgili deneyimlerinizi paylasmaniz sizi rahatsiz etmis olabilir. Bu ¢alismaya
katiiminizdan dolayi olumsuz duygular deneyimlediyseniz, litfen Barig Ruh ve Sinir
Hastanesi ile 0392 6085441 — 6085479 numaralari aracilidi ile iletisime geciniz. Arastirma
ogrencisi olarak size destek verebilecek pozisyonda olmadigimdan, duygularinizi
tartisabileceginiz egitimli bir profesfonel ile iletisime gegmenizi tavsiye ederim.

Calismaya katildiginiz icin tekrardan tesekklr ederiz.


mailto:b.keskindag@herts.ac.uk
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Appendix S: UH Ethics approval for healthcare professionals qualitative interview study

University of
Hertfo I'dShII'E UH

HEALTH, SCIENCE, ENGINEERING AND TECHNOLOGY ECDA
ETHICS APPROVAL NOTIFICATION

TO Buse Keskindag

cC Dr Shivani Sharma

FROM Cr Simon Trainis, Health, Science, Engineering & Technology ECDA Chair
DATE 1WDE/2021

Protocol number: LMS/PGRUH/DA589

Title of study: Health care professionals’ perspectives on the psychosocial care

needs of Turkish Cypriot patients receiving dialysis.

Your application for ethics approval has been accepted and approved with the following
conditions by the ECDA for your School and includes work undertaken for this study by the
named additional workers beloa:

no additional workers named

General conditions of approval:

Ethics approval has been granted subject to the standard conditions below:

Peomissions: Any necessary pemissions for the use of premises/flocation and accessing
participants for your study must be obtained in writing prior to any data collection
commencing. Failure to obtain adequate permissions may be considered a breach of this
protocal.

External communications: Ensure you quote the UH protocol number and the name of the
approving Committee on all paperwork, including recruitment advertisements/online requests,
for this study.

Invasive procedures: If your research involves invasive procedures you are required to
complete and submit an EC7 Prolocol Meonitoring Form, and copies of your completed
consent paperwork to this ECDA once your study is complete.

Submission: Students must include this Approval Notification with their submission.

Validity:
This approval is valid:
From: 10/062021

To: 30M 12021
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Appendix T: TRNC Ethics approval for healthcare professionals qualitative interview study

TURKISH REPUBLIC OF NORTHERN CYPRUS
MINISTRY OF HEALTH
MANAGEMENT OF INPATIENT TREATMENT
DR. BURHAN MALBANTOGLU STATE HOSPITAL

File number: YTIKI1L.01-629-21/E.2419 11 August 2021
RE: Ethics Committee decision about Buse Keskindag's study.

To whom it may concern,

According to the meeting of the Ethics Committee held on 6% August 2021, we have made a
decision that it is ethically convenient for the study (code: 40/21) entitled "Health care
professionals’ perspectives on the psychosocial care needs of Turkish Cypriot patients
receiving dialysis” to be conducted at the Nicosia Dr.Burhan Nalbatoglu State Hospital,
Famagusta State Hospital, Kyrenia Akgigek State Hospital and Cengiz Topel Hospital.

By respectfully submitting, we wish you success.

e-signed
Sonug BUYUK
Deputy Chief Physician
To be submitted: Informaticn:
Nicosia Dr.Burhan Nalbatoglu State Hospital Management of Inpatient
Famagusta State Hospital Treatment
Kyrenia Akcigek State Hospital
Cengiz Topel Hospital

Mote: This decument has been electronically signed in accordance with 6 article of the Regulation of Electronic

Sipnatures (93,/2007).
Bedrettin Demire] Street - Ortakdy For informatien: Havva GUNDOGDU
Tel: (392) 22854 41 Secretary of Chief Physician

Fax: (392)223 1899
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KUZEY KIBRIS TORK CUMHURIYETI
SAGLIK BAKANLIGI
Yatakh Tedavi Kurumlan Dairesi Mitdiirliigti
Dr. Burhan MNalbantoglu Devlet Hastanesi

Sayn CYTEL.OL-629-21/E.2419 11 Afustos 2021
Konu  :Buse Keskindag'n Etik Kurulu hik.

DAGITIM YERLERINE

Hertferdshive Universitesi Psikoloji doktora d@rencisi Buse Keskindag'in 4021 proje
kodln "Saglik Calsanlarmn Divaliz Tedavisi Alan Hastalapn Psikesosyal Bakim
Gereksinimleri Haklandald Gorigleri™ baghkh dektora tezi 06 Agustos 2021 tarihinde etik
kwnlomnzue yapous oldugun toplantida Dr Burhan Nalbantoglu Devlet Hastanesi, Gime
Doktor Akcigel Hastanesi, Cengiz Topel Hastanesi ve GazimaZusa Devlet Hastanelennde
yapmas) uyaun ghnihnistic.

Geredi ipin bilgilerinize sumuhar.
ﬂ a=-imzahdir
Somig BUYUK
Baghekim ¥rd
Etik Kuruln Yénetim Kumuly Uyesi
Dragtom:
Gerefi: Bilgi:

Dr. Burhan Malbantogln Devlet Hastanesi Yataklh Tedavi Kurnmdars Dairesi Mildiligi
Girne Dr. Akeicek Haslanesi

Cengiz Topel Hastanesi

Gaziwagusa Devlet Hastanesi

Motz 932007 sayil Elekiranik Tosza Yasas ‘nin danaddesl sered bu belze eleitronik bnza e bnralasmgi,

Eedrettin Demise] Coddesi = Ortakdy - Bilg i¢inHavva GUNDOSDU
Tel: [39T) 238 54 41 Baghekin Sekretes

Fax; (3023223 1859
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Appendix U: Healthcare professionals gualitative interview study participant information

sheet

PARTICIPANT INFORMATION SHEET

1. Title of study
Health care professionals’ perspectives on the psychosocial care needs of
Turkish Cypriot patients receiving dialysis

2. Information about the study

You are being invited to take part in the above study. Before you decide to do so, it is
important that you understand the research that is being carried out. Please take the time to
read the following information carefully and discuss it with others if you wish. Do not hesitate
to ask a member of the research team anything that is not clear. Please take your time to
decide whether or not you wish to take part.

Thank you for reading this information sheet.
3. What is the purpose of this study?

A group of local researchers as well as researchers at the University of Hertfordshire,
working in the field of healthcare, are interested in understanding health care professionals’
perspectives on the psychological care of patients receiving dialysis in North Cyprus. The
treatment for advanced kidney disease and via dialysis is known to impact several aspects
of a patient’s life, including their mental well-being. The aim of this research is to understand
the experiences of healthcare professionals’ in caring for patients, with a focus on exploring
thoughts around patient well-being and the provision of psychosocial care.

4. Why have | been approached?

You have been invited to take part in this research as you work at the Nephrology
Department. Therefore we would like to invite you to share your experience and views on the
care needs of patients that extend beyond the provision of kidney replacement therapy.

5. Do | have to take part?

It is completely up to you whether or not you decide to take part in this study. If you do
decide to take part you will be given this information sheet to keep and be asked to sign a
consent form. Agreeing to join the study does not mean that you have to complete it. You
are free to withdraw at any stage without giving a reason. A decision to withdraw at any
time, or a decision not to take part at all, will not affect you in any way.

6. What does ‘taking part’ involve?

If you wish to participate or if you would like to discuss the study further, please contact the
researcher Buse Keskindag b.keskindag@herts.ac.uk.

The study will take place online via a university zoom account and involve a 1-1 interview
with the researcher. It will be arranged at a time that suits you. Participation is expected to
last up to 1 hour.


mailto:b.keskindag@herts.ac.uk
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Please be aware that if you do decide to take part you will be asked to indicate your
agreement with written consent form.

During the interview, you will be asked questions about your perspective and experience
related to how patients adjust to dialysis, what support is available to help patients cope with
the life impact of this and any opportunities to extend psychosocial care.

With your permission, the interviews will be audio recorded to help with transcription as part
of the data analysis and looking for themes in the views of health care professionals. Audio
recordings will be kept until the transcription, verification and analysis of the data is
complete, after which they will be securely destroyed. We anticipate that this may take 6
months.

7. What are the advantages and disadvantages of taking part?

Participating in the research is not anticipated to cause you any discomfort. Although there
are no immediate benefits, it is hoped that this work will have a positive impact on strategies
to enhance the quality of life of patients. We also expect that you will enjoy sharing your
views and experiences on patient care needs.

If you feel any discomfort due to sharing your perspective about patient experience, you will
be directed to contact a professional who is experienced in helping individuals who are
experiencing distress. We will provide you with the contact details.

8. Will my taking part in this project be kept confidential?

If you agree to take part, you will be asked to sign a consent form. This will include your name
but will be stored securely, password protected on university servers during the study period.
After this, all forms will be destroyed. Only the researcher and supervisor will have access to
this information. If you consent to your interview being audio recorded, the audio file will also
be stored on secure university servers. The recording will be located separately to your
consent form and deleted after transcription. All information shared will be anonymous, thus
not identifying you personally. Only anonymised transcripts will be stored by the supervisor
for up to 5 years and then deleted in an irretrievable manner. Your anonymity will only be
broken if you disclose anything that raises concerns about you or patients that you support.

9. What will happen to the data collected within this study?

Information will be analysed in order to look for themes across participants and summarised.
Data will be stored electronically in a password protected environment for a maximum of 5
years. It will be written up as part of a PhD in Psychology being undertaken by Buse
Keskindag via the University of Hertfordshire UK. The data may also be published in an
academic journal. In all cases, your anonymity will be maintained.

10. Will the data be required for use in further studies?

The data will not be used in any further studies.

11. Who has reviewed this study?

This project is also ethically reviewed by the Ethics Committee of Ministry of Health in
Turkish Republic of Northern Cyprus. If you have any concerns or questions please do not
hesitate to contact the Administrative Department in the State Hospital that you work at. The
research also has ethical approval from the University of Hertfordshire Health, Science,
Engineering and Technology Ethics Committee with Delegated Authority. The University’s
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regulations regarding the conduct of studies involving human participants can be found at
this link:
https://www.herts.ac.uk/about-us/governance/university-policies-and-requlations-uprs/uprs

12. Who can | contact if | have any questions?

If you would like further information or would like to discuss any details personally, please
get in touch with the researcher (Buse Keskindag) b.keskindag@herts.ac.uk or the
research supervisor (Dr Shivani Sharma) s.3.sharma@herts.ac.uk

Although we hope it is not the case, if you have any complaints or concerns about any
aspect of the way you have been approached or treated during the course of this study,
please write to the University’s Secretary and Registrar at the following address:

Secretary and Registrar
University of Hertfordshire
College Lane

Hatfield

Herts

AL10 9AB

Thank you very much for reading this information and giving consideration to
taking part in this study.


https://www.herts.ac.uk/about-us/governance/university-policies-and-regulations-uprs/uprs
mailto:b.keskindag@herts.ac.uk
mailto:s.3.sharma@herts.ac.uk
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Katilimci Bilgi Formu
1. Proje

Saglik ¢alisanlarinin diyaliz tedavisi goren hastalarin psikososyal bakim ihtiyaglarina
iligkin bakis agilar

2. Calisma hakkinda bilgiler

Sizi yukarda belirtilen arastirmaya katilimaya davet ediyoruz. Bunu yapmaya karar vermeden
once, yapilmakta olan arastirmayi anlamaniz énemlidir. Asagidaki bilgileri dikkatlice okumak
icin zaman ayirip, dilerseniz bagkalariyla tartisabilirsiniz. Arastirma ekibine soru sormaktan
cekinmeyiniz.

3. Bu galigmanin amaci nedir?

Saglik hizmetleri alaninda c¢aligsan Hertfordshire Universitesi'ndeki aragtirmacilarin yani sira
bir grup yerel arastirmaci, Kuzey Kibris'ta diyaliz géren hastalarin psikolojik bakimina iligkin
saglik calisanlarinin gorislerini anlamay1 amaclamaktadir. Son dénem bébrek hastalarinin
duzenli olarak aldigi diyaliz tedavisi hastalarin yagsamini ruh saghgdi da dahil olmak Gzere
cesitli yonlerini etkiledigi bilinmektedir. Bu arastirmanin amaci, hastalarin iyilik hali i¢in
psikososyal bakim saglanmasi hakkindaki dustincelerinizi kesfetmeye odaklanarak,
hastalarla olan deneyimlerinizi anlamaktir.

4. Neden davet edildim?

Nefroloji Bélumuinde calistiginizdan dolayi bu arastirmaya katilmak icin davet edildiniz. Bu
nedenle, sizi hastalarin bakimi ve gereksinimleri hakkindaki deneyim ve goruslerinizi
paylasmaya davet ediyoruz.

5. Katilmak zorunda miyim?

Bu arastirmaya katilmaya karar vermeniz tamamen size baglidir. Katilmaya karar
verirseniz, bir onay formunu imzalamaniz istenecektir. Calismaya katilmayi kabul etmek,
onu tamamlamaniz gerektigi anlamina gelmez. Herhangi bir asamada herhangi bir sebep
belirtmeksizin ¢ekilmekte dzgurstniz. Herhangi bir zamanda ¢ekilme karari veya hig
katilmama karari sizi higbir sekilde etkilemeyecektir.

6. "Caligsmaya katilmak" neleri igerir?

Katilmak isterseniz veya galismayi daha ayrintili tartismak isterseniz, litfen arastirmaci
Buse Keskindag (b.keskindag@herts.ac.uk) ile iletisime gegcmekten ¢ekinmeyiniz.

Calisma, Universitenin Zoom hesabi araciligiyla ¢evrimigi olarak gergeklestirilecek ve
arastirmaciyla bire bir goérugme icerecektir. E-gorusme size uygun bir zamanda
ayarlanacaktir. Katiimin en fazla 35-40 dk sirmesi beklenmektedir.

Katilmaya karar verirseniz, yazili onay formu ile calismaya katilmayi goénulli olarak kabul
ettiginizi belirtmeniz istenecektir.

Gorusme sirasinda, hastalarin diyalize nasil uyum sagladiklariyla ilgili bakis aginiz ve
deneyimleriniz, hastalarin zorluklarla daha iyi baga gikmalarina yardimci olabilecek ne gibi
desteklerin oldugu, ve psikososyal bakimi gereksinimleri hakkinda sorular sorulacaktir.
izninizle, gériismeler, veri analizinin bir pargasi olarak transkriptlerin olusturulmasina
yardimci olmak icin sesli olarak kaydedilecektir. Ses kayitlari, verilerin transkripsiyonu,
dogrulanmasi ve analizi tamamlanincaya kadar saklanacak ve ardindan kalici sekilde
silinecektir. Bu slrecin gérismeler sonrasi 6 ay kadar surebilecegini tahmin ediyoruz.


mailto:b.keskindag@herts.ac.uk

419

7. Katilmanin avantajlan ve dezavantajlari nelerdir?

Aragtirmaya katilmanin size herhangi bir rahatsizlik vermesi beklenmemektedir. Avantajlar
hemen gorilememesine ragmen, bu ¢alismanin hastalarin yasam kalitesini artirmaya
yonelik stratejiler Gzerinde olumlu bir etkisi olacagi beklenmektedir.

Hasta deneyimi ile ilgili bakis aginizi paylasmanizdan dolayi herhangi bir rahatsizlik
hissederseniz, sikinti yasayan kisilere yardim etme konusunda deneyimli bir uzmanla
iletisime ge¢cmeniz igin yonlendirileceksiniz.

8. Bu projede yer almam gizli tutulacak mi?

Katilmayi kabul ederseniz, bir onay formu imzalamaniz istenecektir. Bu form, adinizi icerecek
ancak calisma suresi boyunca universitenin sagladigi Drive hesabinda guvenli bir sekilde
saklanacak ve parola ile korunacaktir. Analiz asamasindan sonra tim onam formlar
silinecektir. Bu bilgilere sadece gdriismeyi yapan arastirmaci erisebilecektir. Gérismenizin
sesli olarak kaydina izin verirseniz, bu dosya da guvenli Universite Drive hesabinda
saklanacaktir. Kayit, onay formunuzdan ayri olarak saklanacak ve yaziya dékuldikten sonra
kalici olarak silinecektir. Rapor ve sunum araciligiyla paylagilacak olan tim bilgiler anonim
olacak, dolayisiyla sizi kisisel olarak tanimlamayacaktir. Yalnizca anonimlestiriimis
transkriptler, proje danismani tarafindan 5 yila kadar saklanacak ve sonra kalici sekilde
silinecektir. Gizlilik ilkesine baglilik, yalnizca sizinle veya ilgilendiginiz hastalarla ilgili hayati
ve endiseleri artiran herhangi bir durum s6z konusu oldugunda kirilabilir.

9. Bu ¢aligmada toplanan verilere ne olacak?

Goursmelerde tekrarlayan ve dne ¢ikan temalari tanimlamak igin bilgiler analiz edilecek ve
Ozetlenecektir. Veriler elektronik olarak parola korumali bir ortamda maksimum 5 yil sureyle
saklanacaktir. ingiltere Hertfordshire Universitesi araciliiyla yiritilen Psikoloji Doktora
programinin bir parcasi olarak raporlanacaktir. Veriler ayrica akademik bir dergide de
yayinlanabilir. Her durumda, veriler anonim olarak kullanilacak ve kisisel bilgileriniz gizlilik
ilkesine baghlikla korunacaktir.

10. Veriler daha sonraki ¢aligmalarda kullanilmak igin gerekli olacak mi?
Veriler baska ¢alismalarda kullanilmayacaktir.

11. Bu calismayi kim inceledi?

Bu proje Kuzey Kibris Turk Cumhuriyeti Saglik Bakanhgi Etik Kurulu tarafindan etik olarak
incelenmis ve yapilmasi uygun gorilmustur (Dosya No: 40/12). Herhangi bir endiseniz veya

sorunuz varsa, lutfen galistiginiz Devlet Hastanesinin i__dari Departmant ile iletisime
gecmekten ¢cekinmeyin. Calisma ayrica Hertfordshire Universitesi’nden etik onay almistir.

12. Herhangi bir sorum olursa kiminle iletisime ge¢ebilirim?

Daha fazla bilgi icin litfen arastirmaci (Buse Keskindag — 0533 847 3883)
b.keskindag@herts.ac.uk veya proje danigsmani (Dr Shivani Sharma)
s.3.sharma@herts.ac.uk ile iletisime gegcmekten ¢cekinmeyin.

Bu bilgileri okudugunuz ve bu arastirmaya katilmayi degerlendirdiginiz igin ¢ok
tesekkiir ederiz.
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Appendix V: Healthcare professionals gualitative interview study informed consent form

INFORMED CONSENT FORM

Title of the project: Health care professionals’ perspectives on the
psychosocial care needs of Turkish Cypriot patients receiving dialysis

1. | understand that my participation is voluntary and that | may choose to withdraw at any time

and without giving a reason.
Please Initial YES NO

2. | confirm that | have been given enough information about the project and that | am satisfied

with the answers given to any questions | have asked about the project.
Please Initial YES NO

3. | confirm that | have been told that strict confidentiality will be maintained and that all information
| provide will be anonymised.
Please Initial YES NO

4. | give permission for the information | provide being audio-recorded.

Please Initial YES NO

a. | understand that audio recordings will be destroyed following the transcription and
analysis of the data, and that anonymised quotes from the transcripts may be used in

future publications and presentations.

Please Initial YES NO

5. | agree to take part in this project.

Please Initial YES NO
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Name of Participant Date Signature

Name of person taking consent Date Signature

When completed: 1 copy for participant; 1 copy for researcher site file
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AYDINLATILMIS ONAM FORMU

Proje adi: Saglik ¢calisanlarinin diyaliz tedavisi alan hastalarin psikososyal bakim
gereksinimleri hakkindaki gorusleri

1 . Bu calismaya katilimanin géniillii oldugunu biliyorum. istedigim zaman herhangi bir sebep
gostermeden calismadan gekilebilebilecegimi biliyorum.

Paraf Evet Hayir

2. Bana sunulan bilgileri okuyup anladigimi ve proje ile ilgili sorularimin cevaplarini aldigimi
onayliyorum

Paraf Evet Hayir

3. Kesin gizlilik hakkinda bilgilendirildigimi ve paylasacadim tim bilgilerin anonim olarak
kullanilacagini bildigimi onayliyorum.

Paraf Evet Hayir

4. Verdigim bilgilerin sesli olarak kayit edilmesi igin izin veriyorum.
Paraf Evet Hayir

b. Ses kayitlarinin, verilerin transkript ve analiz agamalarindan sonra kalici olarak
silinecegini, gelecekteki yayin ve sunumlar icin transkriptlerden anonim olarak
alinti yapilabilecegini biliyorum.

Paraf Evet Hayir
5. Bu projeye katilmayi kabul ediyorum.
Paraf Evet Hayir
Katimcinin adi soyadi Tarih imza
Formu alan kisinin adi soyadi Tarih imza

Form dolduruldugunda, bir kopya katihimcida, bir kopya aragtirmaci dosyasinda kalacak sekilde
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Appendix W: Healthcare professionals qualitative interview study topic quide

INTERVIEW TOPIC GUIDE

Thank you for agreeing to take part in this study. Before we start, | would like to remind you
that you can withdraw from the study at any time without providing a reason. Your responses
will remain confidential and will be anonymised when transcribed prior to analysis.

Part 1: About you
Age:

Gender:

Job Role

Part 2: Views on kidney services generally

1. What is your role in caring for patients with advanced kidney disease?

- How long have you been caring for patients with advanced kidney disease?

2. How accessible are kidney health services locally?

3. What are the key strengths of the kidney health services locally?

4. |s there anything that frustrates you or that you would change about kidney health care
provision?

Part 3: Patient adjustment

5. From your previous experiences, what factors do you think contribute to patients adjusting
well to receiving dialysis?

- Is this similar or different for those on HD versus PD?

- What support is given to patients by care teams to help adjustment?

- Do you think that patients generally understand their condition and can play an active role
in making decisions about their health?

6. From your previous experiences, what factors do you think hinder patients from adjusting
well to receiving dialysis?

- Is this similar or different for those on HD versus PD?

7. What is meaning of ‘good overall health’ to you in relation to the care of dialysis patients?
8. What factors, such as individual, environmental, family, social, health system do you think
contribute to patients having good overall health outcomes when receiving dialysis?

9. What in your experience matters most to patients in terms of the symptoms that bother
them when receiving dialysis? For example, physical, psychological, both.

10. What has been your experience of the psychological impact of receiving dialysis on
patients?

- " Which situations make you feel helpless? (feeling tied, not knowing what to do, feeling
stuck?) - How would you describe these challenging interactions?

- What is it like to experience the feeling of being "stuck"? For example, physically,
emotionally?

- Do medical staff receive additional training in the psychosocial care of patients?

- What level of involvement do medical staff have in the delivery of psychosocial care,

of patients?

0 Recognition of psychosocial problem e.g. depression

o Referral to appropriate agency (within in team, community services, psychology/
psychiatry)

0 Management of psychosocial issues (medication, treatment)

0 Use of basic counselling skills

0 Information provision

0 Screening patients regularly for depression/psychological issues

o Are there any local guidelines on psychosocial care of patients

- How common do you think low mood/ depression is in patients?
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- Are there opportunities to develop these support services further?

- How willing do you believe that patients are to engage?

11. We are interested in the psychological impact of living with advanced kidney disease and
the care needs of patients. Is there anything else that you would like to add on this topic?
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GORUSME SORULARI

Bu arastirmaya katilmayi kabul ettiginiz icin tesekkur ederiz. Calismaya baslamadan 6nce,
herhangi bir neden géstermeden calismadan cekilebileceginizi hatirlatmak isterim.
Yanitlariniz gizli kalacaktir. Sizinle yaptigimiz gérismelerin kayitlari, anonim olarak yaziya

dokilecek ve sonrasinda diger tum verilerle analizlerde kullanilacaktir.

Boliim 1: Sizin hakkinizda

Yas:
Cinsiyet:

isteki roltiniiz:

Bolum 2: Divaliz servisine iliskin genel gorusler

1. ileri derecede bdbrek hastasi olanlarin bakiminda sizin roliiniiz nedir?

- lleri derecede bdbrek hastasi olanlarla ne kadar siiredir ilgileniyorsunuz?

- Ne kadar stireden beri ileri derecede bébrek hastasi olanlarla ¢aligiyorsunuz?
2. KKTC'de, bobrek sagligi hizmetlerinin erisilebilirliginin ne kadar oldugunu
distnuyorsunuz?
3. Sizce KKTC’de bdbrek sagligi ile ilgili saglanan bakiminin / hizmetlerin gui¢li oldugu
yonler nelerdir?
4. Bobrek saghgi hizmetleri ile ilgili engellenmis / huzursuz hissettiginiz oluyor mu? Elinizde

olsa, bobrek saghgiyla ilgili olarak neleri degistirirdiniz?

Bolim 3: Hasta uyumu

5. Deneyimlerinize dayanarak, hastalarin diyalize saglikh bir sekilde uyum saglamalarinda

hangi faktorlerin katkida bulundugunu digstniyorsunuz?

- Bu durum, hemodiyaliz (HD) ve periton diyaliz (PD) kullananlar arasinda benzerlik

veya farkliliklar gésteriyor mu?

- Hastalarin uyum saglamalarini kolaylastirmak igin saglik ekibi tarafindan ne gibi

destekler verilir?

- Genel olarak, hastalarin durumlarini anladiklarini ve sagliklar hakkinda karar

vermede aktif bir rol oynayabileceklerini distintyor musunuz?
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6. Deneyimlerinize dayanarak, hastalarin diyalize saglikh bir sekilde uyum saglamlarinda,

hangi faktérlerin engel oldugunu disundyorsunuz?
- Bu durum, HD ve PD kullananlar arasinda benzerlik veya farkhliklar gésteriyor mu?

7. Size gore "Tumuyle saghkli olmak" ifadesi, diyaliz hastasi olanlar agisindan, ne anlama

gelir?

8. Bireysel, cevresel, aile, sosyal, saglik sistemi gibi faktorlerin, hangisi veya hangileri diyaliz
hastasi olanlarin genel saglik durumlarina olumlu olarak katkida bulundugunu

distnuyorsunuz?

9. Deneyimlerinize dayanarak, diyaliz hastasi olanlari en fazla rahatsiz eden belirtiler

nelerdir? Ornegin, fiziksel, psikolojik ve/veya her ikisi de.

10. Diyaliz tedavisinin hastalar Gzerindeki psikolojik etkisine iliskin deneyimleriniz nelerdir?
- " Hangi durumlar kendiniz ¢aresiz kalmis hissetmenize yol acar? (zorlu hastalarda
eli kolu bagl hissetmek, ne yapacagini bilememe, tikanmisg, cikmazda, ¢aresiz hissetme
gibi)
- Bu zorlu etkilesimleri nasil tanimlarsiniz?

- "Sikismig/gikmazda" olma hissini nasil bir deneyimdir? Ornegin, fiziksel,

duygusal olarak?

- Hastalara psikososyal destek saglamak amaciyla saglik personeli igin gerekli ek
egitimler verilir mi?
- Hastalara psikososyal destek saglanmasinda saglik ekibi hangi dizeyde katki

koyar?

o Psikolojik duygu durumundaki farklilagsmanin anlagilmasi, érn. Kaygi ve
Depresyon belirtileri

o Kisideki degisikligi/durumu degerlendirerek uygun kuruma yénlendirme
(ekip icinde yer alan baska uzmana, psikoloji/ psikiyatri servisine yonlendirme
gibi)

o ilag tedavisi konusunda nasil bir destek saglanir? (Orn. Hastanin diizenli
ilag kullanmasina ve kendi ilagl tedavi yonetimine destek)

0 Temel iletisim becerilerinin kullanimi! ((")rn. Kullanilan kavramlar, hitap,....)
o Bilgi saglama (Orn. Giindemdeki sorulara gerekli yaniti verme)

o Dlzenli olarak diyaliz hastasi olanlarin psikolojik agidan degerlendiriimeleri

(depresyon / psikolojik sorunlar igin taranmasi)
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o Diyaliz hastasi olanlara saglanan psikososyal destek ile ilgili yerel
ydnergeler var midir?

- Diyaliz hastasi olanlarda duygudurum bozuklugu / depresyon belirtilerinin
hangi yayginlikta oldugunu distndyorsunuz?

- Psikososyal destek hizmetlerini gelistirmek icin kaynaklarin/firsatlarin
oldugunu disunidyor musunuz?

- Diyaliz hastasi olanlarin psikososyal destek almak icin ne kadar istekli
oldugunu disundyorsunuz?

11. lleri derecede bdbrek hastasi ve tedavi ihtiyaci olan hastalarin psikolojik durumlarini

onemsiyoruz. Bu konu ile ilgili eklemek istediginiz baska bir sey var midir?
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Appendix X: Healthcare professionals qualitative interview study debrief sheet

PARTICIPANT DEBRIEF SHEET

Title of the project: Health care professionals’ perspectives on the
psychosocial care needs of Turkish Cypriot patients receiving dialysis

Thank you for participating in this study, which aimed to explore healthcare professionals’
perspectives on psychosocial care needs of patients living with advanced kidney disease
being treated with dialysis. It is hoped that the results of the research will help inform
strategies aimed at supporting patients in adjusting to living with a long-term condition.

Should you have any questions or queries about the study, please contact:

Buse Keskindag

b.keskindag@herts.ac.uk

It is possible that talking about your experience with the patients may have raised some
issues for you. If as a result of your participation in this study, you experienced any negative
feelings, please contact the Barig Psychiatric Hospital at 0392 6085441 - 6085479.
Psychologists who work at the hospital are aware of this study and they are happy to provide
support when needed.

Once again thank you for taking part in this study.
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BiLGI EDINME FORMU

Proje: Saghk ¢alisanlarinin diyaliz tedavisi alan hastalarin psikososyal bakim
gereksinimleri hakkindaki gorusleri

Saglik calisanlarinin, diyaliz tedavisi géren son donem bdbrek hastalidi ile yasayan
hastalarin psikososyal bakim ihtiyaglarina iliskin bakis acilarini kesfetmeyi amaclayan bu
calismaya katildiginiz igin tesekkir ederiz. Arastirma sonuglari, hastalarin kronik saglik
sorunu ile yagsamaya uyum saglama sireglerinde desteklemeyi amaglayan stratejilere
katkida bulunacaktir.

Calisma hakkinda herhangi bir sorunuz varsa, lttfen iletisime gegcmekten ¢gekinmeyin

Buse Keskindag

b.keskindag@herts.ac.uk

Hastalarla deneyiminiz hakkinda konusmak sizin rahatsiz etmis olabilir. Bu ¢alismaya
katilmaniz sonucunda herhangi bir olumsuz duygu yasadiysaniz, litfen +90 392 228 5441
telefon numarasini arayarak Baris Psikiyatri Hastanesi’'nde goérevli klinik psikolog ile iletisime
gecmekten ¢cekinmeyin.

Bu arastirmaya katildiginiz igin bir kez daha tesekklr ederiz.


mailto:b.keskindag@herts.ac.uk

